LEARNING DISABILITY ANNUAL REPORT 2009
Introduction
It is reported that there are 985,000 people in England who have a learning disability and 145,000 of those people have severe learning disability and complex needs.

Emmerson & Hattan (2004) estimate the number of people with a learning disability will increase by 8% by 2011 and 14% by 2021 and there will be a growth in the number of people with a learning disability over the age of 60 and in the complexity of care needs. Emmerson & Hattan (2008) also state that the estimated number of people with a learning disability who use social services will increase by 2018 by 50% to 223,000 and this will nearly double by 2026.
There is a considerable amount of research about the health needs of people who have a learning disability, yet time after time we continue to read reports about the National Health Service and care providers who have got it badly wrong.  We are then provided with a plethora of Government reports on recommended good practice and still the underlying needs of people with a learning disability appear to be unmet.

As reported by Sir Jonathan Michael in ‘Healthcare for All’ 2008, the health needs of people with a learning disability do not appear to be a priority for the NHS, despite the Disability Discrimination Act’s clear framework for the delivery of equal treatment, higher levels of unmet needs and less effective treatment is reported to support people with a learning disability.

Sheffield Teaching Hospital NHS Foundation Trust is committed to getting it right for people with a learning disability and, as well as responding to Government policy and reports such as ‘Death by Indifference’ (Mencap 2006), the Trust has continued to review it’s services each year against recommended good practice.

Using legislation and recommended good practice, the Trust has responded in a number of ways to improve access for people with a learning disability and to improve their hospital experience and has audited service provision  and changes, as well as listening to people with a learning disability and their carers.
As a Trust, we take our clear duty of equality seriously. Working in partnership with Joint Disabilities and Primary Care has proved to be successful in improving the care provision to people with a learning disability and has raised the understanding across the Trust, particularly in addressing communication and interaction with users of our service.

Recently, the Trust was asked to present to the Sheffield Learning Disability Partnership Board, a general brief on the progress the Trust has made in 2008/09 in support of people with a learning disability. Attachment 1 provides an outline of the developments across the Trust for information.

In support of further understanding and reflecting the recommendations in the new ‘Valuing People Now’ (DoH 2009) strategy and ‘Delivery Plan’ (DoH 2009), the service developments against each of the recommendations will be described.
Recommendation 1

Training in Learning Disability awareness to meet the needs of people with a learning disability and their carers.

In support of this recommendation the Trust has developed a new e-learning basic awareness training package to support staff in understanding the basic principles of care for people who have a learning disability, sensory hearing and vision impairment, mobility disability and mental ill health, as well as looking at the needs of carers.

The uptake of the e-learning package varies across the Trust and Nurse Directors and Heads of Service have been asked to encourage their staff to work through the programme. It is not mandatory, however it is recommended that one third of staff should be trained each year in understanding the needs of people with a learning disability as outlined in ‘Healthcare for All’ (Michael 2008).  It is not certain that the Trust will achieve this target, as the reported results of uptake of accessing the learning disability package are low in number compared to the number of staff we employ.
As a Trust, we need to continue to invest in staff learning with regard to the needs of people with a learning disability. The plan is to develop an additional e-learning training package, which will include a more in depth understanding of the needs of people with a learning disability who also have a long term condition such as Epilepsy, Palliative Care needs, as well as care of the dying, care of the elderly learning disabled person to include Dementia and other mental ill health, transition from children to adult care and other topics which would support people with a learning disability and raise the knowledge and skills of staff. 
Recommendation 2
Collection of data and information to allow people with a learning disability to be identified by health services and their pathway of care tracked.
In support of a greater level of awareness, the Trust has recommended the Royal College of Nursing guidelines when caring for a person with a learning disability as part of the nursing care planning process.
Following a 2007/08 audit of inpatient and outpatient service provision to people with a learning disability and their carers, a quarterly newsletter is now provided and sent out across the Trust to remind staff and to raise the awareness of staff with regard to the needs of people with a learning disability and to direct staff to further reading and guidance.

.
Staff are asked to keep the information in a dedicated Learning Disability Resource File which have been purchased from the Hospital Charitable Trust Fund and which are based on each ward and department for staff reference.  Attachment 2 – 2008/09 Newsletters.

One of the new developments which went live across each of our five hospitals in December 2008 was the systematic recording of people with a learning disability into the Hospital Patient Administration System (PAS).  All people with a learning disability or their carers across Sheffield were asked in writing if they would consent to having their personal details from the Sheffield Case Register put into the Hospital Patient Administration System.  Following consent, the Sheffield Patient Case Register was downloaded into the PAS system, which means if any person with a learning disability who enters our service, their personal details will be flagged up on the system as having a learning disability, alerting staff to plan and support their individual needs.
The Trust, in partnership with Community Care, will update the information on an annual basis.

Recommendation 3

Supporting the needs of Carers
The 10 year carer strategy ‘Carers at the Heart of the 21st Century Families and Communities’ (DoH 2008) expects carers to be recognised as partners in diagnosis, care and discharge planning.
As a Trust, we have continued to listen to carers about their needs and also about the needs of their loved ones who we treat and admit into hospital for our care as they provide for their loved one 24 hours a day, 7 days a week care.  It is important therefore that carers are included in the planning of care which is to be provided for their loved one whilst they are in hospital.
It is always a stressful time coming into hospital or for a carer bringing a loved one into hospital and having faith in clinical staff to provide the care their loved one needs.  This year the Trust engaged in a Quality Consultation with carers, led by the Patient Partnership Department. The informative day was a success and has been used to inform the development of the Trust’s Carer Strategy.

Whilst auditing the perception of care received by the learning disability user, the views of the carers have also been audited and actions from each of the audits discussed at the Learning Disability Steering Group. The results of the audit have been shared with Nurse Directors across the Trust and Directorates have been expected to promote recommended good practice from the audit and to change practice if required.
The three audits completed across the Trust have provided valuable information to improve service provision, this information has been included in the Trust Clinical Assurance Toolkit (CAT).  The learning disability audit has, therefore, been integrated into the annual cycle of audit undertaken by all wards and currently being introduced to out-patient departments.

The e-learning training package also includes the needs of carers and, as part of the package, there is a video of two carers who describe their needs whilst their autistic son is in hospital.

Recommendation 4
Confidential inquiry into premature deaths.  Consultation and partnership in assessing the needs of people with a learning disability.
This recommendation is in response to the ‘Healthcare for All’ (Michael 2008) recommendation that the Department of Health should raise awareness of the risk of premature and avoidable death for people with a learning disability.
The confidential inquiry into the deaths of six people with a learning disability as described in the ‘Death by Indifference’ (Mencap 2006) report, which followed the ‘Treat me Right’ (Mencap 2004) report, has resulted in NHS Trusts and services being scrutinised and more recently the Parliamentary and Health Service Ombudsman has produced reports on each of the six deaths following formal complaint (2009).
In response to the ‘Death by Indifference’ (Mencap 2006) report the Trust can demonstrate how it can identify patients who have been involved in clinical incidents and also if families or patients complain about the care they receive. The new fields in the incident and complaint reporting system will highlight if the patient is judged to have come to harm or if care is ineffective or insufficient.  The challenge is in the reliance of the information produced from the complaints and incidents reporting system, as it relies on staff reporting the untoward incident in the first place and completing the required fields within the system.
To support the patient care pathway and to support staff in understanding the needs of people with a learning disability, and keeping them safe in hospital, there needs to be investment in the right kind of support when people with a learning disability come into hospital or attend for treatment. Each person’s needs are different and staff are not always exposed to caring for people with a learning disability and, therefore, the patient may receive a poor quality outcome.

Very often staff do not have the skills to understand the needs of the patient, particularly if the patient does not have the ability to communicate and if it is in the presence of challenging behaviour as described by Fryer 1997, it is then difficult to diagnose general ill health or mental ill health such as Dementia.  Staff do need support when caring for a person with a learning disability, particularly if the patient has complex care needs and cuts across several of our services each time the person with a learning disability comes into hospital.
There is guidance for hospital staff to follow in the ‘Working Together’ document produced by the Valuing People Support Team in 2009, but not all staff will have read this information prior to caring for a person with a learning disability.
The Trust has put together a case of need to Yorkshire & the Humber Strategic Health Authority (Y & H SHA) for front line co-ordinators to support the patient with a learning disability whilst in hospital and through their care pathway to discharge to community or to their home. The Trust is awaiting an outcome from the proposed case of need. If we are successful, this will support front line staff in gaining skills and knowledge to care for a person with a learning disability and will support the needs of people with a learning disability whilst in our care. 

Recommendation 5
Extend Health Action Planning
This recommendation is about extending health action plans. What we do have in place is joint partnership working with primary health and social care colleagues and the Trust has representation on primary care, strategic and working groups. 
As the commissioners assess the needs of people with a learning disability in their local population, the Trust in partnership is also assessing the needs of people with a learning disability by working proactively with primary care health and social care colleagues. The Trust has completed a review of the Trust’s services reflecting the Health Actions as outlined by the Yorkshire and the Humber Framework of Quality and has shared the Trust information with primary care colleagues so that a joint response can be forwarded to SY SHA.

See Attachment 3.
Health Action Plans are established in Sheffield alongside the Traffic Light Assessment Tool. Both these assessment documents have been included as part of the Trust’s nursing care guidelines when admitting a patient with a learning disability into hospital. The Traffic Light Assessment includes risk dependency and support required.

When a learning disabled person is admitted into our Trust, nurses are expected to use the Trust’s learning disability nursing care guidelines and refer to the Health Action Plan and Traffic Light Assessment, if appropriate, as part of their care planning and to complete a full assessment of the person with a learning disability’s needs in compliance with the Single Assessment Process (SAP).
Joint Disabilities continues to invest in a liaison post, which supports the person in post to work closely with the Trust providing guidance where required.

In support of transition, the Trust is developing transition of care guidelines and care processes for clinical staff to follow when a young person leaves children’s services and enters into adult hospital health care services. The needs of the person with a learning disability have been included with the new guidance. Until the guidelines have been ratified, there is an informal arrangement in place to support young people with a learning disability who have complex care needs in the transition of their care to our Trust. 
In support of health screening and to reduce the unnecessary use of secondary health services, the Trust has engaged in several initiatives and new developments, such as the provision of Optometry care, management of Epilepsy and providing outreach services for low vision assessment and hearing assessment.
Recommendation 6
Directed Enhanced Service on health checks, training and data.  Explicit reference to the requirements for the provision of services to vulnerable groups.
The Care Quality Commission has made it clear that protecting the rights of people who use services, particularly the most vulnerable, will be one of it’s key priorities.  The report ‘A Life Like Any Other’ (Joint Committee on Human Rights, House of Lords, 2008) found adults with a learning disability vulnerable to breaches of their human rights in healthcare.  As referred to in ‘Getting it Right’ (Mencap 2008) when treating people with a learning disability, we need to see the person, not the disability.

The Trust has been pro-active in it’s approach to support all patients who may be identified as being vulnerable. The Trust has established a strategic steering group with membership to include multi professional stakeholders in health and social care, both internal and external to the organisation.

A safeguarding framework has been developed and risk assessed and the established work within the Trust to support people with a learning disability, including the 10 Key Standards, has been integrated into the vulnerable adult safeguarding framework.

Each service across the organisation has been asked for representation and this representation has become the operational working group reporting to the vulnerable adult strategic steering group. Each service has been asked to review their services against the framework and recommended key standards.

Each service will then be expected to produce an action plan to address the gaps in their service to support vulnerable adults including people with a learning disability whilst in our care.
The vulnerable adults safeguarding framework has been cross referenced with Standards for Better Health as one of its measures of quality and compliance.

Recommendation 7

Establish acute hospital liaison and primary care facilitation posts in all areas.
‘Healthcare for All’ (Michael 2008) recommended that liaison staff should work across the spectrum of care, both in primary care services and acute sector, to improve the quality of healthcare for people with a learning disability.

This is a gap for the Trust at this moment in time, but an attempt to address it has been described in Recommendation 4. The Trust representative and lead on behalf of the Chief Nurse works in partnership with the primary care liaison person and primary care colleagues to support quality services across the pathways of care in each of our five hospitals.
Each service has a named link person in place and clinical and non clinical staff are supported and work in partnership across the Trust to deliver a high standard of care to people with a learning disability. The Matron has taken the front of service lead for their speciality in the co-ordination of care, particularly if the patient cuts across several clinical services during their treatment and care. The lead for the Trust links in with the Matrons as required and is a point of contact for them and other frontline staff.  An up to date Matron contact list is sent out to Primary Care colleagues each year alongside an up to date contact list of all LD link staff, so that they are able to make direct contact with the Matron or the LD link person if required.
The Trust lead has continued to be a point of contact for the majority of calls from Primary Care, the Trust lead will then contact the appropriate Matron or Directorate person to resolve any issues or concerns that have been raised by Primary Care colleagues. The Trust lead will be supported in the near future by a new post, Lead Nurse for Older/Vulnerable People. It is planned to appoint to this role in Spring 2009.
Recommendation 8

Public Health Observatory, Health checks.
The Department of Health introduced a new two year Directed Enhanced Service, effective from April 2008, which further promoted ‘Valuing People Now’ (DoH 2008) and in response to ‘Healthcare for All’ (Michael 2008) being around health checks for people with a learning disability.
Within Primary Care, consideration has been given to providing annual health checks to all people with a learning disability and from June 2009 assessment will take place on how best to evaluate health checks under the Directed Enhanced Service.  A key problem, which will need to be addressed, is how to engage with people with a learning disability who do not fully access health screening/health checks.  
As a Trust, we have worked in partnership with Primary Care colleagues to support health screening.  For example, within the Ophthalmology Department, joint audit with Optometrists across the city has taken place with regard to visual screening.  
Also, as a pilot we have provided a low vision screening outreach service to families to support people with a learning disability who have multiple and complex needs and who would find it difficult to attend hospital for their Ophthalmic assessment. The learning from this pilot is being evaluated and discussed to try and establish a more permanent outreach service.
Within Hearing Services, a member of staff is looking at the hearing screening tests for people with a learning disability and the level of their hearing and communication to agree the type of hearing aid required. 
We often find that people with a mild to moderate learning disability and who independently access our services have difficulty understanding what they need to know about their health problems and how to manage themselves.  In support of these patients and other patients with a learning disability, we have developed several care pathways across the Trust.  These include Day Case, Radiotherapy, A & E, Dental, Cardiac, Ophthalmology, Optometry, Hearing, Head and Neck surgery and Epilepsy and we have agreed standards in place to support a person with a learning disability within our pre-assessment services prior to surgery.
Recommendation 9

Strengthen structures, role and accountability of Partnership Boards.  Involve and consult patients and their carers in planning.
This particular recommendation emphasises the close partnership working with particular focus on person centred planning.
The Trust does engage and is part of a local and national network of information sharing.  The Trust has shared it’s work on learning disabilities across services in Sheffield, across England and outside of England and has been acknowledged for the work.  The Trust, therefore, continues to promote best practice and has done so for many years, each year reflecting on the most recent Department of Health recommended practice.
The Trust has a track record of engagement with people with a learning disability and their carers who have been supported in engaging in developments across the Trust in support of care delivery, in the development of patient information and in the design of our services.
There are plans to invest in further training and to establish acute liaison frontline co-ordinators.  If the investment in training and establishment of posts does not materialise, it could prove to be a risk for the Trust in compliance with recommended good practice.  It is well documented that poor practice alongside poor understanding of the needs of people with a learning disability can lead to poor quality care and may lead to premature death.

Increased engagement with service users improves good practice and social inclusion, as well as promoting independence and choice – the very values of ‘Valuing People’ (DoH 2001) and ‘Valuing People Now’ (DoH 2008).

An area where the Trust has engaged in is supporting people with a learning disability in becoming volunteers across the Trust and this year we are to further support the City Employment Strategy by looking at how the Trust can support people with a learning disability gaining employment.

The main changes to making this happen are through engagement and partnership. The Trust has an established Learning Disability Steering Group who, in turn, are members of the Trust’s Joint Disabilities Steering Group. The membership or the group provides guidance to Trust staff and are engaged in several areas of service provision and development. This group is chaired by the Head of Patient Partnership.
It has been noted within Government recommendations that learning disability partnership boards are to be strengthened and one of the areas where the Trust works in partnership with the City is by being an active member on the Learning Disability Partnership Board as a representative of acute healthcare provision.
Recommendation 10

Effective systems in place to deliver effective, reasonable, adjusted health services.  PALS advocacy.
The Trust has adapted it’s services to make them more accessible to meet the needs of people with a learning disability. The outline of developments were shared with the City Learning Disability Partnership Board as outlined in Attachment 1.

The Trust has a dedicated learning disability PALS advocacy in place and the needs of people with a learning disability have been included in the implementation of the Mental Capacity Act and Deprivation of Liberty.
Conclusion

As a Trust, we strive to improve care outcomes to all our patients and do take into consideration the wishes of people who have a learning disability who use our services and the needs of their carers and whilst promoting inclusion, do support people with a learning disability in achieving independence, choice and control wherever possible.

One of the key priorities for the Trust is to continually improve quality and safety which is embedded within our clinical governance structure.  As a Trust, we promote learning from incidents, complaints and from audits of commissioned services. The Trust notes any concerning report that is published about people with a learning disability, such as the ‘Cornwall’ (Healthcare Commission 2006) report, the ‘Sutton & Merton’ (Healthcare Commission 2007) report and ‘Death by Indifference’ (Mencap 2006) report and, as a healthcare provider, we review our services against such reports and work with recommended good practice guidance, such as the wide ranging recommendations as published in ‘Healthcare for All’ (Michael 2008) and ‘Valuing People Now’ (DoH 2008) - a three year strategy.
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