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FIRST DRAFT
Case of Need for a Learning Disability  Hospital Liaison Nurse in Gloucestershire
Compiled by Esia Dean – Strategic Health Facilitator

December 2007

Services for people with learning disabilities have received increasing scrutiny over the past thirty years, with an emphasis on improving quality and accessibility.  In the last 5 years the service offered by acute general hospitals to those with a Learning Disability and their carers, has become an area of particular focus. 
This paper recommends the creation of a new specialist learning disability nurse post to facilitate the implementation of an integrated, high quality, equitable acute hospital service to people with learning disabilities and their carers in Gloucestershire.  It provides national supporting documentation, local in-patient hospital experiences and outlines the main responsibilities and outcomes of the post.
NATIONAL  DRIVES:
DEATH BY INDIFFERENCE 2007 –  MENCAP REPORT http://www.mencap.org.uk/html/campaigns/deathbyindifference/reports.aspT
This report presents the stories of 6 people with learning disabilities who mencap believe died unnecessarily in hospital. The families of these 6 people strongly believe that these deaths were avoidable and that ‘institutional discrimination’ , indifference from health staff, lack of training and a very poor understanding of the needs of people with a learning disability is the underlying cause. 

It noted 6 common themes:

1. People with learning disabilities are seen as low priority.

2. Many healthcare professionals do not understand much about learning disability

3. Families and carers are often not properly consulted or involved.

4. Many healthcare professionals do not understand the law around capacity and consent.

5. Health professionals rely inappropriately on their estimates of a person’s quality of life.

6. The complaints system within NHS services is often ineffectual, time-consuming and inaccessible. 

This report followed on from MENCAPS ‘Treat me right’ report and campaign in 2004 which exposed the unequal healthcare that people with a learning disability  often receive from healthcare professionals.
INDEPENDENT INQUIRY INTO HEALTHCARE FOR PEOPLE WITH LEARNING DISABILITIES.
http://www.iahpld.org.uk/
In May 2007 the Secretary of State for Health established an Independent 

Inquiry into Access to Healthcare for people with Learning Disabilities as a direct response to the Death by Indifference report. The review will focus on the action needed to ensure that adults and children with learning disabilities receive appropriate treatment in general acute healthcare and with reference to wider health services. The review will also aim to learn lessons from the 6 cases highlighted in the MENCAP report and should be completed by June/July 2008.
EQUAL TREATMENT – ‘CLOSING THE GAP’  - September 2006
www.drc.gov.uk/Docs/mainreportword_healthfi1.doc
The Disability Rights Commission (DRC) undertook a formal investigation into the health inequalities experienced by people with learning disabilities and mental health problems. They found that people with learning disabilities are much more likely than other people to have significant health risks and major health problems, particularly with obesity and respiratory disorders. They are more likely to die younger and receive fewer health investigations and screening tests.
DISABILITY DISCRIMINATION ACT - 2005  www.opsi.gov.uk/si/em2007/uksiem_20070618_en.pdf - 2007-06-18 - Text Version
Under the new Disability Discrimination Act there is a new Public Sector Duty requiring all public sector bodies to produce disability equality plans. These plans will need to directly address how health inequalities can be reduced.
‘OUR HEALTH, OUR CARE, OUR SAY’  DOH  – 2006
http://www.dh.gov.uk/en/Policyandguidance/Organisationpolicy/Modernisation/Ourhealthourcareoursay/index.htm
This White Paper aims to change the way that services are provided by placing greater choice and control in the hands of the people who use them. It makes  reference to the need for regular health checks for people with learning disabilities and more support for carers.
LOCAL CONTEXT
2% of the population will have a learning disability.

With the population of Gloucestershire at approximately 565,000; the figure therefore for the learning disabled population is approximately 11,300 people.

We have no clear, local data regarding Learning Disability in-patient episodes, although the hospital information systems did pick up 75 admissions between 2006/07 using the ICD10 codes.  
We do know however that people with learning disabilities are likely to experience a much greater range and intensity of health problems than the general population.  There are a number of reasons for this, including:

· disorders specifically associated with particular conditions (heart problems with Down’s Syndrome and early onset Dementia).

· Associated disabilities such as physical and sensory disabilities or epilepsy.

· Adverse living circumstances and poverty are more frequently endured by people with learning disabilities.

· Vulnerability to Mental Health problems.

· People with Learning Disabilities are also living longer and many health problems are age related.

People with learning disabilities are 4 times more likely to have a preventable cause of death than the general population They are more likely to use acute services -  26% of people with learning disabilities are admitted to general hospitals each year, compared to 14% of the general population (NPSA 2004).

   People with learning disabilities and their carers frequently express concerns   

 about the attitudes and treatment they experience when using general 
 hospital services.

The following examples are real life stories from Gloucestershire Hospitals:

1. A 43 year old lady with learning disabilities and severe epilepsy was admitted to  Cheltenham General Hospital in February 2007 with a chest infection and pneumonia. She was on HDU for 11 days where treatment was very good. When moved to another ward however her anti-convulsant medication was not given appropriately, as per carer’s instruction resulting in continuous seizures for over 20 hours. Emergency IV medication was not administered as per protocol and the parents were told by the doctors that there was ‘not a lot they could do’. The doctors turned the heart monitor off and said that they would not resuscitate. Emergency meds were finally given intravenously due to parent’s insistence and the lady was moved to the Neurology ward at GRH. She is recovering slowly at home but the continuous seizures suffered in hospital have caused irreversible damage and lessened her quality of life. 
2. In February 2006 a lady with learning disabilities and communication problems needed a hip x-ray at GRH. The main support staff prepared the lady well in advance of the procedure to alleviate anxiety and distress and informed hospital staff that the lady had mobility problems. Poor manual handling techniques by the hospital staff when transferring onto the table however led to the lady becoming very distressed. The wheels on the table were not locked and there was no direct communication with the patient at all. When the lady was unable to lie flat on the table staff became very disrespectful and unco-operative refusing to consider alternative approaches, ie. Portable x-ray or sitting on a low stool. Staff were generally rude and uncompromising and made no attempt to communicate with the lady directly.
3. In March 2006 a patient with severe learning disabilities and communication problems needed day surgery at GRH. Residential care staff prepared the patient well by familiarising them with the ward on several occasions and sharing visual, simple information about the procedure. The support staff also made it very clear to the consultant that the patient would require pre-med on arrival to the ward to ensure sedation prior to entering theatre. This unfortunately did not happen and the patient needed to be restrained to receive the anaesthetic medication. The distress caused to the patient through this action was considerable and could have been avoided had hospital staff liaised appropriately with the care staff.
4. In October 2007 a 42 year old lady with severe learning disabilities was admitted to Cheltenham General to have a PEG site re fitted. ‘Do not resuscitate’ forms were filled in prior to the procedure by the parents, with no consultation with the lady’s main carers or the learning disability specialists involved in her care. There was no input from the hospital Speech and Language Therapy department despite requests from the learning disability team to become involved. On discharge from hospital no guidelines or discharge care plans were given to care staff regarding PEG management and aftercare. It appears in this case that best interest decisions were made inappropriately on this lady’s behalf without compliance to the new Mental Capacity Act 2007.  
5. A 75 year old lady with a mild learning disability and good communication skills had been suffering from rectal bleeding and pains in her legs for 6 months. Her health was deteriorating at home and she had had several falls, dizzy spells, a loss of appetite and constant pain. The symptoms were never investigated by her GP. On 1st December 2006 she was admitted to GRH after being found on the floor again. Whilst in hospital she continued to bleed from her rectum and was in severe pain. No investigations were carried out. She stopped communicating, could not walk and stopped eating and drinking. Support staff requested more effective pain relief but only ibuprofen was administered. No palliative care was prescribed and she died in pain on December 17th whilst being turned in bed by the nurses. The cause of death was confirmed as ‘disseminated malignancy of unknown origin’.
Although these 5 local stories highlight areas of poor practice during hospital stays it must be noted that in some cases the quality of care was excellent and well received by carers and patients with a learning disability.

These 5 stories echo the main areas of concern as listed in National documentation previously which are:

· Health care professionals not listening to carers

· Healthcare professional making ‘individual’ quality of life judgements

· Epileptic medication being omitted or mis-managed

· Healthcare staff unable to communicate effectively with people who do not communicate with words

· Ignorance in issues of capacity to consent and the best interest process
· General lack of awareness of learning disability issues

CURRENT INITIATIVES
The Health Facilitation Team for people with learning disabilities has attempted to address some of the problems faced by this group of people when accessing hospital services. They have so far developed the following:

· A Traffic Light Hospital Assessment which captures essential information about a vulnerable person’s needs and abilities in a very simple, colourful document.

· Photographic patient journey booklets applicable to local wards and departments.

· An ‘easy read’ going into hospital leaflet with pictures and large print, for patients who find it difficult to read the standard leaflet.

· A ’link nurse’ system where a nurse from each ward or department acts as a champion for learning disabilities.

· A rolling programme of ‘micro-teach sessions’ on wards and departments has begun to raise awareness of learning disability issues and supply information packs and communication toolkits.

·  Pictorial Menus are being developed.

The Health Facilitation Team’s capacity has unfortunately been halved over the last year due to financial constraints and can only offer indirect  support and guidance to hospital professionals.

There is presently a lack of specialist learning disability nursing expertise within Gloucestershire hospitals to offer hands on, direct support when someone with a learning disability is admitted to hospital.
Many nursing staff feel inadequate and unconfident when faced with a person with a learning disability and often respond inappropriately when presented with a person with challenging behaviours or communication problems.
Inadequate training and education and lack of a co-ordinated framework or care pathway for people with learning disabilities in acute hospitals has led to inconsistencies and fragmentation in care across the county.

The appointment of an acute Learning Disability Liaison nurse in Gloucestershire would ensure a more co-ordinated and equitable approach to the care of people with learning disabilities in hospital and provide a focal point for advice and support.
The Learning Disability Liaison (LDL) nurse in practice could provide the following:

· specialist Learning Disability nursing expertise within acute hospitals offering clinical leadership across the county.

· Take individual referrals and provide specialist support plans for patients and carers.

· A specialist point of contact (signposting/specialist advice).

· Development and implementation of education and training programmes for professionals working in acute care.

· Provide support and supervision for health professionals involved with the care of a person with learning disabilities.

· Develop the role of Link Nurses in different areas of care

· Clear strategies for supporting carers & support staff.

· Improving health access and health outcomes through clear care pathways for admission and discharge.

· Improving communication between patients, carers, hospital staff and specialist LD services.
· Improving co-ordination of care delivery between secondary & primary health care teams.

· Support regarding capacity issues, consent to treatments and best interest advice.

Professional competencies required the role:

· 1st level registration with the UKCC
· Ability to work autonomously and make independent decisions

· Effective leadership and management skills

· Extensive expert knowledge and skills in all aspects of learning disabilities nursing, encompassing the needs of carers as well as patients.

· Ability to identify deficiencies in current services and to initiate developments to address those gaps.

· Ability to initiate and apply research in the fields of learning disability and adult nursing to practice to further improve and develop the service.
Key outcomes of the post

· Professionals working in acute care will have an improved knowledge and understanding of people who have a learning disability.  A better trained and educated staff team will be able to provide care which is appropriate to the individual needs of each patient.

· Appropriate tools and information will be available to healthcare workers when required.

· Hospital staff will have a recognised point of contact for ongoing support, specialist advice and signposting to relevant services and resources.

· Improved communication channels at every level between patients, carers, hospital staff, specialist learning disability services, commissioners, social care settings and Primary Health Care.

· The post will have a positive impact on the whole patient journey from pre-admission preparation through to effective discharge planning.
· The post will directly respond and comply to national policy requirements including:
· Disability Discrimination Act – 2005 /Human Rights Act 1998.

· Death by Indifference/Treat Me Right - MENCAP
· NPSA – National Patient Safety Agenda
· Independent Enquiry – 2007 / 08
· Valuing People - 2001
· Public Sector Disability Equality Duty (DED)

· 2007 – Disability Rights Commission (DRC)
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Acute Liaison Nurse for Adults with Learning Disabilities
Job Description

TITLE

Acute Liaison Nurse for Adults with Learning

Disabilities

GRADE


G

QUALIFICATIONS

RNLD





3 years post reg

ENB 997/998 or D32/D33

? Diploma

BASE



DRI/ City Hospital Derby

REPORTS TO


ACCOUNTABLE TO
JOB SUMMARY
To facilitate open and easy access to the various departments in the local Acute services, for people with learning disabilities.

To support the achievement of Valuing People targets in relation to Health.

The role involves close collaborative working within the acute trust including awareness raising, identifying and meeting training needs, and the provision of specialist nursing advice.

MAIN DUTIES & RESPONSIBILITIES
1 Client Care 
1.1 Active promotion of liaison nurse role within the Acute Trust ensuring information is accessible to people with a Learning Disability and their carers.

1.2 To facilitate and promote people with learning disabilities understanding of their own healthcare needs.

1.3 To identify barriers to accessing Acute Health Care services for people with a Learning Disability and plan action and initiatives to overcome and facilitate easy access.

1.4 To develop links and work in collaboration  with the PALs Service and Special Needs co-ordinator.

1.5 In complex cases directly assist and support individuals to access Acute Health Care Services (large or ongoing caseload not expected) and where relevant, document assessment outcomes and care plans to meet identified needs.

1.6 Provide health promotion/raising awareness workshops and educational sessions to groups and individuals.

1.7 Ensure that healthcare advice, support and information to clients and their carers is provided in accordance with their identified needs.

1.8 Promote and facilitate the use of client held “health action plans” when clients access Acute healthcare services.

1.9 Work closely with the multi disciplinary team to facilitate health-screening checks for people with learning disability in line with Health of the Nation targets.

1.10 Develop close links with Primary Healthcare Services/Secondary care to facilitate access for planned treatment, effective care planning and comprehensive discharge / aftercare for patients with a learning disability.

1.11 To identify and action plan to meet the additional needs of people with a learning disability who come from Black and Minority Ethnic backgrounds.

2. Professional
2.1 Participate in regular clinical supervision sessions in order to receive professional support and time to reflect upon practice.

2.2 Ensure that full and complete nursing records are maintained in accordance with the UKCC’s Standard for records and record keeping.

2.3 Ensure knowledge and actions are in accordance with UKCC codes of conduct and practice.

2.4 Ensure client and personnel confidentiality at all times and store all confidential information securely in line with Data Protection Legislation.

2.5 Act in accordance with appropriate Trust Policies and Guidelines.

2.6 Take responsibility for highlighting and planning professional development and update.

2.7 Ensure that good relationships are maintained with the Acute Trust and representatives of other agencies and user groups.

3. Managerial
3.1 Take responsibility for the effective and economic management of resources allocated to the post / service.

3.2 Take responsibility for the supervision of any student nurses allocated to the Service on placement.

3.3 To provide supervision and leadership to any junior members of staff.

3.4 Advise line Manager and complete appropriate documentation in the event of any untoward occurrences.

3.5 Carry out environmental assessment of Acute Health Services to ensure compliance with the Disability Discrimination act for people with a learning disability.

4. Quality / Clinical Governance
4.1 Develop initiate and carry out various forms of audit and quality monitoring mechanisms including client and carer satisfaction audits, in liaison with the Quality Improvement Manager.

4.2 Partake in individual personal reviews on a quarterly basis.

4.3 Promptly report all complaints and partake in investigatory procedures as required.

4.4 Provide a quarterly quality and outcomes report to the Good Health Group.

4.5 Develop local and regional support links and networks to ensure sharing of best practice audit and research .

5. Teaching and Training
5.1 Identify the training needs of Acute Sector professionals and support staff / including administration support staff in respect of the needs of people with a Learning Disability.

5.2 Plan and provide training and support sessions to meet highlighted needs.

5.3 Ensure Acute Sector staff have access to information and contacts (in adherence to Data Protection Regulations) which may assist them if collaborative working is required.

5.4 Provide learning opportunities theoretical and practical instruction for student nurses, assessing learning outcomes and monitoring progress throughout placement.

5.5 Provide teaching and education to relatives / carers / social care staff in respect of supporting clients with health promotion and ensuring proactive use and access to Acute Health Care services.

6. Health and Safety and Legislation
6.1 Ensure adherence to stability health and safety requirements:-

-
Health and Safety at Work Act
-
COSHH Regulations
-
Trust policies including manual handling

6.2 Adhere to other statutory requirements:-


-
Equal Opportunities Act
-
Race Relations Act
-
Data Protection Act

· Disability Discrimination Act


This Job Profile is a summary of the main responsibilities and not an exhaustive list of duties.  It will be reviewed on a regular basis.
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