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Summary

Background

People who are learning disabled have greater healthcare needs and more
unmet health needs than the general population and therefore an increased
attendance and admittance to acute general hospitals. Research suggests
that mainstream health services can find it difficult to provide an equitable
service for people who are learning disabled. The majority of research over
the previous two decades has focused on primary healthcare; it is only in the
previous few years that access to secondary healthcare services has been
highlighted as a major issue warranting further research and intervention. In
addition, there is a need to collate information about the initiatives being
developed nationally to improve access to secondary healthcare services for
people who are learning disabled.

Therefore, a six-month research and service development project was
established in Manchester. The project aimed to identify issues relating to
access to secondary healthcare for people who are learning disabled, and to
help improve health access and inclusion within secondary healthcare settings
and acute sector trusts for people who are learning disabled.

Methods
The project consisted of three main components:

Stage 1: A literature review to (i) identify the issues relating to access to
secondary healthcare for people who are learning disabled; and (ii) to explore
initiatives which have been established to help improve services for people
who are learning disabled.

Stage 2: Information gathering about projects established to improve access
to secondary healthcare for people who are learning disabled. This stage
involved collecting grey literature, tools and resources and liaising with
relevant healthcare professionals.

Stage 3: Collaborative working by the Manchester Learning Disability
Partnership and the University Hospital of South Manchester NHS Foundation
Trust (Wythenshawe Hospital) to improve local hospital provision for people
who are learning disabled.

Local people who are learning disabled and carers were consulted throughout
the project.
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Key Findings

Literature review:

Eleven studies were identified relating to the issues around access to
secondary healthcare for people who are learning disabled. In addition, three
papers were identified which described initiatives such as learning disability
liaison models and pre-admission assessments, and ten descriptive papers
made recommendations to help improve the hospital care of people who are
learning disabled. The majority of studies focused on the experiences of
people who are learning disabled; carers; and general and/or student nurses.

Five key themes emerged from the literature review:

Individual factors and the impact of the hospital visit

The carer’s role

Attitudes, knowledge and communicative style of health staff
Written information

The physical environment.

VVVYY

The main recommendations from the literature focused on: changing systems;
supporting the carer; providing guidance, education and training for hospital
staff; improving information and making changes to documentation; improving
the hospital environment; and the creation of new roles and teams.

Grey literature/resources:

Grey literature was gathered on a number of national initiatives to improve
access to hospital services for people who are learning disabled. The key
themes in the grey literature surrounded liaison models, communication and
training.

A range of tools and resources were identified including: pre-admission
assessments; traffic light assessments; guidance, policy and guidelines for
hospital staff; resource packs for hospitals; hospital communication books;
accessible information; and booklets for people who are learning disabled
about going into hospital.

Discussions with health professionals in a liaison role:
Some of the key themes that emerged from people’s experiences were:

» Liaison posts need to be permanent and are less successful as short
term projects

There is a need for extra funding to make these posts substantial rather
than short term/pilot projects

The liaison role needs to be strategic and educational rather than the
provision of ‘hands-on’ nursing or personal care

There is a need for a collaborative approach to designing tools, care
pathways and procedures

There is a need to formally evaluate liaison posts and the impact of
initiatives on care.

vV V VYV V¥V
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Consuiltation with people who are learning disabled:

Twelve people who are learning disabled were asked about their experiences
of hospital care in Manchester and their suggestions on how to improve their
care in hospital. Four people had been admitted to a Manchester hospital in
the last five years. They had a mixture of positive experiences (e.g. hospital
staff were very nice and things were explained properly) and negative
experiences (e.g. nurses did not listen; feelings of being lonely, scared and
angry; and being isolated in a side room). All twelve people were asked to
think about what would make their stay in hospital better and worse and this
information was then used to adapt a ‘Traffic Light' document that was being
devised to aid the pre-admission process to Wythenshawe Hospital.

Collaboration between Manchester Learning Disability Partnership and
Wythenshawe Hospital:

This was facilitated by earlier work locally and involved: meetings with senior
health professionals from the hospital; the development of a ‘Traffic Light’ pre-
admission document; the development of a learning disability guidance poster
for hospital staff; and the development of an action plan for future work. An
event is planned in Wythenshawe hospital to raise learning disability
awareness for hospital staff and to launch the new tools and guidance.

Recommendations

A number of general recommendations have been made from this project
including:

»  Hospital services need to have a commitment to improving the hospital
care of people who are learning disabled

A permanent learning disability liaison post is needed to lead on the work
for each hospital/area

Local learning disability services need to work together to adopt a
common approach to working with acute hospitals

Systematic evaluations of liaison projects, tools and resources are
needed

Strategies need to be put into place to support family and carers
People who are learning disabled and their carers need to be consulted
at all levels of service provision and development.

vV VWV V V

More specifically in Manchester, there needs to be at least one liaison post for
each of the three hospital trust areas to facilitate work in this area. Strong
leadership across the areas covered by each liaison post needs to be
provided in order to coordinate the work.
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Introduction

This report is about a six month project which focused on how to improve
access to hospital care for adults who are learning disabled. The project
involved: reviewing existing literature on this topic; identifying tools and
resources developed nationally to improve access to hospitals for adults who
are learning disabled; consulting with adults who are learning disabled and
carers in Manchester; and working closely with a Manchester hospital. This
report describes the national and local context, gives details about how the
project was carried out and outlines the findings from the project. Finally, the
report makes a number of national and local recommendations for improving
access to hospital services for adults who are learning disabled.

The healthcare needs of people who are learning disabled

Valuing People provides a clear policy direction in the United Kingdom
regarding the care and support of people who are learning disabled,
emphasising the rights, independence, choice and social inclusion of all
people who are learning disabled and demonstrating a commitment to
providing health and social care in mainstream services (Department of
Health, 2001). The Disability Discrimination Acts 1995 and 2005 make it
illegal to discriminate against disabled people in the provision of healthcare.
All service providers have a duty to promote disability equality and to make
reasonable adjustments to the way healthcare is delivered. Service providers
must also adapt the physical features of healthcare settings to meet the needs
of disabled people. NHS organisations also have a duty to produce a
disability equality scheme to demonstrate and report on how they will tackle
disability equality and how they will consult with disabled people within service
design.

The recent report ‘Equal Treatment: Closing the Gap’ demonstrated that
people who are learning disabled experience health inequalities when
compared with the general population (Disability Rights Commission, 2006).
People who are learning disabled have greater healthcare needs, have more
unmet healthcare needs, experience an inferior quality of health with regards
to both acute and chronic iliness, and are at greater risk of developing health
problems at an earlier age and dying earlier than the general population
(Disability Rights Commission, 2006; Fernando, Cresswell, & Barakat, 2001;
Janicki et al., 2002). Although the range of health conditions does not vary
significantly from the general population, people who are learning disabled
have a higher risk of coronary heart disease and are three times more likely to
die from respiratory disease (Elliot, Hatton, & Emerson, 2003). People who
are learning disabled also experience a greater prevalence of certain health
conditions such as gastrointestinal disorders, pneumonia, sensory
impairments, epilepsy, dental disease and osteoporosis (Barr, Gilgunn, Kane,
& Moore, 1999; Center, Beange, & Mc Elduff, 1998; Cooke, 1997; Jansen,
Krol, Groothoof, & Post, 2004).
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Access to healthcare services by people who are learning disabled

Due to their experiences of both acute and chronic iliness, people who are
learning disabled have an increased attendance and admittance to acute
general hospitals: an estimated 26% of people who are learning disabled are
admitted to hospital every year, compared with 14% of the general population
(Band, 1998). Since the resettlement of many learning disabled people into
the community from long-stay hospitals, responsibility for their healthcare
needs has rested with mainstream primary and secondary care providers.
However, research has suggested that mainstream health services have had
difficulty in providing an equitable service to people who are learning disabled,
when compared to the general population (Barr et al., 1999; van Schrojenstein
Lantman-de Valk, 2005). The United Kingdom government White Paper
‘Valuing People’ made recommendations to address this issue and highlighted
the need for a change in service provision for people who are learning
disabled (Department of Health, 2001).

The majority of research on access to healthcare for people who are learning
disabled published in the previous two decades has focused on primary
healthcare (for example, Bollard, 1999; Kerr, Fraser, & Felce, 1996; Lennox,
Nadkarni, Moffat, & Robertson, 2003; Thornton, 1996). It is only over the last
few years that access to secondary healthcare for people who are learning
disabled has been highlighted as a major issue in need of further research
and intervention. The recent report ‘Death by Indifference’ brings the
importance of access to secondary healthcare to the forefront, presenting six
case studies of people who Mencap believe have died prematurely, due to
institutional discrimination within the NHS and neglect (Mencap, 2007). The
National Patient Safety Agency (2004) also identified the vulnerability of
people who are learning disabled in general hospitals and found that they are
at an increased risk of harm whilst in acute hospital care. Particular areas of
concern and potential risk factors were: communication difficulties; lack of
learning disability training for health staff; additional health concerns such as
epilepsy not being recognised by the hospitals; the assumption by general
hospital staff that learning disability staff and carers can provide full nursing
care; and issues around consent (National Patient Safety Agency, 2004).

While the evidence base on access to general hospital settings by people who
are learning disabled is evolving, this area is still under-researched and
requires further investigation. In addition, a number of NHS Trusts across the
country have begun to develop initiatives to help improve access to secondary
healthcare for people who are learning disabled. It is important that
information about such service developments is collated and shared nationally
so that hospitals and learning disability services are aware of ways of
improving access to hospitals for people who are learning disabled. This
project represents an initial attempt to summarise existing research and
service initiatives in this area.
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Project aims and objectives

The aim of this six-month research project was to identify the issues relating
to access to secondary healthcare for people who are learning disabled, and
to help improve health access and inclusion within secondary healthcare
settings and acute sector trusts for people who are learning disabled.

The main objectives were:

>

>

To identify and review national literature about access to acute services
by people who are learning disabled.

To identify and review literature on initiatives/interventions which have
been established in the United Kingdom to improve access to
secondary healthcare for people who are learning disabled.

To identify and explore established areas of good practice in the North
West of England.

To identify information about the issues relating to access to secondary
care in the North, Central and South Manchester hospitals.

To work in one or more of the Manchester hospitals and develop
recommendations to help improve the services for learning disabled
people.
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disabled”



Methods

The project consisted of three main components. The first stage involved a
literature review to: (i) explore the issues relating to access to secondary
healthcare for people who are learning disabled; and (ii) identify initiatives
which have been established to help improve services for people who are
learning disabled. The second stage involved identifying and following up on
specific projects both nationally and in the North West region by contacting
the relevant healthcare professionals involved. The third stage concerned
focusing on the hospitals in the Manchester area, and working with one of
these hospitals to gather information about the issues relating to access to
secondary healthcare, and to develop recommendations to help improve
access for people who are learning disabled. People who are learning
disabled and carers in Manchester were also consulted throughout the
project.

Stage 1: Literature review

This stage involved a comprehensive literature search for all studies carried
out in the United Kingdom relating to secondary healthcare/acute services and
people who are learning disabled. The literature review focused on studies
which were published between 1990 and 2007 in peer reviewed English
language journals. The year 1990 was chosen to begin the search as this
was when most of the large learning disability hospitals began to close down
following the community care reforms.

The search used the following electronic databases: Cinahl, Medline and
Psychinfo. These bibliographical databases were searched using a number
of key terms such as ‘hospital’, ‘secondary care’, ‘acute services’, ‘healthcare’,
‘intellectual disability’, ‘intellectual disabilities’, ‘learning disability’ and ‘learning
disabilities’. Further literature was identified via the citations of papers
identified from the initial search (snowballing), and a general internet search
using the same key words. A systematic review and evaluation of the
literature was then carried out to determine relevance and value. In addition,
the National Research Register was also used to identify relevant ongoing
and completed research projects which have not yet been published (grey
literature). Messages were also placed on the North West Health Network
and the UK Health and Learning Disability Network (distribution lists)’, to find
out about any other initiatives/interventions which may have been relevant to
the project.

! The UK Health and Learning Disability Network is managed by the Foundation for People
with Learning Disabilities, and is open to anyone with an interest in health and learning
disability issues. The network aims to assist health practitioners in both mainstream and
specialist services with the health and learning disability agenda and as such concentrates on
problem solving, information sharing and networking.
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Relevant websites were also browsed to help contribute to the work e.g. the
A2A (access to acute)? link on the National Network for Learning Disability
Nurses website and the Mencap website.

Stage 2: Contacting healthcare professionals involved in projects
nationally and in the North West

This stage involved contacting health professionals to gather further
information about specific projects nationally and in the North West and to find
out:

(i) whether projects and interventions have improved access to secondary
healthcare and had long-term benefits for people who are learning disabled;
(i) whether projects and interventions have continued on a long term basis;
and

(iii) whether recommendations from local research projects and evaluations
have been implemented and whether other changes have arisen from carrying
out research and evaluation in this geographical area.

A range of ‘grey’ literature was gathered on access to hospital services for
people who are learning disabled, including: service reports; audits;
dissertations/thesis and PowerPoint presentations from different NHS Trusts
across the country. Tools and resources were also identified.

Health professionals were identified through the initial literature search, as
authors of papers relevant to the project area. Messages were placed on the
North West Health Network and the UK Health and Learning Disability
Network asking people working to improve access to hospitals to contact the
researcher to share the outcomes of their work. People were also identified
through the National Research Register and from work which had been cited
as examples of good practice on the A2A and Mencap websites. Finally,
other health professionals were identified from networking and liaising with
colleagues and professionals already working in this area.

People were initially contacted via email, telephone call or letter. Relevant
information was posted or emailed to the researcher. The researcher
attended a number of meetings (for example the Access to Acute
Network/North West Health Network meetings and the Pennine Acute Trust
Hospital liaison nurse meetings). The researcher also arranged meetings with
six health professionals in learning disability hospital liaison roles from across
the North West region, to find out more about their roles and the specific
projects and work that they are involved with.

% The A2A network was formed in 1998 and has expanded to become a national network for
people who support people with a learning disability when they are in the general hospital.
The network is concerned primarily with the issues surrounding people with a learning
disability, their carers and staff in the general hospital.

Manchester Learning Disability Partnership- “Access to secondary healthcare for people who are learning 9
disabled”



Stage 3: Working with hospitals in the Manchester area and consultation
with local people who are learning disabled and carers

Identifying previous work

This stage involved gathering information about the issues relating to access
to secondary healthcare services in Manchester and finding out about any
specific interventions that have been put into place in the hospitals in North,
Central and South Manchester. This involved speaking to Manchester
Learning Disability Partnership health and social care professionals and
looking back at work undertaken by previous colleagues in this area, by
reading their project reports, reflecting on the work already carried out in the
Manchester hospitals, and discussing the projects with the staff involved.

Consuiltation with people who are learning disabled and carers

Learning disabled people were consulted with throughout the project. The
researcher attended two ‘Think Quality’® focus group meetings, which were
vital in enabling the researcher to find out about people’s experiences of being
admitted into the Manchester hospitals, and some of the issues that they felt
strongly about. At the two meetings there were twelve learning disabled
people present to discuss their experiences of hospital care. They were
asked to consider 3 questions:

‘What would make their stay in hospital better?’

‘What would make their stay worse?’

‘What would the hospital staff need to know about them?’

‘Think Quality’ group members were also asked to comment on the
accessibility of a document being produced to provide hospital staff with
information about patients. Parents and carers also provided feedback on this
document. The feedback was used to make adaptations to the document.*

Collaboration with Wythenshawe Hospital

The final stage of the project involved meeting with senior health professionals
from Wythenshawe Hospital to discuss collaborative working between the
University Hospital of South Manchester NHS Foundation Trust and
Manchester Learning Disability Partnership. The Trust incorporates both
Wythenshawe and Withington Hospitals and provides a wide range of health
services including: general medical, surgical, maternity and emergency
services. The Trust has a total of 855 beds and last year delivered care to
420,000 people. It has several leading fields of specialist expertise including:
Cardiology and cardiothoracic surgery; North West Lung Centre; Burns and
plastic surgery; Breast care services; Stroke services and rehabilitation; and a

3 “Think Quality’ are an established group of learning disabled people in Manchester, who
review quality and service issues such as: transport, bullying and healthy living. They have
been meeting since early 2000, and there is now a core group of 12 people who attend
regularly.

* The document is the “Traffic Light’ and is discussed in detail later in this report.
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Transplant Centre for heart and lung transplantation. In addition, the Trust is
a major centre for training, education and research.

For the current project, the researcher was able to build on existing links with
senior health professionals from Wythenshawe Hospital which had been
developed by previous colleagues. These links facilitated liaising with the
hospital and creating an action plan for joint working to help improve the
experiences and care of people who are learning disabled who access
Wythenshawe Hospital.
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Findings
The findings are presented in five sections:

Section A provides a summary of the literature review findings on access to
secondary healthcare for people who are learning disabled;

Section B provides the main findings from across the United Kingdom, in
terms of the work being carried out and the grey literature/resources that are
available;

Section C provides a summary of the outcomes from the discussions with
North West health professionals;

Section D summarises the findings from consultation with people who are
learning disabled; and

Section E provides details of a local project involving collaborative working
between Manchester Learning Disability Partnership and Wythenshawe
Hospital.

Section A: A summary of the literature review findings

The literature search identified eleven studies relating to issues around
access to secondary healthcare/acute services for people who are learning
disabled. The search also located three other papers describing initiatives
developed by NHS Trusts across the United Kingdom to help improve access
to secondary healthcare for people who are learning disabled. These
initiatives included two Hospital Liaison Nurse posts (Stoke and Edinburgh), a
pre-admission assessment (Edinburgh) and an Acute Hospital Liaison Project
(Birmingham). The search also identified ten descriptive papers which
provided further recommendations to help improve the general hospital care
of people who are learning disabled.

The majority of studies included in the literature review focused on the
experiences and perspectives of three groups of people: people who are
learning disabled; carers; and general and/or student nurses. Two studies
also gained the views of other hospital staff and community learning disability
nurses.

A number of themes were apparent within and across the studies concerning:
(i) individual factors and the impact of the hospital visit on people who are
learning disabled; (ii) the carer’s role; (iii) the attitudes, knowledge and
communicative style of health staff; (iv) written information; and (v) the
physical environment. The main issues and specific recommendations and
examples of good practice are shown in Table 1.
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The concept of a specific worker or team to improve access to hospital services
for people who are learning disabled has also received a large amount of
attention in the literature. For example, some authors recommend the
establishment of learning disability liaison nurses to assist with a patient’s direct
care, offer support to relatives and carers, and to educate ward staff (Foster
2005; Hannon 2003; NPSA 2004). An alternative approach is an Acute Hospital
Liaison Project consisting of a number of staff; for example, a team of two
community nurses and three support workers was created in Birmingham
(Glasby 2002, 2003). Key tasks carried out by the project team included:
providing advice and training to hospital staff (e.g. consent and communication);
accompanying people who are learning disabled on pre-admission visits;
educating people who are learning disabled to prepare them for admission;
supporting patients and allowing carers to take a break; and facilitating
community support prior to discharge. Other liaison models recommended
include: extending the role of community learning disability nurses within
hospitals, developing link nurse schemes and the creation of a nurse consultant
post to facilitate a citywide approach to providing coordinated care across multi-
site hospitals (Bollands & Jones 2002; Brown & McArthur 2006).

Section B: The main findings about national work to improve
access to secondary healthcare in the UK

A number of contacts were made with health professionals across the UK
through the searches of websites, the National Research Register and the
messages posted on the North West Health Network and the UK Health and
Learning Disability Network. The researcher liaised with these health
professionals to find out about their work on learning disabilities and acute
general hospitals. As a result a range of literature was collated from different
NHS Trusts across the country, including service reports, audits,
dissertations/thesis and PowerPoint presentations (grey literature). A range of
tools and resources was also collected.

The grey literature gathered was produced over a ten year period (1997 - 2007).
The majority of the work was descriptive (i.e. describing the background to and
providing details about projects and/or discussing the issues relating to hospital
access for people who are learning disabled). Whilst some of the grey literature
presented findings from audits and focus groups, few reports and audits provided
a thorough evaluation of the impact of projects.

The grey literature focused on three key themes: liaison models, communication
and training. Some of the issues within each theme are outlined below. These
issues are similar to those highlighted in the previous section on the literature
review. The range of tools and resources being developed are also discussed.
Appendix 1 gives more details about the content of the grey literature. A full list
of tools and resources is provided in Appendix 2.
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Liaison models

A number of liaison models have been set up or recommended to improve
access to healthcare for adults who are learning disabled. These usually involve
either a liaison post (usually a nurse) linked to a hospital, or a liaison
team/service. Sometimes a person employed within the hospital has taken on a
‘champion’ role and leading on work. Whilst the post title may not always be
liaison nurse, the post aims or roles are often similar (other job titles include
‘health access nurse’, ‘learning disability project nurse’). These posts are usually
set up as short term pilot projects and many are part-time. Evidence suggests
that liaison posts can take up to three years to become established (Barnet,
Rochdale). Some posts focus purely on access to secondary healthcare, whilst
some posts focus on improving access to both primary and secondary healthcare
services.

Nationally, information was provided about liaison nurse posts which have been
set up in a number of areas: Fife in Scotland, Bristol, Essex (Colchester PCT has
two liaison nurses and two nurse specialists are involved with the two local NHS
acute trusts), Barnet, Shropshire, Rochdale, and Burnley. Sheffield and
Londonderry have recommended that liaison posts be established. Two areas
had a liaison team or service model: NHS Lothian acute liaison service and the
Birmingham acute liaison project (Glasby, 2002, 2003; as referred to in the
literature review).

The focus of these models has been on improving access to hospital services for
people who are learning disabled and ensuring a more co-ordinated approach to
service provision through the following means:

» Developing protocols, care pathways, guidelines for good practice

» Developing and adapting systems (e.g. ‘trigger’ or flagging systems to
alert services that someone is learning disabled, pre-admission and
discharge)

» Liaising with the Patient Advice and Liaison Services (PALS) within
hospitals

» Developing resources (e.g. information and resources for hospital staff,
traffic light systems, patient passports, accessible information for people
who are learning disabled)

» Direct patient contact (e.g. preparation and planning before hospital
consultation or admission, clinical advice, interventions, co-ordination, risk
management, promoting, modelling and producing personalised
accessible information)

» Training (see section below)

Evaluations are limited but have shown benefits from liaison posts. For example,

a questionnaire survey in Barnet showed that in a six month pilot period the role
led to immediate benefits for hospital staff, patients and the community trust.
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Russ (2005) found that a previous learning disability project nurse post was
highly valued and suggested that this had been the main catalyst in providing
positive change.

Section C provides details of issues raised in discussions with people in liaison
posts set up in the North West Region.

Communication

A number of reports within the grey literature reinforce the importance of
improving communication: including an audit carried out at a hospital in Kent and
focus groups with people who are learning disabled (Russ, 2005; Thornley,
2006). Three areas have been identified where communication could be
improved:

» Between clinicians and patients who are learning disabled (Kent audit
report, 2006)

» Between clinicians and carers (Kent audit report, 2006; Russ, 2005)

» Between hospital and community based services (Kent audit report, 2006)

Poor communication can result in staff having unclear expectations of the carer’'s
role in supporting the person who is learning disabled whilst in hospital and can
reflect a lack of staff knowledge, skill and confidence in working with people who
are learning disabled (Russ, 2005). Poor communication can also mean that
people who are learning disabled lack knowledge and understanding of what is
happening whilst they are in hospital and hence experience a lack of control
(Thornley, 2006). The grey literature also reinforces the need for accessible
information for patients and for training around capacity and consent for staff.

Recommendations to improve communication include:

» Development of hospital guidelines for working with people who are
learning disabled (Barnet)

Development of toolkits and workbooks for hospital staff (Kent)

Ensuring greater awareness of British Sign Language and Makaton (Kent)
Improving accessible information — e.g. provision of CHANGE Picture
Bank for staff (Thornley, 2006) (Kent, Shropshire)

Develop and produce communication resources (Barnet)

Development of assessment/checklist and guidelines for use with carers
(Kent)

Audits of opinions and experiences of people who are learning disabled
and carers (Kent)

Development of methods of providing personal information about people
who are learning disabled to hospital staff (e.g. Traffic Light Hospital Care
Plan (Kent); Hospital Book (Barnet); Patient Passports / client records
(Shropshire)

YV WV VYV VVYV
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» Creation of permanent learning disability liaison nurse post (Russ, 2005)
(Kent)

» Training and awareness raising for hospital staff: in particular on the needs
and experiences of people who are learning disabled, communication and
consent (Kent, Barnet)

» Revising signage (Thornley, 2006)

» Improving planning and provision of emotional support so that disabled
people feel more in control (Thornley, 2006)

Improving communication and information for people who are learning disabled
can also lead to benefits for other patient groups, such as people who have had a
stroke, older people and people for whom English is their second language
(Barnet).

Training

Training for hospital staff has been highlighted as a need within the published
and the grey literature. The grey literature describes and evaluates a variety of
training initiatives carried out nationally. Training has covered: definitions of
learning disability, policy, communication, access, consent, physical health
needs, action planning and the role of learning disability services. User groups
and organisations such as Mencap and the Down’s Syndrome Association have
been involved in training.

There are a range of ways that training can be delivered. Hampshire organised a
week of training during learning disability awareness week. Other areas have
recommended an ongoing programme of education and training in the form of
awareness raising exercises and accredited and commissioned short courses
(Rochdale, Londonderry). Training is rarely mandatory and a number of reports
have recommended that this should form mandatory training for all hospital staff
and in initial training. Training is needed for all hospital staff (i.e. receptionists,
porters, registered nurses, health care assistants) (Rochdale). Fife now provides
training at staff induction. There can be difficulties getting staff released from
wards, especially for longer courses and open training and awareness sessions
may be poorly attended; an alternative is to provide shorter training sessions, if
necessary on the wards (Salford, Bristol).

Evaluations of training have generally found that most participants report that
training is very useful and that they can relate it to their practice (Hampshire,
Bristol, Sheffield). After the training more respondents reported that symbols
were available in their environment, that knowledge about learning disability and
the learning disability team had improved, as had confidence in working with
people who are learning disabled and consent issues were much clearer
(Hampshire).
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Tools and resources

In addition to the grey literature, several resources and tools were gathered from
health professionals and websites. There is clearly an enormous amount of work
being carried out nationally to improve the experience of hospital services for
people who are learning disabled. The tools and resources being developed
includes guidance and guidelines for hospital staff on supporting people who are
learning disabled; pre-admission assessments; resource packs for hospital staff;
traffic light assessments; accessible information booklets about going into
hospital for people who are learning disabled; and hospital communication books.
Appendix 2 provides a full list of tools and resources.

Section C: Summary of the outcomes from discussions with
North West health professionals in a learning disability hospital
liaison role

The researcher arranged meetings with six health professionals in learning
disability hospital liaison roles from across the North West region, to find out
more about their roles and the specific projects and work that they are involved
with. The five areas visited were: Oldham, Blackburn, Trafford, Burnley, and
Salford.

A number of key themes emerged from the discussions:

» The experiences of those who had held hospital learning disability liaison
posts suggested that such posts need to be long-term / permanent, and
are less successful as short term projects.

» People felt that there is a need for extra funding for learning disability
hospital liaison roles to make them substantial posts rather than short-term
or pilot projects.

» Funding arrangements are not consistent. Whilst the majority of posts
appear to be funded by Primary Care Trusts, one post had mixed funding
from both community and hospital sources.

» It was felt that the liaison role needs to be strategic and educational and
that the provision of ‘hands-on’ care should remain the responsibility of the
hospital staff.

» There was some disagreement about where liaison posts should be
based. Being based at the hospital is ideal for emergencies, but can be
very isolating for the person in the liaison post. Being based in the
Community Learning Disability Team can be less isolating and being
based within such a multi-disciplinary team can provide a more holistic
person-centred approach to service provision for people who are learning
disabled.

» There was awareness that the liaison role may be different in each
geographical area and that there is a need for a collaborative approach to
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designing tools, care pathways and procedures between community
teams and the local hospitals.

» The postholders recognised the need to formally evaluate liaison posts
and the impact of initiatives on care. Some of the postholders had
developed action plans to take this forward.

Some of the work currently being undertaken by people in a learning disability
liaison role across the North West includes:

» The development of a traffic light assessment, hospital discharge and
information plan, and a vital information sheet.

Pre-admission assessments.

Training for hospital staff.

The development of guidelines and information for hospital staff e.g. on
capacity and ‘best interests’.

Matron’s Guidance Packs/ Resource packs.

Devising and adapting existing hospital policies e.g. admission and
discharge.

Assessment tool kits (e.g. patient health book, health record, A&E grab
sheet).

Making information accessible (e.g. pre-booking system, use of pictures
and symbols and adapting the literature sent out to patients).

Devising care pathways.

Devising resources for people who are learning disabled (e.g. leaflets on
having an operation).

VV VWV VYV VV VVYVYVY

Section D: Findings from consultation with people who are
learning disabled

The researcher visited two ‘“Think Quality’ meetings in February and March 2007 .
At each meeting there were twelve learning disabled people present, as well as
two representatives from Manchester Learning Disability Partnership.

i) Experiences of hospital care

At the first meeting people were asked to tell the researcher if they had been
admitted to a Manchester hospital in the last five years. Four out of twelve
people had been admitted to Wythenshawe Hospital, St Mary’s Hospital for
women and children, and Manchester Royal Infirmary. These people spoke
about their experiences as summarized below.

Example 1

The first person remembered going into hospital a few years ago. She recalled
that she had gone into hospital on her own in an emergency ambulance. She
stated that the reason for going into hospital was ‘women’s problems’. The lady
could not recall many details from her stay in hospital, but did state that she had
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been angry with the nurses because they did not listen to her, ignored her and
when the nurses thought she couldn’t hear them, she remembers that they
‘called her names’.

Example 2

The second person told the researcher that she had been into hospital for just
one day to have her teeth out. She said that she had gone to the dentist and told
him that she had toothache. The dentist referred her to the hospital and said it
would be best if she had all her teeth removed. The lady recalled that she had to
be put to sleep for the operation, but when she woke up the staff were very nice
to her and explained things so that she could understand them.

Example 3

The third person went into hospital less then two years ago. She recalled that
she had collapsed in her house, and her mum phoned an ambulance. Then she
collapsed again and went she woke up she was in hospital, where the doctor told
her that she had been in a ‘diabetic coma’. That was when she was first
diagnosed with diabetes. The lady remembered that she had stayed in hospital
for about nine or ten days and that the nurses were kind to her. But she did
remember that the doctor spoke to her mum and not to her. The lady also
remembered that she was on her own at night and very lonely because she was
in a small room by herself, which was ‘scary’.

Example 4

The fourth person that had been in hospital remembered staying there for five
weeks when he was ‘very poorly’. The man remembers that he had an operation
on his leg which meant that he couldn’t walk for a few weeks. He recalls being
quite lonely when he was in hospital because he had no family and his carers
didn’t visit very often. He did think that the nurses and doctors were nice to him,
but remembers that he didn’t understand much of what they had to say.

The learning disabled people who told the group about their experiences of
hospital care seemed to have mixed views.

Positive experiences:
» Staff were very nice
» Things explained properly
» Nurses were kind
» Nurses and doctors were nice

Negative experiences:

Nurses did not listen

Nurses ignored the person

Nurses ‘called the person names’

Doctor spoke to the person’s mum and not to her
Isolated in a side room

VVVYVYY
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» Not understanding much of what the nurses and doctors said
» Feelings of being lonely, scared, angry

Most of these experiences are similar to those reported in the studies included in
the literature review discussed earlier. There are episodes of good care with
positive appraisals of hospital staff and the way in which they have adapted their
communication to explain things in an accessible way. However, examples of
poor care and practice are still in existence as reported in the cases above. Most
of the issues can easily be rectified if hospital staff are made aware of how they
can adapt their communication style to help explain procedures to people who
are learning disabled, and help them to feel included and not ignored.

ii) Suggestions to improve hospital care

At the second meeting the twelve people who are learning disabled were asked
to imagine that they were in hospital alone with no family, carers or friends
present. They were asked to think about how they would tell the nurses how to
care for them and what they would say. More specifically they were asked to
think about the following three questions:

1) What would make their stay in hospital better?
2) What would make their stay worse?
3) What would the hospital staff need to know about them?

This information was then used to adapt a ‘Traffic Light' document that was being
devised by the researcher to aid in the pre-admission process to Wythenshawe
Hospital. This document will be described in more detail in Section E.

Some of the important areas that arose from the three questions were:

Lists of things that would make people happy and sad in hospital
What people would like to do (e.g. watch TV, listen to music)

The things that people might like to eat and drink

Lists of special routines that the people have

Things that would make people feel safe in hospital

How people like to be talked to (e.g. quietly, loudly, slowly)

Things people would like to bring into hospital with them (e.g. favourite
book, toy, game)

People that they would like to visit them in hospital

Things that would cheer people up

Things that people are interested in (e.g. football and pets)

Special medical requirements (e.g. how to take tablets and medication, if
the person is on a diet, allergies etc)

VVVY VVVVVVY
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Section E: Local collaborations between Manchester Learning
Disability Partnership and local hospitals

This section of the report summarises both the previous work carried out to
improve hospital services for learning disabled people in Manchester and the
work carried out locally with Wythenshawe Hospital as part of this six-month
project.

1. Previous work with the Manchester hospitals

Two previous projects worked to improve access to both primary and secondary
healthcare services within Manchester (the Integrated Healthcare project (2001-
2003) and the Health Access and Inclusion project (2005-2006)). Information
was gathered from literature on these projects about specific interventions that
have been put into place in the hospitals in North, Central and South Manchester.
Several pieces of work were carried out with local hospital trusts as part of these
projects as follows:

The Pennine Acute Hospitals Trust

A training package was developed and delivered to professional and non-
professional staff at North Manchester General Hospital as an elective course
and as part of wider training (e.g. NVQ). This training received very positive
feedback.

The development of a ‘flagging’ system in A& E to alert staff that a person was
learning disabled was discussed but this system had not been implemented by
the end of 2006.

University Hospital of South Manchester NHS Foundation Trust (UHSMT)
A ‘flagging’ system was implemented in A& E to alert staff that a person was
learning disabled as part of the first project.

A two day event was held at Wythenshawe Hospital in 2006 to raise awareness
of learning disability issues. One day was with people who are learning disabled
and the other day with staff.

Accessible booklets (e.g. going into hospital, having an operation and going into
A&E) were devised by one of the project workers with Manchester Learning
Disability Partnership Speech and Language Therapists. These booklets need
updating and this piece of work is ongoing.

An action plan for future work was developed.
Central Manchester Hospitals

No projects have been carried out with Central Manchester Hospitals. This has
been acknowledged as an area for future work.
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Other relevant work

In depth interviews were carried out with five people who had used local health
services, including hospital services (Chapman, Fedeczko, Fleming, Reed, &
Starling, 2004).

An audit of hospital admissions and an evaluation of the planned hospital
admission and discharge policy was carried out (Parvin & Chapman, 2006).

2. Collaboration with Wythenshawe Hospital

For the current project, the researcher built on existing links with senior health
professionals from Wythenshawe Hospital (UHSMT) which had been developed
by the previous projects. At the beginning of the current project the researcher
attended a meeting at the hospital to discuss collaborative working and how to
take the existing action plan forward. The action plan was reviewed and revised,
and it was agreed that the key tasks for Manchester Learning Disability
Partnership to progress were:

» Guidance to assist hospital staff in recognising people who are learning
disabled;

» The development of a ‘grab pack’: it was agreed that the ‘Traffic Light’
patient held information document would be used to accompany the
patient through all departments of the hospital;

» The development of Trust guidance for staff on supporting patients with a
learning disability; and

» Updating the existing patient booklets.

It was decided that Wythenshawe hospital will hold a launch day in September
2007. This launch day will be used to raise learning disability awareness
amongst hospital staff and to promote the new resources and tools that will be
introduced onto all wards and departments. The planning of the launch and the
content is ongoing. The tools and resources that have been devised for use by
hospital staff which will be promoted at the launch are discussed below:

(i) Recognising Learning Disability

Wythenshawe Hospital requested some guidance on how to tell if a person is
learning disabled, particularly for frontline hospital staff working in triage (A&E)
and reception. A one-page sheet has been developed which offers guidance for
hospital staff. This guidance includes questions which can be used to give an
indication of whether someone has a learning disability and whether hospital staff
should contact additional/specialist services. The questions have been
developed from those suggested by the Royal College of Nursing (2006) and
include:
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Did you go to a special school?

Do you go to a day centre?

Do you have a social worker, care manager or keyworker?

Can you tell me where you live?

Can you tell me the time? and

Have you ever been supported by learning disability staff or lived in a
learning disability hospital?

VVVVYY

(ii) The ‘Traffic Light’

The reviews of existing literature and tools/resources identified that the ‘“Traffic
Light’ document was a good practice example which could be used at the pre-
admission stage. The original ‘Traffic light’ assessment document was devised
by Gloucestershire Partnership NHS Trust and has been adapted by at least four
other NHS Trusts across the United Kingdom. The document is appealing to
hospital staff, people who are learning disabled and their carers because it is
attractive, easy to fill out by the patient/carer, and easy and quick to read by the
hospital staff. This was confirmed by consultation at ‘Think Quality’ meetings and
through gaining feedback from Talbot House parent and carers in Manchester.
The document is intended to be filled out prior to a hospital visit/admission by the
person who is learning disabled and/or their carer, in order to help hospital staff
to know more about the patient.

The researcher adapted the original version of the ‘Traffic Light’ document to
make it more accessible to the person filling it out and for the staff who read it.
This was achieved by including pictures and symbols, re-wording and changing
some of the information to make it more up-to-date, and completely changing the
final page. These revisions were informed by feedback from ‘Think Quality’
members and from Manchester Learning Disability Partnership and
Wythenshawe Hospital staff.

The ‘Traffic Light is split into 3 sections:

» Red - ‘“Things you must know about me’ (e.g. patient details, GP, medical
history, consent, communication/understanding etc),

» Amber - ‘Things that are really important to me’ (e.g. risk/safety, level of
support, seeing and hearing, mobility, taking medication etc), and

» Green - ‘What you need to know about me’ (e.g. things that will make my
stay better and worse).

The ‘Traffic Light’ is due to go through Wythenshawe Hospital’s Clinical
Governance meeting in August 2007. The ‘Traffic Light’ document will be piloted
with people who are learning disabled known to Manchester Learning Disability
Partnership who are regularly admitted into hospital, including those who attend
South Manchester Day Services and those who are supported by Manchester
Learning Disability Partnership supported housing. Talbot House parents and
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carers and North West Community Services are also keen to pilot the “Traffic
Light'. If this pre-admission document is successful the intention is to explore the
possibility of introducing it across all Manchester hospitals.

(iii) ‘Guidance for staff’ poster

A poster has been developed to provide hospital staff with guidance on
supporting people who are learning disabled who are admitted into hospital. This
poster was also adapted from guidance originally produced by Gloucestershire
Partnership NHS Trust. The original guidance took the form of a card for staff.
Following feedback from Wythenshawe Hospital and Manchester Learning
Disability Partnership staff, the researcher has changed some aspects of the
guidance content and the guidance will be produced as an A3 poster designed to
go on the walls of all wards and departments in the hospital. Wythenshawe
Hospital have also agreed to make the poster into a pocket sized card to be
given out at staff inductions.

The poster covers issues such as: learning disability definitions; questions to ask
if you think a patient has a learning disability; and guidelines on communication,
explanation, reducing anxiety and consent. The poster also has a section on
how to gain further advice and support, and includes the telephone numbers of
the local community learning disability teams and the Manchester Contact
Service.

(iv) Learning Disability patient booklets

Three booklets: Going to Hospital, Going to A&E, and Having an Operation which
were originally devised in 2003 are currently being updated by Manchester
Learning Disability Partnership. These booklets offer a step by step explanation
of the process and procedures involved in hospital care, and include a number of
pictures, symbols and photographs to help the learning disabled person to
understand. When these booklets are completed they will be available on the
UHSM Trust website for people to download. Copies will also be available from
health professionals from Manchester Learning Disability Partnership and may
also be available on the Manchester Learning Disability Partnership and
Manchester Primary Care Trust websites.
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Recommendations

General recommendations for the care of people who are
learning disabled in acute hospitals across the United Kingdom

1)

Hospital services must be alert to the potential barriers facing people who
are learning disabled when they are using hospital services. They need to
give specific emphasis to improving access to hospital services for people
who are learning disabled and the commitment to improve hospital care
for people who are learning disabled needs to be of high priority.

Any work carried out to improve hospital care for people who are learning
disabled needs to be supported at a senior level within hospitals.

Links need to be developed and maintained between hospital services and
community learning disability services in order to facilitate effective
collaborative working.

There is a need for a liaison post to lead on the work for each
hospital/area. The role of the liaison post needs to be one of supporter
and advisor to the hospital (for example, through provision of training and
by developing tools and resources) rather than provision of basic nursing
and personal care.

Projects which are set up to address the barriers to good hospital care
need to permanent and perceived as an ongoing important piece of work.
People working in a liaison role need to be aware of existing tools and
resources that are available nationally to learn from other areas that have
tried and tested methods. There needs to be a database of resources that
is updated regularly.

Local learning disability services need to work together to adopt a
common approach to working with acute hospitals in the same
geographical area, in order to avoid overlapping on the same work and
devising different systems which could confuse hospital staff.

A systematic evaluation of liaison projects, tools and resources needs to
be established. Any evaluation needs to incorporate the views of people
who are learning disabled and their carers.

Hospitals need to improve staff knowledge and attitudes about learning
disability and staff communication with people who are learning disabled.
Training is essential, but the type of training depends upon local
circumstances. Various types of training have been used nationally,
including learning disability awareness days, drop-in sessions, user-led
training and resource packs for wards and departments.

10)Different departments within hospitals need to develop their own strategies

to improve care for people who are learning disabled. For example
Accident and Emergency departments could explore the possibility of
operating a ‘no wait’ policy, whilst other departments need to review their
appointment systems and to be aware that people who are learning
disabled are likely to need more time for consultations and procedures.
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11)Sensitive strategies need to be put in place to support carers and family
members, such as: ensuring extra staffing is available to enable them to
have breaks for meals and to go to the toilet; providing facilities to enable
carers to stay in hospital over night; and providing relatives and carers
with information about the patient’s illness and procedures and keeping
them informed at all stages. It is important to remember that whilst carers
and family members are a vital source of knowledge and information about
the patient, they should not be relied on to provide basic nursing/physical
care.

12)People who are learning disabled and their carers need to be consulted at
all levels of service provision and service development, including
consultation, training and evaluation.

Specific recommendations for Manchester

Manchester is a complex area with three acute hospital trust areas: these
incorporate seven adult acute hospitals, two children’s hospitals and a specialist
cancer hospital. There are approximately 1500 people who are learning disabled
known to Manchester Learning Disability Partnership.

1) All of the national recommendations above directly apply to the position in
Manchester.

2) Therefore, it is recommended that there should be at least one liaison post
for each of the three hospital trusts to facilitate work in this area.

3) There needs to be strong leadership across the areas covered by each
liaison post in order to coordinate the work.
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