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Project Report

June 2012
 ‘…the ability of hospitals to provide a consistently good service to people with learning disabilities continues to be an area of concern, particularly for those with the most complex needs’ 
Department of Health, Six Lives Progress Report (2010), p. 32.
Foreword 


Over recent years a number of national reports have highlighted failings in the care of people with learning disabilities in acute hospital settings. The first of these reports, Death by Indifference (Mencap 2007), was produced after 6 people with a learning disability died in NHS care. This was followed in July 2008 by the Healthcare for All report which found that “people with learning disabilities have higher levels of unmet need and receive less effective treatment”. The Six Lives Progress Report (2010) again emphasised the improvement required in acute hospitals to ensure equality of access and treatment for people with learning disabilities. The reports identified many shortcomings, the most significant being a failure to make reasonable adjustments to services in order to meet the individual needs of patients. They did, however, also identify examples of good practice and key recommendations for all of the agencies involved in caring for people with learning disabilities and their families.

Building on work undertaken in the South West and in the East of England, NHS North West commissioned a review of services for people with learning disabilities in acute hospitals. This report sets out the results of that work and recommendations for service improvement within the region. The review programme ran from August 2011 to April 2012 and involved acute Trusts and mental health Trusts throughout the region, along with related commissioning organisations. 

The report and accompanying materials are intended to support acute Trusts, commissioners, and Learning Disability partnership boards in the North West of England to continue to improve services provided to this patient group. The material contained in the following document has been developed with significant contribution from Trusts across the region, and in order to obtain maximum value from the review organisational anonymity has been observed wherever possible. That said, in the course of the review we came across many examples of good practice, and we have highlighted these in the report to act as an inspiration for improvement to all.

Numerous people have been involved in the production of this report, but I would like to pay particular thanks to: Michael Farrell who has done an excellent job in project-managing the review; Victoria Ellarby for her expert guidance and support; Paul Jebb for his continuous enthusiasm and input; Sue Smith for her support and leadership throughout the duration of the project; Andrea Middleton and Shelley Cooper for providing administrative support; and Lancashire Teaching Hospitals for hosting the learning and sharing event which, as I’m sure the delegates will attest, was a great success. 

Last, but by no means least, may I express my gratitude to those organisations that have taken part in this review. All those that have taken part have shown an unstinting desire to improve the care we provide to patients with learning disabilities in the North West, and I hope that this report will help us all to achieve that.
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Aidan Kehoe 

Chief Executive Blackpool Teaching Hospitals NHSFT and Project Chair 
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1   Background and rationale for the review 

Context 

The Mencap report, Death by Indifference, was published in 2007 in response to the deaths of six people with a learning disability whilst in the care of the NHS between 2003 and 2005. Its findings provided the impetus to establish the Independent Inquiry into Access to Healthcare for People with Learning Disabilities by Sir Jonathan Michael; and the Inquiry’s report, Healthcare for All, followed in 2008. It revealed startling inequalities in the provision of care to patients with learning disabilities. 

In response to various complaints raised by Mencap on behalf of the families of the deceased patients, The Parliamentary and Health Service Ombudsman Six Lives: the provision of public services to people with learning disabilities report was issued in 2009; and in October 2010 the Department of Health published the Six Lives Progress Report. 
These investigations reveal distressing failures and inequalities in the provision of health care for people with learning disabilities, in particular: 
· Failure to adapt organisational behaviour to individual needs of patients 

· Omissions in the delivery of fundamental care 

· Lack of organisational leadership 

· Failure to understand the Law in relation to disability discrimination and human rights 

· Lack of partnership working with community based care providers 
· Ineffective communication between staff, patients, and carers  

Moreover, their findings evidenced that those patients with a learning disability are more likely to: 

· Die of respiratory disease

· Die prematurely

· Be diagnosed with epilepsy 

· Have weight management problems

· Have mental health problems 

In response to these investigations, a self-assessment framework was implemented across healthcare organisations in the South West and subsequently the East of England as a means by which to support acute hospitals, commissioners, and partnership agencies in the improvement of service delivery to those patients with a learning disability and their carers. The outcome of these reviews was extremely positive and highlighted areas for improvement in the provision of services to this patient group.  
In early 2011 it was agreed by the NHS North West Health Equality Group that a similar project should be undertaken in the North West. This would be based on the self-assessment methodology employed in other regions, adapted for local use, and would focus on acute hospital care. However, as a result of interest from Mental Health and Primary Care Trusts, the work was expanded to take on board contributions from these sectors.
Objectives

The short-term objectives of the review are: 

· To embed a culture of co-working between service users and providers within each organisation with a view to service development 

· To ensure that staff are trained to make reasonable adjustments in accordance with the Mental Capacity Act (2005) Code of Practice 

· To provide corporate leadership to drive the outcomes of the review 

Long-term objectives include: 

· To improve health outcomes for patients with a learning disability by identifying best practice from participating organisations 

· To achieve a greater consistency of service delivery across the region 

· To reduce patient and corporate risks
Scope 
· A total of 23 acute Trusts were invited to participate in the review 

· Mental Health and Primacy Care Trust were invited to share areas of good practice 

· It was expected that organisations complete the review in dialogue with patients and carers 

2   Executive Summary



It is clear that throughout the North West there are many examples of excellent care being provided to people with learning disabilities when they enter the hospital system. There is also a strong commitment from staff to ensure equality of access to services and to treatment for this vulnerable group of patients. Throughout the North West hospitals are providing elements of care that could not be bettered anywhere in the world and are leading the way in the delivery of personalised care, meeting the needs of individual patients. However, it is also clear that provision is inconsistent and there are things that all hospitals can learn from others to further improve the service they provide. If all hospitals in the North West were to do all of the things identified as good practice from across the region then this would transform the care of people with learning disabilities in this part of the country. Failure to do this will mean that this group of patients continue to suffer from inequalities in healthcare and poorer outcomes than the general population.

They key learning points coming out of the review are:

· The need to improve the information provided to people with learning disabilities, including far more extensive use of information in easy-read format, picture menus and development of Trust websites

· The raising of awareness amongst staff of the particular needs of people with learning disabilities, and more training in personalised/individualised care planning

· The importance of organisational strategies around the management of people with learning disabilities, and Board-level engagement in driving improvement
· The requirement for more joined-up working between the various agencies involved in the provision of care to people with learning disabilities
· The benefits of having either manual or electronic flagging systems in place to assist staff in identifying and meeting the needs of patients
· Adoption of the hospital passport system supports the delivery of more focused care
· The employment of specialist liaison nurses is a key factor in driving better care for this patient group
· Home visiting prior to elective admission can significantly improve the patient experience
· The development of Learning Disability forums can help to spread better understanding of patient need and provide support to patients, families and carers
· Auditing the reasons that people with Learning Disabilities are re-admitted to hospital is useful in developing strategies to prevent future re-admissions and improve the patient experience
· Monitoring the health outcomes of people with learning disabilities against other patient groups will identify any ongoing issues, but also enable improvements to be recognised
· If families and carers are heavily involved in the care of patients whilst in hospital then this can markedly improve the overall patient experience
· Careful monitoring of complaints or incidents relating to the care of people with learning disabilities can help to identify further opportunities for improvement
· The way in which feedback is captured from patients and carers needs to be carefully thought through to ensure that the particular needs of this patient group are fully considered
· The use of carer surgeries can have an extremely positive effect on the overall patient experience
· Trusts must ensure that staff are well trained in, and familiar with, the requirements of the Mental Capacity Act (2005) and the Deprivation of Liberty safeguards
· Equality and diversity training should incorporate the particular issues associated with people with learning disabilities and should be part of mandatory training
· Trusts should have protocols in place for the management and provision of advocacy arrangements
· It is extremely helpful to have a Learning Disability champion at Board level
· It is similarly helpful to have Learning Disability champions at ward level
· Clear policies should be in place to support reasonable adjustments being made to support the care of people with learning disabilities
· Particular emphasis is required on the services provided to people with learning disabilities in emergency settings
3   Methodology 



The structure of the review is threefold: 

· Participating organisations were invited to undertake an internal review of current services by means of a self-assessment framework adapted from previous work undertaken in the South West and East of England;

· Participating organisations were invited to undertake a series of evaluative peer review site visits based on the criteria underpinning the self-assessment framework;  
· Participating organisations were invited to attend, or present at, a sharing and learning event following the outcomes of the self-assessment and peer review. 
The self-assessment framework is structured around seven key themes:  
1. Information for people with a learning disability and their carers:

People with a learning disability and family carers who use hospital services and require access to relevant information prior to admission, during their hospital stay, and following discharge, for example: 

· Information pertaining to health conditions and treatment 

· Information prior to admission for elective and emergency patients 

· Use of customised care plans, hospital passports, picture menus and so on 

· Information previous to and following from discharge 

· Information pertaining to hydration and nutrition during hospital admission 

2. Reasonable adjustments and service delivery: 

Hospitals recognise and act upon the individual needs of patients and carers, for example: 

· Hospital flagging system (electronic or manual)

· Learning Disability Liaison Nurse or equivalent employed by the hospital 

· Reasonable adjustments according to the Single Equality Scheme 

· Timely and safe discharge 

· Staff training 

3. Involvement of people with a learning disability and their carers: 

A culture of co-working is embedded within the organisation to ensure that the development of services includes input from staff, patients, and their carers, for example: 

· Patients and carers involved in decision-making throughout entire hospital journey 

· Patient and carer feedback mechanisms in use, such as complaints, compliments and so on

· Families and other care providers involved in care planning where practicable 

4. Capacity, consent, safeguarding, and the Law: 
Trusts will comply with the legal requirements of the Mental Capacity Act (2005) Code of Practice and demonstrate that processes are underpinned by policies with systems in place to ensure that the needs of patients are being met according to the Act; moreover, all staff can demonstrate knowledge and understanding of the specific needs of patients with a learning disability. This includes: 

· Implementation of the Mental Capacity Act and associated protocols for patients under section 

· Training and education around capacity, consent, and inequality 

· Do Not Attempt Resuscitation orders are best interest decisions as opposed to quality of life decisions 

· Advocacy services available to patients with a learning disability 

5. Leadership and management: 

Learning disability care is supported at an executive level. For example: 

· The organisation has embedded a learning disability strategy 

· Learning disability care is incorporated within the leadership and management structure of the organisation 

· Partnership working is evident at all levels, including: GP consortia, social care voluntary sector, advocacy services, and carer groups 

6. Organisational learning: 

The provision of care for patients with a learning disability is routinely monitored and evaluated. This entails: 

· Learning from serious incidents and complaints 

7. Fundamental care: 

All patients are entitled to the highest standards of care throughout their hospital journey, including: 

· Privacy and dignity 

· Communication 
· Nutrition and hydration 

· Pressure relief

· Infection control 

· Falls prevention 

· Continence

· Pain management 

· Oral hygiene 

Each of these themes is sub-divided into various criteria that are to be met in order to validate the assignment of a rating, whether Red, Amber, or Green (RAG). In addition to this, organisations are asked to identify areas of current good practice, potential areas for improvement, and priorities for action following the review (please see the Feedback Form in the Appendices). 

It should be noted that this model is not a performance management tool and therefore Red does not indicate failure but rather potential for development. It is acknowledged that each Trust is differently resourced and funded and therefore may not practicably meet the criteria associated with Green.  

There are two self-assessment frameworks used in the review: one adapted expressly for acute Trusts and one for Mental Health Trusts. The Mental Health framework is a North West initiative and has not been used in reviews previously undertaken throughout the country. 
     
Following the completion of self-assessments, select organisations are invited to undertake a series of peer review site visits to re-evaluate the provision of services utilising the same assessment criteria underpinning the self-assessment framework. This is largely to ensure consistency in data outcomes.    

The variance in outcomes from the self-assessment and the peer review processes are analysed and documented in the following report, and the assessment Levels are to be used by each participating Trust to prioritise actions in the formulation of a service improvement strategy. 

The advantages of this methodology are: 

· It is evidence-based, thereby allowing for measurable data outcomes 

· It is inclusive 

· It is pragmatic and achievable 

· It highlights the imperativeness of pathway redesign, staff training, governance and monitoring

· It promotes the sharing of knowledge, experience, and best practice 

· It is a not a performance management tool  

4   Review of self-assessment framework



As part of the initial phase of the review, acute and Mental Health Trusts were invited to: 
· Identify a link person as point of contact throughout the review

· Identify one or more individuals to undertake the self-assessment and peer review site visits 

· Review the quality indicators outlined in a preliminary framework and suggest improvements  

A total of 19 organisations responded in the first instance with 6 (31%) providing suggestions for amendments to the self-assessment framework. In order to address this gap:

· Those organisations yet to respond were chased over a five day period 

· Those organisations yet to respond were formally invited to participate in the project a second time once the self-assessment framework had been finalised    

The following is a summary of the feedback on the self-assessment framework indicators from each participating organisation, including a comment from the author. The feedback is categorised according to the seven key themes:

	Theme
	Response from Organisation
	Comment from Author

	1. Information 
	No feedback 


	

	2. Reasonable Adjustments 
	2.1 Level 2: the organisation requests clarification of ‘carer status’; patient records flagged to show the specific needs of a patient could be viewed as negative labelling – all patients are treated as individuals irrespective of disability or illness

2.1 Level 3:  flagging system to alert non-clinical staff is not operationally possible. The organisation suggests the omission of this from the assessment criteria

2.2: suggests the criteria that ‘the hospital employs’ a Learning Disability Liaison Nurse is changed to ‘has access to’ a Learning Disability Liaison Nurse 

2.2 Levels 2 and 3: the organisation requests clarification as to whether a ‘Liaison healthcare practitioner’ is synonymous with a Learning Disability Liaison Nurse 

2.4 Level 3: a flagging system is required to identify readmissions of patients with a learning disability 

2.4: Level 4: suggests the rewording of the criteria to ‘facilitated learning occurs through critical incident analysis based on discharge follow-ups where appropriate 


	The individualisation of services is impracticable without a flagging system. Equality pertains to the quality of care provided, not to hospital administration facilities 

A flagging system would need to be agreed with General Practitioners at the point of referral or discharge from hospital

	3. Involvement of patients and carers 
	3.1 Level 2: the development of policies should also include the development of processes 

3.3: not all Trusts have an electronic system to identify patients with a learning disability but may have an alternative system in place

3.3 Level 1: the criteria that patients and care workers are involved in care planning should specify whether this relates to service development or individualised care planning 

3.3 Level 1: the organisation requests clarification on the expectation to have a system in place which provides access to funding for paid carers to support vulnerable adults with a learning disability while in hospital 

3.3 Level 3: the reference to the ‘Home Farm Trust’ is too specific
	Service users and providers should be involved in all aspects of care including service development, care management plans, and staff training 

	4. Capacity, Consent, Safeguarding and the Law
	4.2 Level 2: the training referred to is very specific if it is required for all staff within a hospital or department. The organisation agrees that all staff require basic training, but request that specific training is reserved for specialist staff groups 

4.2 Level 3: clarification on whether online training could be accepted as evidence 

4.3 Level 2: the decision as to whether to complete a Do Not Attempt Resuscitation Form ultimately lies with the consultant 

4.4 Level 3: the organisation requests that the suggested evidence is broadened to include lessons learned with action plans and their dissemination amongst partners and stakeholders 


	Elementary training, or awareness, could commence at Trust inductions and be supplemented thereafter with mandatory training sessions. Specialist training is reserved for specialist nursing staff 



	5. Leadership and Management
	No feedback 

	

	6. Organisational Learning
	6.1 Level 3: the organisation requests that the reference to deaths of all people with a learning disability is changed to all serious untoward incidents involving patients with a learning disability 


	A review of service provision is necessitated by the number of premature deaths of this patient group in an acute setting, and therefore the impact of this message should not be attenuated. However, it would be useful to include serious untoward incidents as an additional element of the assessment criteria



	7. Fundamental Care 
	7.1 Level 3: all patients are monitored according to nursing care indicators and those with a learning disability should not be segregated. All patients should receive the same quality of care 


	A holistic audit of all patients is not practical. Local audits specific to a patient group are more effective 


Additional comments were received on the self-assessment grading system:

	Format of Self-Assessment Framework 
	RAG is widely associated with performance targets with the colour red signifying, or having pejorative connotations of, failure to deliver. The methodology portrays a negative message whereas a peer review is aimed at inspiring partnership working and mutual support 

The RAG format is inflexible. A numerical model would be more effective

The RAG format requires a supplementary key: the colour red suggests underachievement 


	The colour-scheme can be abandoned altogether in favour of a tripartite numerical format




The following chart delineates which of the seven key themes received the most constructive feedback: 
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· The quality indicators for self-assessing the need for reasonable adjustments to services – in terms of personalising the service to the patient group – received the most feedback 

· The quality indicators for self-assessing the involvement of the patient group and their carers in all aspects of decision-making, including staff training and awareness, service development, and the redesigning of patient pathways also invited a generous number of suggested amendments

· Conversely, the criteria for self-assessing the provision of information to the patient group and their carers, and the involvement of leadership and management in supporting service development received no suggestions for amendment
Based on this feedback the amendments to the self-assessment framework were: 

· The clarification of various quality indicators 

Despite receiving some negative feedback regarding the use of a RAG model, the majority of responses (69%) were satisfied with the existing self-assessment framework. Based on this feedback, it was decided to retain the RAG model but to clarify the assessment criteria in line with those recommendations received 
5   Overview of data outcomes 


Self-assessment: 

Response rate 

· A total of 18 Trusts, including 17 acute Trusts and 1 Mental Health Trust, agreed to undertake a self-assessment 

· 74% of acute Trusts in the North West region participated in the self-assessment 
· Not all organisations that responded to the initial invitation letter undertook a self-assessment 
Data outcomes 

The feedback shows that, overall, the North West region is currently rated Amber: 

	Red
	31%

	Amber
	54%

	Green
	15%


A summary of outcomes per theme for acute Trust responses is tabulated below: 

	Key Themes
	Red
	Amber
	Green

	1. Information for people with a learning disability and their carers

	35%
	53%
	12%

	2. Reasonable adjustments and service delivery

	35%
	59%
	6%

	3. Involvement of people with a learning disability and their carers in the development of services

	24%
	65%
	11%

	4. Capacity, consent, safeguarding and the law

	6%
	76%
	18%

	5. Leadership and management

	29%
	59%
	12%

	6. Organisational learning

	24%
	59%
	17%

	7. Fundamental care

	35%
	47%
	18%


While the above information gives an overview of the data outcomes, each theme comprises of a number of quality indicators, each of which was assigned an individual RAG rating. For this reason, some aspects of care were more positive than others, and it should be noted that the following information is based on the overall rating per theme:
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The percentage outcomes according to acute and Mental Health Trust responses combined is delineated below: 
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Peer Review: 

Response rate

A total of 12 Trusts, comprising 11 acute and 1 Mental Health Trust, participated in the peer review site visits. 

7 acute Trusts were visited in late November/early December 2011, namely: 

· Blackpool Teaching Hospitals NHS Foundation Trust 

· East Lancashire NHS Foundation Trust 

· Pennine Acute NHS Foundation Trust 

· Salford Royal NHS Foundation Trust 

· St. Helen’s and Knowsley Teaching Hospital NHS Foundation Trust

· Warrington Hospital NHS Foundation Trust 

· Wythenshaw Hospital (University Hospital of South Manchester NHS Foundation Trust) 

These Trusts were selected on the basis of the results of the self-assessment – that is, ranging from those that self-rated Red, and those that self-rated Green, were chosen to take part in the review to enable a fuller insight into the provision of services.

Data outcomes 

The outcome of the site visits is tabulated below: 
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The site visits highlighted areas of good practice, as well as areas for improvement, which were largely consistent with the outcomes of the self-assessments. Given the similarity in outcomes, it would be superfluous to repeat the information, and therefore a summary is provided below: 

	Overview
	Areas of good practice
	Areas for improvement

	Theme 1: most potential for development overall 

Theme 5: lowest number of Red ratings 

Theme 6: highest number of Green ratings 


	Individualised hospital passport

Flagging system in A&E

Patients accommodated in quiet area in A&E

Tour of Wards pre-admission (for elective patients)  

Learning Disability Liaison Nurse

Service user guide for PALS and complaints

Double appointments for outpatients

	Pockets of good practice though inconsistencies across different areas 

Staff training for all teams not just individuals 

Learning Disability Champions in all areas 

Auditing of readmissions, fundamental care, complaints, training etc

Organisational strategy 




Comparison of data: 

Tabulated below is a summary of the data outcomes for those 7 acute Trusts that took part in both the self-assessment and peer review: 
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Overall, the peer review outcomes were more positive than the self-assessment, with 22% and 14% Green respectively. 

Comparisons according to theme are delineated in the graph below: 
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Similarities with the self-assessment are: 

· Theme 1, Information, has the most scope for improvement; 

· Theme 2, Reasonable Adjustments, has significant scope for improvement; 
· Theme 5, Organisational Learning, produced equal scores following both assessments. 
Differences include: 

· Theme 1, Information and Theme 4, Capacity, Consent, Safeguarding, and the Law, rated less positively than in self-assessment; 

· All other themes scored more positively in the peer review than in the self-assessment 

In summary, there were ostensibly no major discrepancies between the outcomes of the self-assessment and peer review site visits. There are areas of good practice across all 7 themes with Theme 1 having the most potential for development following the self-assessment and peer review outcomes.
· Information, therefore, is a key priority in devising an improvement strategy. 

Summary: 

	Quick Wins
	Most Impact
	Imperatives 

	Hospital Passport system 

Accessible information/easy read formatting   

Electronic or manual flagging systems 


	Raising awareness through Board level engagement and staff training 

Involvement of patients and carers in the development of services 


	Organisational strategy 

Effective monitoring of service developments 

Engagement with patients and their carers

Ongoing partnership working and sharing of good practice 


A breakdown of the data outcomes per theme, for both the self-assessment and peer review, will now follow. 

Data outcomes for the self-assessment represent all 18 Trusts; data outcomes for the peer review represent those 7 organisations that hosted a site visit. 
6   Information 



The following information shows the RAG ratings per theme according to the individual assessment criteria. 

Self-assessment outcomes: 

1. Information for people with a learning disability and their carers 
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This theme has the most scope for improvement with nearly 35% of organisations self-rating Red. 

Accessible information at all stages of a patient’s hospital journey is imperative; and while there are instances of current good practice, such as the use of pre-admission visits for elective patients, there is a need for consistency across all hospital areas and specialties. 

Elements of current good practice include: 

· Range of accessible/easy read information individualised according to patient need; 

· Tailored information available on Trust internet; 

· Manual or electronic flagging system in place; 

· Hospital passport system.  

However, areas in need of further development include, but are not restricted to: 
· Easy read information on conditions and medication;  

· Picture menus;

· Accessible information in A&E.

1.1 All people with a learning disability, and their carers, have access to, and receive, information about their hospital stay, their health conditions and treatments

[image: image9.png]100%

80%

60%

40%

20%

0%

1.1 - Access to information about hospital stay, condition, treatment

North West Acute Trusts MH Trusts





A number of Trusts currently use a pictorial patient journey tool to enable patients with learning disabilities to more easily understand their stay in hospital, while others facilitate ‘desensitising’ visits to various Departments for elective patients.   

Information on various conditions is provided in easy read format, although this is not consistent across all hospital areas and specialties. 

One area of improvement commonly identified was the need to introduce easy read information on medications. 

1.2 All people with a learning disability and their carers receive relevant information prior to admission, whether it is planned, emergency, or as outpatient
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The use of a flagging system is vital in gaining access to information regarding patients admitted with a learning disability, and to highlight the need for reasonable adjustments to services. However, while a number of organisations have a flagging system in place, whether manual or electronic, the need to implement a flagging mechanism that is also used by community services was identified. 

Current practice is to facilitate hospital visits for patients and carers for scheduled care; but information regarding the patient journey via the Emergency Department is lacking. One Trust, it should be noted, provides a ‘virtual’ tour of the Department via its website. 

An initiative currently in development by one Trust is the use of a DVD which essentially takes the patients and their carer through a virtual visit of the Emergency Department as a means of enabling them to learn about the dynamics of the Department, to meet the staff, and to better understand the patient pathway for emergency admissions, including segments from ancillary services such as Ambulance/hospital transport, X-ray, physiotherapy, Pharmacy and so on. This principle can, of course, be applied to all hospital areas.  

1.3 Whilst in hospital accessible information about specific treatments and procedures are available to people with a learning disability and carers, in particular: customised care plans, passport, complaints, menus, medication 
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There are elements of excellent practice in terms of providing accessible information to patients and carers during admission to hospital, in particular the use of patient passports, easy read information on conditions, picture menus, complaints and comment cards in easy read format, and customised care plans. 

However, one area in need of further development is the use of easy read information on medications. Furthermore, it would appear that accessible information is not consistently available throughout all hospital areas. For example, there are resource packs available to staff on the Wards, and in Outpatients, but not in the Emergency Department. 

1.4 When discharged from hospital patients and family carers are provided with accessible and timely information about medication, post-operative care, new equipment, dressings, follow-up appointments and so on 
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Overall, this criterion rated averagely with no Green scores. 

Accessible information on discharge is imperative. All Trusts routinely provide information on treatment and medications when a patient is discharged; but this is not always in an accessible format. One Trust has a ‘red alert’ for Pharmacy when a patient with a learning disability is admitted to ensure that their medication is dispensed as a matter of priority prior to discharge. This is one mechanism for ‘flagging’ to various Departments the individual needs of patients with a learning disability. 

1.5 People with a learning disability and their carers receive appropriate information about nutrition and hydration during admission 
Please note that this criterion was for acute Trusts only. 
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There is evidence of good practice in this area, in particular: partnership working between patients, families, carers and hospital multi-disciplinary teams to provide appropriate information; individual assessments carried out by means of the MUST tool; and all assessments informed by the Mental Capacity Act. 

From the feedback received it is evident that the use of a Learning Disability Liaison Nurse plays a vital role in providing patients and carers with information prior to, during, and following hospital admissions. 

Peer review outcomes: 

The following is a comparison in data outcomes between those 7 Trusts that took part in both the self-assessment and peer review.  

In the peer review, an overall score was allocated per theme as opposed to per individual indicator. 
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The outcomes of the self-assessment were more positive with one Trust scoring Green as opposed to Amber. 

Elements of good practice identified by the peer review team include:

· Hospital passport in use;

· Flagging system in use; 

· Involvement of patients in the production of easy read information; 

· Red tray/protected meal times.

While areas for development are: 

· Accessible feedback mechanisms; 

· Pre-admission booklets in easy read format; 

· Easy read information on medications and medical conditions; 

· Good work needs to be consolidated and embedded into everyday practice throughout the organisations. 

While some organisations scored Red, it was noted by the review team that a number of service improvement initiatives are currently under development. 

7   Reasonable adjustments 



Self-assessment outcomes: 
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Overall, there is significant scope for improvement in terms of reasonably adjusting services for patients with a learning disability, and there is ostensibly much that acute Trusts can learn from Mental Health Trusts. 

Elements of current good practice include:  

· Specialist Liaison Nurse (3 Trusts have these in post);

· Individualised care plans;

· Home visiting prior to admission; 

· Staff training/awareness;

· Learning Disability forums.

While areas for improvement are: 
· Basic training/awareness;  

· Auditing of readmissions;

· Monitoring of health outcomes against other patient groups.  

2.1 People with a learning disability and their care support system ie. if they live with family carers or paid care support are identified prior to admission and during their hospital stay. This includes elective cases and admission through the Emergency Department 
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Engaging carers is vital to providing reasonably adjusted care. 

As the results indicate, there are elements of good practice, including: the use of reasonably adjusted care plans (designed in consultation with carers); pre-admission risk assessments; discharge planning; partnership working with community healthcare providers in the planning of care. 

Related to this, there are a number of initiatives currently in place, such as desensitising visits to clinical areas and the involvement of multi-disciplinary teams (including Safeguarding) prior to admission.  

However, there is scope for development, in particular around involving families and carers in the care planning process. 

2.2 The hospital employs a Learning Disability Liaison Nurse or equivalent. This would be a named individual in a designated role whose primary function is to support people with a learning disability through direct and indirect means, facilitating and embedding best practice at all levels 

Please note that this criterion was used in the acute Trust assessment only. 
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A specialist Liaison Nurse plays an intrinsic role in the facilitation of effective care planning. They are ideally placed to communicate with carers, families, and partner agencies in enabling patients to access information, and in identifying reasonable adjustments to services to meet individual requirements. 

While 3 Trusts in the North West currently employ a Liaison Nurse a number of organisations have a designated individual to act as equivalent, such as a Learning Disability Lead. Some organisations enlist a Liaison Nurse from the community sector, thereby providing a nexus between primary and acute services to ensure a seamless pathway for patients with a learning disability.  

It is acknowledged that the appointment of a Liaison Nurse is largely contingent upon the availability of hospital resources and it is encouraging to see that, following the self-assessment, one Trust has appointed a designated individual to deliver quality care outcomes for this patient group. 

2.3 All hospitals can demonstrate that reasonable adjustments required for people with a learning disability are highlighted in their Single Equality Scheme and its associated action plan 
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There are significant learning opportunities for acute Trusts in this area, in particular from Mental Health Trusts. 

The Single Equality Scheme describes how the Department of Health intends to meet the duties placed on it by equality and human rights legislation. Following the self-assessment, it is apparent that the majority of Trusts comply with a Single Equality Scheme and related Equality Act duties and legislation. 

Those organisations that scored Green in this area are in the process of developing equality objectives that will involve direct engagement with service users with learning disabilities and associated partnership groups. 

2.4 People with a learning disability are discharged home safely and in a timely manner 
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While all Trusts ensure the safe and timely discharge of patients, those with a learning disability have specific requirements around care planning, medication, and information. 

There were no Green ratings for this criterion in acute responses. However, there are elements of good practice specific to each organisation, such as the use of a reasonably adjusted care plan. One initiative alluded to above would help to ensure timely discharges, namely the use of a ‘red alert’ to Pharmacy following the admission of a patient with a learning disability.

There is scope for development in this area, in particular around the need for effective and reasonably adjusted discharge planning (including input from carers, families, and multi-disciplinary teams) and the auditing of readmissions. 
2.5 All areas in the hospital are able to access staff members who have received training in communicating with people with a learning disability 
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Learning disability training is available to staff across all organisations in varying degrees of specialisation. All staff, for example, receive elementary training at Induction level; but only select staff receive advanced training relevant to their role, and not all Trusts can provide specialist training to clinicians. 

The intranet is an indispensable tool whereby staff can access specific information relating to communication. A number of Trusts are in the process of developing online training videos for staff, which includes actors from local learning disability theatre groups, to enable them to overcome difficulties in communication.

Some Trusts, moreover, provide training according to different levels of specialisation and are working towards delivering advanced training to all staff groups.  

2.6 The hospital has defined processes to seek support for people with learning disabilities if needed
Please note that this criterion was used in the Mental Health assessment only. 
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Current good practice evidenced by Mental Health Trusts include: 

· Partnership working with local services 

· Learning Disability and Mental Health Co-ordination of Care protocol in place 

2.7 The national Mental Health policy, ‘No Health without Mental Health’, is equally and equitably applied to people with a learning disability who require mental health services

Please note that this criterion was used in the Mental Health assessment only. 
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Areas of good practice include: 

· Service users directly involved in assessing the hospital environment and in developing information leaflets 

· The use of Learning Disability and Mental Health interface protocols 

Peer review outcomes: 
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Overall, the outcomes of the peer review are more positive, with more Trusts scoring Green. 

Examples of good practice include: 

· Learning Disability Liaison Nurse in post; 

· Patient records highlight any reasonable adjustments required; 

· Routine discharge follow-up appointments; 

· Flagging system in place throughout the organisation. 

Areas for development identified by the review team are: 

· Patient records document specific requirements of the individual; 

· Use of hospital passport inconsistent throughout the organisation; 

· Flagging system in use throughout the Trust (not restricted to a Department or area); 

· Extended appointments available; 

· Routine follow-up appointments; 

· Auditing of reasonable adjustments to monitor their effectiveness; 

· Hospital Discharge Team is proactive in respect of complex discharges, although multi-disciplinary team meetings are sporadic; 

· Information sharing with other services and providers is not systematically embedded. 

8   Involvement of people with a learning disability 



Self-assessment outcomes: 
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The feedback shows that there are significant learning opportunities from Mental Health Trusts. 

Elements of current good practice within an acute setting include: 

· Carers involved in decision making; 

· Individual care planning;  

· Monitoring of complaints and incidents. 

Areas for development include: 

· Pre-admission information; 

· Easy read admissions booklet;

· More robust patient feedback mechanisms;

· Carer surgeries. 
3.1 People with a learning disability and their carers are involved from the pre-admission stage and through the whole patient journey 
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Areas of current good practice include the use of pre-admission information booklets which have been developed in dialogue with patients and their carers. Through partnership working with local healthcare providers, social services, and the voluntary sector, there are also training and learning opportunities for staff to enable them to have a better understanding of patient requirements prior to admission. 

It is important for patients and carers to be engaged at all stages of the patient journey and to be directly involved in the planning and decision making process. It is evident from the feedback that there is progress in the area, but there is a need to develop this aspect of service provision more consistently across the continuum of care. 

3.2 People with a learning disability and their carers have the opportunity to comment on their experience in hospital. Complaints, compliments, and feedback forms are accessible and made available to people with a learning disability 
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Learning from complaints and incidents is an important means by which the need for service improvements can be identified. In order to generate meaningful patient feedback, the appropriate mechanisms must be in place and must be accessible to patients with a learning disability. 

A number of Trusts currently use complaint and compliment feedback forms in an easy read format. The Patient Advice and Liaison Service, too, is an indispensable resource in enabling patients and carers to access information, as well as providing an advocacy service. 

One Trust in particular is currently developing a Carer’s Strategy to consolidate the relationships of all carers with hospital teams to ensure that they are involved in the decision making process as partners in care. A designated post, for example a Carer’s Coordinator, is also under discussion to enable carers, service users, and staff to engage in dialogue at all stages of the hospital journey. 

Pictorial pathways are also in use by a number of organisations to engage both carers and service users prior to admission: accessible information for carers is imperative. 

Staff training, too, is important to afford them a better understanding of carers’ roles in supporting patients prior to, during, and following from their hospital stay. This is currently being undertaken at a local level (that is, at Ward level) but is in the process of being rolled out across entire organisations.  

The information collated from these feedback mechanisms, and the ways in which it is used in the improvement of services, is discussed under Theme 6.  

3.3 Family carers and other care providers and involved as partners in the care planning process
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There is some overlap here with the previous indicator. It is vital that patients and carers are actively engaged in the decision making process at all stages of care, and this is currently facilitated by the use of customised care plans. 

Again, while there are currently pockets of good practice in this area, it is restricted to specific Wards, Units, and so on. There is, then, a need to obtain carer input in all areas and specialties, and a need to educate staff in the importance of the role of carers as partners in the delivery of care. This can be achieved through more robust hospital guidelines and policies such as the implementation of a Carer’s Strategy. 

Peer review outcomes: 
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While there are no major discrepancies in the data outcomes, the feedback from the peer review is, overall, more positive than the self-assessment with one Trust scoring Green as opposed to Amber. 

Current good practice includes: 

· Accessible patient and carer feedback mechanisms in place; 

· Service users involved in the development of specific policies and procedures; 

· Potential for funding paid carers should additional care be required; 

· Carer’s Charter embedded within the organisation. 

However, opportunities for development include:

· Comprehensive pre-admission packs available to carers; 

· Evidence of service improvements following patient and carer feedback; 

· Involvement of patients and carers in staff training; 

· Access to reasonably adjusted services not communicated to patients or carers pre-admission; 

· Development of a carer’s policy. 

9   Capacity, consent, safeguarding and the law 



Self-assessment outcomes: 
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This theme has the lowest number of Red ratings following the self-assessment and is the strongest overall. 

Some areas of current good practice include: 

· Compliance with Mental Capacity Act (2005) and Deprivation of Liberty; 

· Equality and Diversity awareness incorporated into mandatory training; 

· Consent to examination and treatment procedures covers the Mental Capacity Act and Deprivation of Liberty. 

Areas for improvement are: 

· Advocacy protocol; 

· Training opportunities. 

4.1 Hospital Trusts have understood and implemented the Mental Capacity Act (2005), particularly with reference to people with a learning disability and their carers, including protocols, policy for providing care to people with a learning disability who are under section 
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Those Trusts that rated Green in this area have a joint Mental Capacity Act Policy which covers all aspects of the Mental Capacity Act. There is also a Deprivation of Liberty Safeguard procedure to ensure that people with a learning disability and their carers are treated appropriately. 

The Trusts’ consent to examination and treatment procedure covers the Mental Capacity Act and the Deprivation of Liberty Safeguarding process. 

Areas for improvement include the need to raise awareness amongst staff of procedural documentation appertaining to the Mental Capacity Act and Deprivation of Liberty Safeguarding.  

4.2 Training and education regarding learning disability, health inequalities, and Mental Capacity is provided to all staff 
[image: image31.png]100%

80%

60%

40%

20%

0%

4.2 - Pro

ion of training to all hospital staff

North West

Acute Trusts

MH Trusts





While there is scope for improvement in this area, current good practice includes the development of training in conjunction with learning disability community teams. Equality and Diversity training is included, moreover, at Induction level and is a component of mandatory training. As part of a training strategy, case studies from the Six Lives report are used as the basis for discussion; and the Primary Care Mental Capacity Act Implementation Lead provides training support. 

One Trust is in the process of appointing a Mental Capacity Act Implementation Lead to facilitate staff training at all levels.  

Indeed, the development of a robust Trust-wide training framework is vital, and an e-learning platform may be implemented to ensure that compulsory training is accessed by all staff. 
4.3 Do Not Attempt Resuscitation orders are Best Interest decisions and not quality of life decisions for people with a learning disability

Please note that this indicator was used in the acute assessment only. 
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A number of Trusts’ consent to examination and treatment procedures incorporates Mental Capacity Act and Deprivation of Liberty Safeguarding processes including DNAR orders and best interest decisions. While policies differ in terms of scope and application, the majority incorporate the Mental Capacity Act, best interest protocols, and safeguarding vulnerable adults.  

Additional work required in this area includes: annual audits of how clinical decisions are made; support from community teams where complex best interest decisions are to be made; and mortality audits with a focus on DNAR orders. 

4.4 Advocacy services are available for people with a learning disability who are admitted to hospital 
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The Patient Advice and Liaison Service is available to support individuals, while a number of Trusts provide, or have access to, advocacy services both internal or external to the organisation. 

Areas for development include: ensuring that local advocacy service contact details are available to staff in all Departments and in pre-admission documentation; and the annual reporting of advocacy providers to the Trust Board to ensure Executive level engagement.
There are significant learning opportunities from Mental Health organisations, in particular around access to advocacy services upon admission to hospital.  
Peer review outcomes: 
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While there is an equal number of Green scores for both the self-assessment and peer review, there were more Red scores following the site visits. Overall, the outcomes of the self-assessment are more positive. 

Elements of current good practice are: 

· Focus groups for staff around issues of equality and safeguarding;

· Annual reporting by independent Mental Capacity Act provider; 

· Mental Capacity Act implementation lead in post; 

· Basic level of staff awareness of the Mental Capacity Act, including Deprivation of Liberty Safeguards.  

While areas for development include: 

· Staff training, including issues faced by Autistic Spectrum, and recognition of dementia and associated risks;

· Annual audit of how clinical decisions are reached; 

· Carers viewed as leaders; 

· Support from community teams where complex or best interest decisions are to be made;

· Greater awareness amongst clinical staff;  

· Mortality audits, including a focus on Do Not Attempt Resuscitation orders. 
10   Leadership and management 



Self-assessment outcomes: 
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There is also significant scope for development in the area of organisational leadership and management. 

Current good practice consists of: 

· Learning Disability Champion at Board level;

· Learning Disability Champions at Ward level.

While areas for improvement include: 

· The development of an organisational strategy;  

· Learning disability care embedded within the leadership and management structure of the organisation; 

· Partnership working.
5.1 There is clearly identifiable Board engagement in embedding a learning disability strategy 
Pleas note that this criterion was used in the acute assessment only.
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While there is ostensibly a lack of a learning disability organisational strategy in most Trusts, there is evidence of Board engagement in several ways, including: 

· Learning Disability Champions at Board level (typically the Director of Nursing); 

· Patient experience committees scrutinise work in the area of learning disabilities against Care Quality Commission guidelines;

· The Board receives regular updates on complaints, actions, service developments in respect of learning disabilities. 

In order to consolidate and advance upon current good practice, a learning disability strategy with clear aims and implementation deadlines that, additionally, will determine workforce requirements, including specific roles and responsibilities, is imperative. Moreover, key staff within the organisation will be aware of (and actively promote) the strategy at all levels. 

5.2 Learning disability care is embedded within the leadership and management structure of the organisation 
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Awareness is key to the success of any organisational strategy and it is the responsibility of leaders to embed learning disability care within the management structure of the organisation, as well as to inform staff of its importance. In some Trusts, the Safeguarding Team play a crucial role in disseminating learning disability awareness principally by forging strong links with complaints, incidents, and governance. 

However, for some Trusts, a robust engagement strategy is needed to ensure that all levels within the organisation are aware of and engaged with learning disability issues. One means by which to promote engagement is the inclusion of patients and carers in the evaluation of services. Learning disability, too, could be timetabled on Board meeting agendas to ensure ongoing awareness. 
5.3 Partnership working takes place at all levels. Partners include GP consortia, social care providers, voluntary and community sector, advocacy services, user-led organisations, carer groups etc 
[image: image38.png]5.3 -Partnership working at all levels and across organisational boundaries

100%

80%

60%

40%

20%

0%

North West Acute Trusts MH Trusts





A number of Trusts promote partnership working through a Learning Disability Partnership Board or relevant sub-groups. 

The creation of a seamless and integrated service that incorporates Primacy Care services, advocacy services, and the voluntary sector is not without logistical problems; but the merging of Primacy and acute services will enable a revision of patient pathways and is a step in the right direction.  

What is necessary, perhaps, are dedicated teams, or link individuals, who can forge connections with service providers across organisational boundaries. The Liaison Nurse is ideally placed to fulfil this role; but in the absence of a Learning Disability Liaison Nurse, regular partnership group meetings could successfully promote co-working.  

Peer review outcomes: 

[image: image39.png]Target5 - Engagement at Board level and within Trust leadership

- 7—-—-—

80%

60%

40%

20% 1

0%

Self-Assessment Peer Review





The outcomes of the self-assessment and peer review are identical for this theme. 

Current good practice includes: 

· Single Equality Scheme available; 

· Learning Disability Champions at Board and Ward level. 

Areas for development include: 

· Organisation strategy; 

· Patients and carers are involved in service reviews; 

· Board members to receive equality training; 

· Networks of Learning Disability Champions exist but are predominantly nursing staff (as opposed to clinical staff or allied healthcare professionals) and are not consistent throughout the organisation. 
11   Organisational learning 



Self-assessment outcomes: 
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Complaints and incidents are an invaluable means by which to capture the patient experience and a great deal can be learned from them in terms of priorities for service change. It is evident that all organisations have processes in place for learning from complaints that are shared at Board level; but the main area of development relates to the accessibility of patient feedback mechanisms for patients with a learning disability. 

Areas of current good practice include: 

· Lessons learned and action plan policy following complaints; 

· Incident reporting and investigation policy. 

While areas for improvement are as follows: 

· Patient and carer feedback shared at Board level; 

· Auditing of incidents and complaints;

· Auditing of length of stay and readmissions;

· Monitoring of health outcomes against other patient groups; 

· Accessible feedback mechanisms, such as easy read format.  
There are also important learning opportunities from Mental Health Trusts, including: 
· Learning Disability champions to facilitate organisational learning 

6.1 Trusts demonstrates learning from serious incidents, near-misses, and all deaths of people with a learning disability  
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Trusts that self-rated Green have incident reporting investigation policies in place that incorporate root cause analyses. While these policies are applicable to all patients, there are dedicated meetings to discuss cases involving patients with a learning disability. All deaths, moreover, are audited weekly by clinical staff as a matter of Trust protocol.  

A number of Trusts highlighted the need to undertake annual or bi-annual mortality audits of patients with a learning disability as part of an organisational learning strategy. Effective reporting, too, is key: the sharing of evidence of learning across all departments and associated agencies is vital to service improvement; and the implementation of corrective actions subsequent to complaints and incidents is to be shared at Board level. 

There are areas of good practice which acute hospitals can adopt from Mental Health Trusts: 

· Learning and sharing events with community service providers and patient groups 

· Engagement of Safeguarding Team 
6.2 Recording of and learning from other incidents involving people with a learning disability such as complaints; PALS feedback etc 
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As above, learning from complaints, incidents, and near misses is essential in identifying those aspects of services in need of development. This can be supported by undertaking audits of deaths and near misses and by identifying common themes in complaints and incidents. 

Evidence of lessons learned is vital and should be disseminated to Board members to ensure that learning disability awareness is embedded – and prioritised – at an Executive level. 
Peer review outcomes: 
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The outcomes of the peer review are more positive than the self-assessment with 43% scoring Green. 

The review teams identified the following areas of good practice: 

· Evidence of learning shared across Divisions; 

· Root Cause Analyses undertaken on all incidents involving patients with a learning disability; 

· Lessons learned following complaints and incidents are shared at Board level. 
While areas for development include: 

· Lessons learned to be shared with other partner organisations; 

· Annual report on all incidents and complaints involving vulnerable adults 

12   Fundamental care 



Self-assessment outcomes: 
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Current good practice includes: 

· Hospital passport system  

· Individualised care planning 

· Learning Disability champions at Ward level 

· Information and guidelines on learning disabilities accessible via Trust internet 

· Mental capacity assessments

There are also significant learning opportunities from Mental Health Trusts, such as: 

· Learning Disability Champions

· Reasonable adjustments to all aspects of fundamental care 
7.1 Patient safety issues are identified proactively and people with a learning disability receive a high standard of fundamental care that is reasonably adjusted where appropriate
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The provision of care for all patients in acute Hospitals is evaluated against a series of fundamental care indicators. It is crucial, however, to ensure that patients with a learning disability receive equal access to fundamental care, and that their care plans are reasonable adjusted where necessary. 

There are various ways of ensuring patients receive equitable care, such as: 

· Learning from complaints and serious incidents; 

· Patient feedback mechanisms and involvement at group meetings;

· Awareness of, and adherence to, the Mental Capacity Act and Deprivation of Liberty Safeguarding  

· Reasonably adjusted policies and protocols; 

· Auditing of care in all clinical areas;

· Engagement of carers in all aspects of care. 
Care plans are reasonably adjusted by means of patient passports and specifically adapted risk assessments on admission to hospital, including: 

· Epilepsy

· Dysphasia

· Pressure ulcers

· Safe swallowing 

· Physical and emotional vulnerability 

· Body weight 

· Appropriateness of occupying a side ward 

· Use of bed cot sides 

Qualitative outcomes of patient care must be intrinsic to the Trust strategy and, concomitantly, it is requisite that fundamental care indicators are reported at Board level.  
Peer review outcomes: 
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The outcomes of the peer review are more positive than the self-assessment with fewer Red scores. 

Elements of good practice include: 

· Audit of fundamental care in all clinical areas; 

· Risk assessments carried out on an individual basis; 

· Patient-centred approach to care. 

While areas for development identified by the review teams include: 

· All patients with a learning disability undergo a risk assessment (incorporated into the care plan); 

· Risk assessments are generic and not adapted for the specific needs of vulnerable patients; 

· Board level reporting of fundamental care indicators to include reference to the experience of patients with a learning disability; 

· Reporting on reasonable adjustments to services. 
Overall, the feedback from the peer review teams evidences that, although there are areas in need of further development, there is a real commitment to improving services to patients with a learning disability.  
13   Sharing and learning event 



· A sharing and learning event took place at Lancashire Teaching Hospitals NHS Foundation Trust on 15 December 2011. The purpose of the event was to identify and share elements of good practice and, subsequently, to formulate improvement strategies in the provision of care for patients with a learning disability   

· For consistency the event was structured according to the seven key themes underpinning the self-assessment and peer review. Accordingly, seven Trusts were invited to deliver a fifteen-minute presentation on a designated theme (a programme of events is appended to this report)   

· The event was well attended with 38 delegates (including speakers), including attendees from both Mental Health and acute Trusts 

· The event was also an opportunity to invite those organisations which had not yet completed the self-assessment to participate in the review 
Case studies 

The following case studies were produced following presentations delivered at the event. 

1. Mid Cheshire Hospitals NHS Foundation Trust: 

Introduction

May is in her 60’s and has a learning disability with challenging behaviours making it difficult to access diagnostics and services.  Her eyesight has been deteriorating for some time, and she was found to have a cataract.  The plan was for May to have her cataract removed under General Anaesthetic.  Removing the cataract would have far reaching quality of life issues for May, as her real pleasures in life come from colouring and knitting.
What reasonable adjustments were made 

· We visited May at home so she would be surrounded by familiar faces when she came in for surgery.

· A best interest meeting was held to ensure that there was general agreement from all those involved in her care, that removing her cataract was the best thing to do for May.

· We made sure she had appropriate appointment times for her pre-op assessments, as well as a supply of her favourite lollies in the various departments!

· May was first on the list for her cataract removal.

· Emlar cream was delivered to her home the night before the operation, so her own care staff could put it on the following morning.

· May came to the hospital with her favourite carers, and was allowed to wait in a quiet area instead of the busy Treatment Centre.

· May had a Patient Passport completed which staff read.

· May was not made to wear a hospital gown for the operation as she found this too distressing.

What were the benefits for May and her carers?
· May’s cataract operation was a huge success.
· May is now able to colour and knit to her hearts content.
· Now she can see, May’s behaviour has improved dramatically.  She is able to concentrate more and is much calmer.  Her carers have said that whereas before May was always unwilling to go on trips with other residents, she now waits by the door of the car when she knows she is going out.
· May has also started to pay more attention to her personal appearance

Conclusion

This case study clearly shows how making reasonable adjustments for patients can have a dramatic impact upon their quality of life.  These adjustments tend to be small, but the benefits to patients are enormous. 

2. Wrightington, Wigan, and Leigh NHS Foundation Trust 

Introduction 
T is a 35 year old man who has downs syndrome who, following a seizure at home, was admitted to A&E at 8am, October 2009. T was accompanied by M, his cousin, who was also his main carer. T’s cousin was told she could not wait with him and would have to leave and return later at visiting time, which was at 3pm.
When M returned at 3pm, T was in the Clinical Decision Ward, she found T in a soiled pad, the same pad she had put on him prior to his admission to A&E that morning. M also noted that T had not had anything to drink since she left that morning; there was a full jug of water, with a glass turned upside down on his locker and a cold cup of tea, all out of reach. A plate of untouched food was on a plate on his table.

T also had bloodstain around his mouth which M states happened when he bit his tongue during the seizure that morning – clear evidence that no oral hygiene had been carried out by the nursing staff. 
M Had brought T’s medical profile which had been provided by the community specialist team. It was, however, evident to her that this had never been taken out of the envelope.

Actions

In response to this distressing incident the following actions were taken by the Trust:
· In February 2010 the post of Adult Safeguarding Lead was appointed full time and vulnerable adults training became compulsory for all staff with a presentation included at Induction for all new staff
· ‘Marketing’ of the Hospital LD Liaison team began with a series of presentations delivered to senior nursing teams. The team were also invited to present at Acute Trust induction
· The Adult Safeguarding Lead is a member of the Wigan LDPB and also sits on the heath sub group and has recently joined the local Autism strategy group
· Stronger links have been made with the Family forum, and the Trust has signed up to the Mencap ‘Getting it Right’ charter
· Improved networks and links with the Hospital Liaison team and the Adult Safeguarding Lead, A&E and the Clinical Decisions Ward. 
· Introduction of passports for people with complex needs and the planned procedure pathway. This is an ongoing process, and provides the vital person centred information required
· Tours of the Emergency Department were introduced in February 2011. These not only give individuals with a learning disability the opportunity to come round the department, which includes ambulance and x-ray, but is helping to break down the barriers with staff: they have helped raise awareness of the complex needs of people with learning disabilities, thus highlighting the need to make reasonable adjustments.

Ongoing work
· Currently working on electronic pictorial menus
· Tours of Surgical Admissions Department
· Joint LD training programme commences February 2012 

14   Moving forward: recommendations and action points 


The outcomes of the review highlight areas for improvement applicable to all patients groups, but equality for people with disabilities ‘does not mean treating them in the same way as everyone else. Sometimes alternative methods of making services available to them have to be found in order to achieve equality in the outcomes for them’.
 In order to move forward, improvement actions must identify the specific needs of patients with learning disabilities and respond accordingly. 
Following the review, it was agreed by Mr Kehoe, Project Chair, that: 

· The outcomes of the self-assessment and peer review should be used to drive action for development in agreed areas;

· Each organisation would be asked to devise a locally owned development plan which evidences better health outcomes and improved access to acute hospital services (examples of action plans are appended to this report); 

· The objectives can be chosen from any of the key themes depending on which area of care the organisation identifies as requiring the most development.

Ultimately, the purpose of the review is to share good practice, to identify areas for improvement, and to move forward with a lucid and practicable organisational strategy in the delivery of agreed improvement actions. Services must be consistent and reasonably adjusted according to patient need, thereby establishing equal access and patient equality, not in terms of services per se, but in terms of the health outcomes of those services.  

Meta-analysis: recommendations for future reviews  
· The present document is a summary of outcomes following the first learning disability review of its kind undertaken in the North West of England

· A subsequent review should engage more directly with service users and their carers in order to promote further engagement. It should also include more comprehensive input from Mental Health Trusts and primary care services to gain a holistic insight into the provision of care for vulnerable patients 

15   Conclusion 


It is clear from the outcomes of the present review that the areas of information and accessibility require the most attention, notably around the need for easy read formatting of patient information on conditions and medications. Many Trusts have identified the need to develop their websites as an interface for accessing information on the patient journey, while staff training and awareness, too, is another area which is in need of development.

Moreover, an organisational strategy around learning disability, and consistent Board engagement with the issues it raises, is required to drive awareness and to forge links with partnership services. Executive ownership and co-working across organisational boundaries is indeed integral to engendering a holistic, multi-agency approach to service provision and in creating a seamless patient pathway centred on the specific needs of the individual.    

That said, the outcomes of the review are very positive and provide the impetus to continue the good work so far undertaken. 

Current work around capacity, consent, and safeguarding was rated Green in a number of cases, and there are excellent examples of reasonable adjustments to services, such as the use of hospital passports, individualised care plans, flagging mechanisms, and desensitising hospital visits for elective patients. 

Indeed, there are pockets of excellent practice in all seven areas, or themes; but the challenge ahead is to ensure that good practice is consistent across all hospital areas and specialties. The key to moving forward is the sharing of information and good practice, and one means by which to facilitate this is to implement a web-based platform whereby Trusts can upload evidence of good practice, training tools, policies, easy read information, and so on. Each participating Trust has access to this material for use within its own organisation. Moreover, while the present review did not directly involve Mental Health Trusts it is evident that there is a great deal that acute Hospitals can learn from them, and it is through close partnership working that we can move forward in improving services for patients with a learning disability. 

It is encouraging indeed that Trusts throughout the North West region are committed to improving the provision of services to patients with a learning disability, and it is imperative that this momentum, in tandem with the work undertaken in the South West and East of England, is maintained so that we can continue to improve health outcomes for this patient group.

With your continued hard work, and through the reasonable adjustment of services, we can achieve equal access to healthcare for all.    
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