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Abstract

Research studies suggest that people with learning disabilities have greater health needs than the general population, however receive poorer access to health care. There is a paucity of studies examining people with learning disabilities experience of acute general hospital care. One aim of this small, localised study adds to the general    evidence base on this issue, but with a specific intention of using the findings to help underpin future local practice.

This study, carried out in a large English inner city general hospital, gathers the experiences of key stakeholders. Using qualitative methods, people with learning disabilities, carers and hospital staff described their experiences of hospital care in four stakeholder specific focus groups, facilitated by the researcher. These experiences were audio- taped, supported by written notes. The data was subsequently transcribed, with emergent themes and categories developed.

Unclear expectations of staff, regarding the carer’s role in supporting a person with learning disabilities, during their hospital stay, emerge as one key finding. It is suggested that poor communication between staff and carers may explain this. Communication problems are also found in other aspects of hospital care, reflecting a lack of staff knowledge, skill and confidence in caring for this population. A previous learning disability project nurse post is found to be highly valued, and suggested as being the main catalyst in achieving positive change. This study recommends that this post be re- introduced, on a permanent basis, to help address the above findings. Another recommendation is that key stakeholders become engaged throughout the organisational change process.

Participatory methods are increasingly being used in research, to empower disenfranchised groups, such as people with learning disabilities. One aim of this research was to develop a participative approach. Working within an academic framework this proved problematic. This report describes the problems encountered.

Chapter 0ne

Introduction

1:0 Background Information

People with learning disabilities are a heterogeneous societal group, estimated to comprise 2% of the general population (DoH 1995). Over the past twenty-five years a change in the focus of western governmental policies, has resulted in many people with learning disabilities moving from residential long stay hospitals to live in community settings. Where, as previously, the majority of health care for this population was met within the residential hospital services, current health policy (NHSE 1998; DoH 2001), places the responsibility for all health care for people with learning disabilities to mainstream primary and secondary care providers.

Meeting the health needs of people with learning disabilities within mainstream health services has proved problematic. The need for changes in practice to address this issue, have been highlighted by the government. The recent learning disability white paper Valuing People (DoH 2001, Page 60) states

“Because mainstream health services have been slow to develop accessible services, specialist NHS staff have provided all encompassing services, so the wider NHS has failed to consider the needs of people with learning disabilities. This is the most important issue which the NHS needs to address for people with learning disabilities.”

The study described in this report responds to this government statement, detailing a small qualitative study that explores people with learning disabilities experiences of acute hospital care. As the health needs of people with learning disabilities are complex, and variable, this study uses focus groups to seek the experiences of three different stakeholder groups. These groups comprise of people with learning disabilities, carers and hospital staff.

Health care, in general, incorporates issues of both physical and mental health. Whilst both of these are significant issues for people with learning disabilities, and clearly overlap, this study focuses particularly on the care of people in acute general hospitals. Unless otherwise stated, reference to health in this study refers to physical health.

1:1 Terminology and Definition of Learning Disability

The term ‘learning disability’ was adopted by the Department of Health in 1992, and is still used today. It is, therefore, the term of choice used throughout this study. This term is used in replacement for the previous, and now outdated term, of ‘mental handicap’.

Having a learning disability includes having the presence of 

· A significantly reduced ability to understand new or complex information, to learn new skills (impaired intelligence), with

· A reduced ability to cope independently (social functioning):

· Which started before adulthood, with a lasting effect on development.

(DoH 2001 Page 14)

Learning disability may be mild, moderate, severe or profound, these adjectives referring generally to the level at which people present and cope individually within society. All of this population, dependent on their degree of learning disability, have, from birth, a difficulty, associated with a limitation of reasoning, comprehension and communication. This causes them great disadvantage in their functioning within society.

Whilst the term ‘learning disability’ is the term used by UK government departments to categorise this population, this term is one of controversy. Within the UK the term ‘learning difficulties’ is also often used to describe this population. This term is often used, and preferred by service user groups, however it is also associated with people with specific educational learning difficulties, such as dyslexia. This can add confusion to peoples understanding of the term. In addition the terms ‘intellectual disability’ and ‘developmental disability’ are also used in relation to the learning disability population. In reviewing the literature that underpins this study, articles that include all of the above terms are included. As a result, particular consideration has been given to ensure that the research evidence used relates to the population that meets the English government’s definition of the term learning disabilities. Within this report the term learning disability is generally adopted.

1: 2 Outline and justification of the study population

For the purposes of this study it is people with mild learning disabilities who take an active role as participants, both within the focus group, and also as members of a research advisory group. This population are purposively chosen for several reasons. Primarily, people with mild learning disabilities pose less ethical concerns than people with more complex disabilities. This is due to them being generally more able to express themselves verbally and, when presented with accessible information, have the cognitive ability to give informed consent.  In addition involving people with severe learning disabilities, in a meaningful capacity, is extremely time consuming. The experiences of people with more severe learning disabilities are not neglected however, being represented in the discussions held in the focus groups of both carers and hospital staff.

It is estimated that informal carers are the largest group providing care in the community (Evandrou and Falkingham 1998), having been found to provide much of the care to adults with severe learning disabilities during their admissions to acute hospitals (Fox and Wilson 1999). Lack of staff education (Cumella and Martin 2000) and negative staff attitudes (Shanley and Guest 1995) have been found in studies of acute hospital staff. The experiences of both carers and hospital staff are collected in this study.

1:3 Justification and Focus of the Study 

Achieving equitable access to health and social care for all is a central tenet of current government policy. It is widely understood that people with learning disabilities are amongst the poorest groups in society and, are therefore, most likely to suffer the greatest health inequalities. Acheson (DoH 1998), in his independent inquiry into inequalities in health, found that equity of access to health care was a significant determinant in the health of the population. People with learning disabilities have been found to suffer discrimination and difficulty in access of health care (Band 1999, Sowney and Barr 2004), suggesting extreme inequity of health care provision. They are described as being a very vulnerable group requiring urgent attention, if general NHS priorities in meeting health inequalities and service standards are to be met (Elliott et al 2003).

Recent research has identified that people with learning disabilities access to health, education, housing and education is extremely variable, being likened to a postcode lottery (DoH 1999). In order to raise the profile, and make local improvements in health care to this population, it has been stated, (NHSE 1998), that, specialist learning disability staff must promote liaisons with, and offer specialist advice to, health organisations, at a local level, for the situation to improve. Within this study, as the researcher is a community learning disability nurse, working in Bristol, this work responds to this government call.

The increased responsibility of primary and secondary acute services in health care

provision to people with learning disabilities, has been accompanied by an interest in

 the collection of evidence relating to the physical health needs and quality of health

 service provision given to this population. A recent comprehensive review of all the

 UK literature on the health needs of people with learning disabilities (Elliot et al

 2003), demonstrates that this population have significantly worse health than the

general UK population. Inspite of this however, they have been found to receive

worse support from all mainstream health services, and most specifically, from acute

hospital care (Band 1998, NPSA 2004). It is suggested by Elliott et al (2003) that, being an especially vulnerable group, priority should be given to researching the health needs of this population. A recent government document (NPSA 2004) has identified that people with learning disabilities are at increased risk of harm whilst in acute hospital care, and calls for urgent research in this area.

Within Bristol, a large inner city hospital has shown a particular interest in meeting the needs of their learning disability population. This is demonstrated in their recent development of a one -year learning disability hospital project nurse post. This temporary post, now finished, was funded by the hospital charitable trustees. Its future is currently being reviewed. Much interest and acclaim has been given to this post. One government department names it as one of best practice (NPSA 2004), however it has been adopted by only a small number of hospitals across the country. 

A recent local report (Danford 2004), identifies a plethora of unmet local needs, and draws attention to the lack of local research evidence to identify local priorities or underpin local practice initiatives. In a recent review of national research on this topic, Cumella and Martin (2004) found that the care of people in general hospitals is a neglected area of research. It called for the development a body of evidence to underpin all future acute hospital care delivered to this population. The increased health needs and risks associated with hospital care of this population, accompanied by a lack of local and national research evidence on this topic, all justify the rationale for this study, and also the choice of hospital used. There remains much local interest in developing a permanent learning disability project nurse post at the Bristol hospital, however there is little evidence to support its application. This small, timely study aims to help fill this gap.

There is an increasing call for the contribution of consumer participation, throughout the research process. Its importance has been formally recognised within learning disability research since the year 2000, when the Department of Health identified the involvement of users and carers as one of the five criteria used to judge the worth of all applicants applying for funding from the departments learning disability research initiative. Walmsley (2004) raises the importance and added value in involving people with learning disabilities in any research that is considering aspects of health. This view is shared by Ward and Simons (1998), who suggest that one approach for their involvement is within a research advisory group. This study promotes this approach and describes the subsequent difficulties involved in putting such a group into practice.

1:4 Aims and Objectives

Aims

· To explore the experiences of people with learning disabilities as acute hospital patients and carers, in support of their acute hospital care, at the BRI.

· To explore the experiences of acute hospital staff, caring for people with learning disabilities, as patients, at the BRI.

· To use key stakeholder experiences to recommend future approaches to acute hospital care.

· To consider and include people with learning disabilities as participants throughout the research process.

Objectives 

· To use participitive methods in conducting a qualitative research study

· To identify the issues that people with learning disabilities, carers and hospital staff feel are important to consider in providing good health care for people with learning disabilities in an acute hospital.

· To consider the local findings in the context of the national evidence base.

· To make recommendations on the future care of people with learning disabilities within the Bristol hospital.

· To strengthen the national evidence base on the needs of people with learning disabilities in acute hospitals.

1:5 Outline of the Dissertation

Having outlined the study population, the justification of the study and the aims and objectives of the research within this chapter, chapter two reviews the literature and sets the political and health climate into which this study is set. In addition this chapter considers the role of participative methods in relation to conducting research with this population.

Chapter three explains the rationale for the choice of research paradigm, justifies and describes the methods used in this study. Chapter four reflects on the research process undertaken, whilst chapter five describes the findings of the research. Based on the findings, chapter six discusses the outcomes and makes recommendations for future practice. The conclusion is presented in chapter seven.

Chapter Two

Literature Review

2:0 Introduction

In understanding the needs of people with learning disabilities receiving care in

acute hospitals, it is beneficial to have a picture of a wider range of issues that impact on this care. This includes an understanding of the health conditions to which people with learning disabilities are pre disposed, what their specific health care needs are and the barriers that exist in preventing good health provision. It is necessary to have this set within the context of how health organisations have responded, over the years, in meeting these needs.

This chapter reviews this information gathered from a literature search. Initially the chapter briefly describes how the literature was obtained. It is then set into context by reviewing the history of care to this population, naming some of the key government documents that have underpinned the process of change. Subsequently a general health profile including the health conditions found within this population is described. This is followed by a review of the key barriers found in getting these needs meet within primary care organisations. A review of the limited evidence exploring people with learning disabilities experience of hospital care follows, with this chapter culminating in a consideration of the main issues relating to people with learning disabilities involvement in participative research.

2:1 Method of literature review 

A review of the literature was undertaken in order to create a theoretical base for this study and, as suggested by Denscombe (2002), to put the research into context. Hart (1998) considers that a review is useful, both in terms of support for the chosen topic, but also in helping to underpin the rationale for the choice of research method used. Using a number of key words relating to the research topic, the literature was reviewed for this study by conducting a systematic search across a range of electronic data –bases, books, journal articles and reports.

2:2 Health and Social Context of the Study

There is much diversity in health and social policy for people with learning disabilities across the four countries of the United Kingdom. Although there is often a shared underlying philosophy, and common concerns in service delivery, Brown (2001), considers that little is to be gained by making academic comparisons between the health policies of the four countries. Whilst this literature review, in general, considers research outcomes and comment from the international community, the policy context addressed within this chapter, and which sets the climate for this local study, is considered predominantly from an English perspective.

Since its introduction in 1948, the National Health Service has provided extensive healthcare for people with learning disabilities. Adopting a medical model of care by treating learning disability as an illness, care has been provided, for the most part, within specialist institutions. These habitats have been expected to meet a full range of health and social needs, often completely segregated from the remainder of society. There has been much stigma and negative dogma directed at these institutions. One critic describes such environments as ‘storage dumps’ (Goffman 1962 page 73), highlighting the loss of individuality and unhealthy consequences of living in such enforced isolation. Wright et al (1994 page 109) consider institutions as ‘places of 

de-humanisation’, places where residents received a very poor quality of life.

In 1962, during a period of increasing criticism, the Hospital Plan (DoH 1962)  signalled a gradual move away from institutional care. This was followed by a ministry circular HM (61) 25 (cited in Jones 1975 pge 332), that proposed long stay institutional beds should be divided between acute hospital wards, medium and long stay units and residential hostels to be run by local authorities. The need for shared responsibilities was further strengthened, when the white paper Better Services for the Mentally Handicapped (DoH 1972), was issued. This paper urged for the closure of all long stay hospitals, calling for collaboration and stronger links between GPs, acute hospitals and social services departments. In 1990, with the introduction of the NHS and Community Care Act (DoH), the lead responsibility for the assessment and commissioning of all services for people with learning disabilities, was transferred from health to local authorities. This initiated the further closure of many long stay hospitals, with many people with learning disabilities moving to live in community settings.

Along with the structural changes that have taken place over the past six decades, there have been radical changes in the philosophy and approaches adopted to meet the health and social needs of this population. Changing political and social views, supported by an increasing amount of modern health and social policy, have seen a move towards community living. This has been associated with the access of mainstream, rather than specialist residential learning disability services. One predominant philosopher, Wolfensberger (1975), introduced normalisation, an approach that emphasised the importance of people with learning disabilities to live socially valued lives. Normalisation has gradually led to the consideration of how this population may have a say within society, in a way in which their voices may be clearly heard.

Historically people with learning disabilities have been considered to have little personal or collective power. Writers, including Godsell (2002), and Wright et al (1994), acknowledge the powerlessness associated with the overprotective and rigid environments that people living in institutions were subjected to. This is demonstrated in many aspects of daily life, including the loss of personal autonomy and the lack of opportunity to exercise choice. The Jay Report (DoH 1979) acknowledged these issues in the promotion of closure of all long stay hospitals, highlighting the need for people with learning disabilities to gain choice and control in their future lives. This initiated, and led to the subsequent development of self -advocacy services.

Self- advocacy is described as the process whereby individuals are enabled to gain the confidence and skills to make choices and speak for themselves (Simons 1995). This process is strongly linked to self -empowerment, enabling people to develop the skills required to make decisions and take control of their lives. Self -advocacy is associated with a rejection of the old medical illness model in favour of a social model of health. This social model recognises people with disabilities as capable individuals, naming society, not a person’s physical or mental condition of a person, as disabling.

Self- advocacy has a strong association with the current philosophy of care, which is underpinned by four key principles of ‘Rights, Independence, Choice and Inclusion’ (DoH 2001 pge 6). A range of legislation that includes The Human Rights Act (1998) and the Disability Discrimination Act (1995) supports these.

Specialist doctors and nurses largely delivered health care within the old long stay learning disability institutions. These staff were autonomous, being distanced from local health services. Whilst other people with learning disabilities have always lived with families (DHSS 1981), specialist learning disability hospitals also provided many people living in community settings, with short- term breaks and physical health support. This limited contact, and segregated approach to health care, led to few general health professionals receiving any experience or training in the health needs and provision of care to this minority group. As a result the health needs of this population were mostly hidden from general health services. This led to a general feeling, that, in some circumstances, still prevails, (Bernard and Bates 1994, Singh 1997), that responsibility for people with learning disabilities health needs lies within specialist services.

With the current emphasis on community care, the increased visibility of people with learning disabilities within society has led to an increased interest in their health care needs. As a result the government commissioned a number of studies relating to the health needs of people with learning disabilities. The resulting documents Building Expectations (MHF 1996), Signposts for Success (NHSE 1998) and Facing the Facts (DoH 1999b) all highlight problems in access to health care, highlighting the need for urgent action. The next section of this literature review focuses specifically on a breakdown of these health issues. This assists in the understanding of these health needs and acknowledges the problems of access in getting these needs met.

2:3 The health profile and review of the barriers in primary care for people with learning disabilities
Primary care is the major delivery system of health, and is the first point of contact for all health care delivery. For this reason an understanding of the prevalent health conditions, and the barriers preventing good primary health care in the learning disability population, is reviewed here. This information highlights the diversity of issues, and helps rationalise the low expectations that many people with learning disabilities and their carers have of all health service provision (DoH 1999b).

The most recent body of research relating to the health of people with learning disabilities has been carried out within primary care settings. It has focussed, in the most part, on the identification and exploration of the personal and organisational barriers that prevent people with learning disabilities from receiving a good primary care service. The more dated research, and the greatest scientific base in this area, is gathered from research carried out over twenty years ago. This research pre dominantly considers the physical conditions most prevalent in this population.

Turner (2001) considers that establishing an accurate and comprehensive picture of health, that reflects the needs of this current, and increasingly diverse population, is extremely complex. This is due to much of the early evidence on this issue being collected from people living in long stay institutions. This population is considered to have a different demography, not reflecting the needs of the current learning disability population whom now live, almost exclusively, in community settings. Since birth this modern population has had access to a range of advanced medical and surgical treatments, having greater opportunities to make personal lifestyle choices. In addition Chaplain et al (1996) point out that the old institutional population comprised very few people from minority ethnic backgrounds. It is suggested therefore that the older studies cannot be seen to adequately represent the current learning disability population’s cultural diversity.

Criticism has also been directed towards current approaches to primary care research. The limited availability of administrative systems to identify and record specialist health needs is considered an issue (Lennox et al 2004). Additionally, the limited amount of individual information in patients notes is considered insufficient to recognise a learning disability (van Schrojenstein Lantman-de Valk et al 2000). Both of these issues are compounded by general health staff’s lack of education, and skills of working with this population (Lennox and Kerr 1997). 

The literature considered in this review is taken from a wide range of studies. Many are limited in size, and scope, but incorporate evidence collected, predominantly, from studies carried out in the past twenty years. These studies are considered to best reflect the current learning disability population’s needs.

2:.3:1 The General Health Profile
People with learning disabilities have a higher risk of early death than the general population (Hollins et al 1998) although, as with the general population, their life expectancy is increasing over time (Puri et al 1995). The range of their health conditions have been found to differ very little from the general population (Kerr et al 1996), although the specific incidence of conditions, and the leading causes of death differ substantially (Elliot et al 2003). People with learning disabilities are three times more likely than the general population to die from respiratory disease, and have a higher risk of coronary heart disease (Elliot et al 2003). They have higher rates of gastrointestinal cancer and other stomach disorders (Cooke 1997).

The increased incidence of some physical conditions associated with a learning disability may be linked to a specific genetic cause. About 26.5% of people with a learning disability fall into this category (Craft et al 1985), of which Down’s syndrome is the most common genetic condition. The exact relationship between many syndromes, and their associated health problems, is still unclear. Just under half of all people with Down’s syndrome are affected by congenital heart disease, which is considered to be the highest cause of death of people with Down’s syndrome (Hermon et al 2001). A weakened immune system, also associated with Down’s syndrome, may explain the increased prevalence of thyroid disorders in this population. Hypothyroidism is estimated to be three to five times higher in the Down’s population than that of the general learning disability population (Kinnell et al 1987). Immune deficiency has also been linked to increased rates of respiratory infection, hepatitis B infection and leukaemia, the latter of which has the greatest prevalence in childhood (Pueschel 1987). Buckley et al (1994) found that the risk of lymphocytic leukaemia was three times higher in children with Down’s syndrome, compared with general population controls. Other health conditions associated with Down’s syndrome include a high prevalence of gastrointestinal tract abnormalities (Levy 1992), cervical spine instability (MacLachlan et al 1993) and an increased prevalence of hip abnormalities (Hresko et al 1993).

With the changing demographics of society, but more specifically of the Down’s population, people increasingly have a longer life expectancy. More recent evidence, associated with the ageing process, indicates the early onset of clinically apparent dementia, of the Alzheimer type, in people with Down’s syndrome. Neuropathological evidence of Alzheimer’s disease, found at post mortem, can be seen in many people with Down’s syndrome in their forties. Approximately 40% of people with Down’s syndrome develop the condition by the sixth decade of life. (Wisniewski et al 1985, van Schrojenstein Lantman-de Valk et al 2000).

People with Down’s syndrome share, with the general learning disability population, an increased prevalence of a wide range of additional health conditions. Epilepsy is found in 22% of the learning disability population, compared with 1% of the general population (Branford et al 1998). In the total population of people with learning disabilities epilepsy is more likely to be poorly controlled than in the general population (Branford 1994). A visual impairment may exist up to 200 times more frequently in this population, with 40% found to have a significant hearing loss (Elliot et al 2003). Both areas of sensory loss are often undetected A similar problem occurs in the detection and treatment of dental health (Barr et al 1999). Mental health problems (Doody et al 1998), osteoporosis, linked with bone fractures (Asprey et al 1998) and weight disorders (van Schrojenstein Lantman-de Valk et al 2000) are also found in increased prevalence.

There is much evidence that links disadvantaged groups, such as people with learning disabilities, with unhealthy lifestyles, leading to increased risk of poor health (DoH 1998, DoH 2003). Whilst there is limited learning disability specific evidence on this issue, several studies identify and link poor diet and sedentary lifestyles in people with learning disabilities with obesity (Rodgers 1998, Robertson et al 2000). Obesity is known to be a risk factor in coronary heart disease and diabetes. Inspite of experiencing increased health needs people with learning disabilities are known to miss out on health education and health promotion  (Kerr 1998).

2:3:2 Barriers to Primary Health Care
A range of recent studies has identified that the majority of general practitioners (GPs) believe they, in partnership with other primary care services, hold responsibility for the general medical care of patients with learning disabilities (Minihan et al 2003, Kerr et al 1996, Bond et al 1997, Lennox et al 1997b, Dovey and Webb 2000).  In an average general practice of 2,000 patients, about 40, or 2%, can be expected to have a learning disability (DoH 1999a). This is a very small percentage of the practice population, and rarely features very highly on a GPs increasing list of practice priorities. This is inspite of their enhanced needs, which require a skilled approach and specialist attention. The overwhelming evidence suggests, however, that specialist attention does not occur, with health needs rarely detected and, if identified, are  poorly met (Barr et al 1999, MENCAP 2004). Numerous studies have found high levels of previously undetected health problems in this population (Beange et al 1995, Howells 1986, Wilson and Haire 1990, Kerr and Lennox 1997), leading to a call for regular health screening. 

Research suggests that primary care practitioners experience multiple barriers in the delivery of health care to this population. Many factors have been identified to rationalise these barriers. Access to health care is often dependent on the ability of a patient, or carer to recognise a problem exists, however evidence suggests that health conditions are not reported due to a lack of recognition of a problem (Dovey and Webb 2000). Communication difficulties and behaviour problems also mitigate the ability of the person, or carer to describe, and the doctor to recognise the symptoms of any health condition (Beange et al 1995). 

A study considering the health needs of people with learning disabilities discharged from a long stay hospital, found that they required four times as much work by GPs, than other practice patients (Chambers et al 1998). Recent policy proposals (DoH 2001), recommend that GP’s should offer more support to this population, with regular health checks, and health action plans.  Recognising the additional time that people with learning disabilities require in their consultations, GPs nationally have requested extra payment for their consultations with this population. In some areas this has been agreed, although not in Bristol. Several studies suggest that inadequate remuneration in this population may actually perpetuate poor health care (Minihan et al 1993, Beange 1996).

Numerous studies have identified the lack of undergraduate and post-graduate medical education, and training, as a major barrier to effective working with this population (Beange et al 1995, Band 1998, Phillips et al 2004). Deficits in GP knowledge and skills have been attributed to inadequate health standards in caring for this population (Beange et al 1995, Lennox et al 1997b). Variable attitudes among medical staff are considered to relate to a lack of contact and knowledge of this population (Lennox and Kerr 1997). Similar concerns, with regards to education, have been expressed within nursing studies. The level of concern has stimulated a recent call for all party MPs to support a campaign to ensure that disability awareness training becomes a core aspect of all pre registration nurse training (Chatterjee 2004).

Other barriers identified in the literature include inadequate liaison between GPs and other professionals involved in a patient’s care (Kerr at al 1996).  Learning disability health provision remains an inadequately investigated area. Lennox and Kerr (1997) consider it demands further attention.

2:4 Health care provision within acute general hospitals 

Research into acute hospital care for people with learning disabilities is limited (see appendix one). In reviewing the current evidence base Cumella and Martin (2004), point to the need for further investigation in two specific aspects of care. These include studies with a sound epidemiological base, to measure the prevalence of adverse care among people with learning disability in hospital, and studies that measure the effectiveness of individual solutions.  A few studies consider aspects of these recommended areas, however this report acknowledges and reflects this limited evidence base. 

Evidence from international studies suggests a differing pattern of epidemiology, when reviewing acute hospital admissions for adults with learning disabilities. The reasons for this are unclear, however, it is likely that they reflect differences in research populations, funding streams and the greater range and active involvement of community health services in the UK. An American study (Walsh et al 1997), carried out across New Jersey, found that adults with learning disabilities had a significantly higher number of hospital admissions, than the general population, associated with an increased period of time spent in hospital. The reasons for most frequent acute hospital admissions included disorders of the ears, nose and throat, skin, kidney and reproductive system.  Conversely a British study found an overall rate of reduced hospital admissions in the learning disability population, with shorter hospital stays. The highest hospital uptake was found in medical and dental admissions, with surgical specialities being lower than the average (Morgan et al 2000).

The earliest government recognition that people with learning disabilities needs were not being adequately met in acute general hospitals, was acknowledged in a document published in 1992 (NHS Executive). This was followed shortly afterwards by an article (Lindsey et al 1993), written by doctors and aimed at doctors, giving specialist advice as to how people with learning disabilities needs should be met in acute hospitals. The first research study to consider acute hospital care for this population was published in 1995 (Slevin) This study involved 3 different groups of student nurses, comprising of 105 people, who were at different stages of their training. One group was exposed to a placement that involved close contact with a group of people with learning disabilities. In evaluating an attitude to learning disabilities questionnaire, that was completed by all 105 students, the nurse group that had worked with the people with learning disabilities, were found to have a significantly more positive attitude to people with learning disabilities, with less prejudicial views.

Another study, using questionnaires, involved 1008 acute hospital and learning disability specialist staff (McConkey and Truesdale 2000). This research population consisted of a combination of nurses and therapists. The findings suggested that levels of confidence, in effective working with people with learning disabilities, varied inline with contact patterns.  A number of other studies reflect poor acute hospital staff attitudes and low confidence levels (Fox and Wilson 1999, Iacono and Davis 2003).

 Other studies highlight the health gains of hospital staff working with specialist learning disability services (Hanson 2004) and in effective inter agency working (Hunt et al 2004). Several studies consider the role and advantages of involving specialist learning disability staff in the education and training of hospital staff (Cumella and Martin 2004, Bollands and Jones 2002).

An alternative study (Band 1998), which also involved small numbers of acute hospital staff, focussed more predominantly on the wider health experiences of people with learning disabilities and carers across the UK. A research population of 3,300 people was surveyed in total, however, only a small section of the final report focussed on acute hospital care. Poorly trained staff and poor support to carers were identified as problems. In addition, information was poor between different departments and shifts. The same study found hospital doctors were insensitive to learning disabilities patients, displaying some reluctance to treat them. Other issues identified focussed on more practical aspects of care. People with learning disabilities found it difficult to read hospital signs, finding it difficult to find their way around hospitals. Basic aspects of physical care were often neglected, with an expectation that this would be provided by family carers. 

In acknowledging the important role of family carers, two other small studies used interviews to understand the experiences of carers of people with learning disabilities attending different hospital departments. Browne (1999) undertook a small exploratory study, interviewing 6 carers and 5 people with learning disabilities attending a hospital X-Ray department. Findings suggested that information about procedures were not easy to understand, with little flexibility found within the department to meet individual needs.  Staff had little understanding on the needs of the population or the important role of the family carer in helping with compliance. The alternative study (Fox and Wilson 1999) interviewed 10 sets of parents, regarding their experience of acute hospital care at a Nottingham hospital. All the people with learning disabilities cared for in this study had multiple care needs, with minimal verbal communication. Reflecting the Band study (1998), carers carried out most of the physical nursing care. There were few activities available for people with learning disabilities to engage in. 

Only one published study has focussed exclusively on the views of people with learning disabilities experiences of general hospitals. Hart (1998) conducted a qualitative study, interviewing 13 adults with a learning disability. All had received acute hospital treatment within the previous 3 years. Five key themes emerged from her data, which was analysed using grounded theory. The themes identified included fear, general nursing care, communication about treatment, consent to treatment and doctors. The study concluded that people with learning disabilities, as patients, are not satisfied with many aspects of care that they receive when in hospital.

2:5  Participative research 

 As previously described, people with learning disabilities have traditionally lived oppressed lives, holding very limited, if any, power or control. Walmsley (2001:pge 118) notes that this imbalance of power is replicated within the research process, commenting that

“ people with learning disabilities have been tested, counted, observed, analysed and frequently pathologised, but their views have seldom been sought”.

The recognition that people with learning disabilities can be capable partners within, and across, the research process, is comparatively recent. Their evolving role is increasingly being considered across a range of different approaches. Whilst further consideration is given to these in later discussion, this study purposefully adopts a model that replicates a participative approach.

Participatory research is defined by French (1993), as an approach that actively involves disabled people in the production of research knowledge, and the selection and presentation of that knowledge for communication and publication. Walmsley (2004), considers that in realising this approach it details a commitment by researchers to working with, and alongside, people with learning disabilities, as allies.

When conducting health research with people with learning disabilities, Rodgers (1996) suggests that the method may be considered participatory, by involving a research advisory group of people with learning disabilities, or carers. Several different writers consider the role of such a group. Ward and Simons (1998) suggest that one role is to advise researchers on what words to use, when conducting interviews or focus groups with people with learning disabilities. Williams and Robinson (2000) consider that they have a key role on advising on topics for inclusion in focus groups or in writing research reports using accessible information. What ever role they adopt, Walmsley (2004, page 58) comments, that a research advisory group of people with learning disabilities ‘makes eminently good sense’ and introduces ‘added value’ to any research study considering the needs of this population.

Chapter Three

Research Methodology

3:0 Introduction

This chapter briefly outlines the justification that underpins both the choice of method and the management of data used within this study.  After first briefly describing the difference between research paradigms, the rationale for the choice of research approach and method is then described. Further consideration is subsequently given to data quality issues. As this study actively includes people with learning disabilities, a population associated with a range of ethical concerns, the chapter concludes with a brief overview of the particular ethical issues associated with involving people with a learning disability in a research study. 

3:1 Qualitative verses Quantitative research
 It is considered that there are basically two different paradigms, or approaches, to conducting research. Quantitative research adopts a positivist, or scientific approach. This approach involves the use of research methods that collect structured data that can be measured and statistically analysed. In contrast, however, qualitative research adopts an interpretative or inductive approach. This less structured approach uses methods that focus on hearing people’s real life experiences, the analysis of which seeks to make sense of these and understand why and how things happen.

3:2 Rationale for choice of research paradigm and methods

It is suggested that the choice between the use of different research methods should depend on what the researcher is trying to find out (Silverman 2000). Within this study that explores human experiences, the method used enables the participants to express themselves within their own terms. Mays and Pope (2000) argue that qualitative methods are particularly suited to researching complex social situations or, as suggested by Britten et al (1995), when researching a topic that is poorly understood or ill defined, as is the case within this study.  Silverman (2000) considers that qualitative methods should be favoured when exploring aspects of life histories, or everyday behaviour. In acknowledging these views in relation to this study, this research is undertaken using a qualitative paradigm.

There are a number of different methods associated with qualitative research. In interpreting the term methods as meaning, the techniques and approaches used for the gathering and analysis of data, it is suggested that the choice of research method used should reflect the overall research strategy (Silverman 2000). A fundamental aspect of this study was to ensure that the method used for data collection enabled the active participation of all key stakeholders. People with learning disabilities have been found to experience social exclusion and poor health, due to poor access to accessible information (Espie and Brown 1998). Particular consideration is given in this study to ensure that the research method chosen was fully accessible to this population, facilitating the equitable involvement of the three key stakeholder groups.

Many people with learning disabilities have reasonable verbal literacy and social communication skills, however experience limited ability to relate to the written word. This issue therefore makes the use of research methods, such as written questionnaires extremely difficult for use with this population. Mainstream health studies are increasingly reporting the positive outcomes associated with the use of focus groups, as a research method used with widely different research populations. Balch and Mertens (1999) outline work done with people with sensory impairments and Chiu and Knight (1999) comment on the advantages of using focus groups in their work with minority groups. Mosley (1994) highlights the value of any group activity when working with people with learning disabilities. She suggests that the use of focus groups helps to raise collective self-esteem, therefore contributing to individual empowerment. This is achieved by enabling others to listen to personal views, leading to self -recognition that others listen, and value, what an individual has said. Several studies report the benefits of focus group use in health research with people with learning disabilities (Martin et al 1997; Fraser and Fraser 2000). The method is considered by Fraser and Fraser (2000) to facilitate greater individual insight into an issue, enabling a range of different experiences and opinions to be expressed. The same authors discuss the advantages of the group interview method, in comparison with individual interviews and the benefit of maximising numbers of people involved in a study when working to a limited time frame, as was the situation in this study. These issues underpin the rationale for the choice of focus groups as the method of research used within this study.

3:3 Use of Focus Groups

A focus group, defined by Sim (1998) as a group interview, is a discussion group that is focussed on a particular topic. Facilitated by a group co-ordinator, the group aims to generate qualitative data that reflects people’s personal experiences, beliefs, attitudes and meanings. In facilitating the focus group, Sim (1998), suggests that the role of the focus group moderator should be actively considered, particularly in striking the right balance in between adopting an active and passive role. Butler (1996) found that there was advantage in the focus group facilitator adopting a passive role, enabling the expression of potentially sensitive or emotive issues that may not otherwise have been expressed.

Focus groups aim to generate data that is valid and reliable independently of the research setting. Schroeder and Neil (1992) comment that focus groups are suited to investigating any issues that relate to the caring professions, such as in nursing.

In setting up focus groups Krueger (1994) suggests that any number of participants between 7-10 people is ideal. When they include people with communication difficulties, however, Balch and Mertens (1999) suggest that a smaller group yields better results. Any focus group study is recommended to include a minimum of three different groups (Krueger 1994). Focus group participants are selected due to characteristics that are in common with the topic of interest. Krueger (1994) suggests that personal disclosure and active participation of group members is most likely to occur when talking with others resembling themselves. In addressing these issues in planning this study the focus groups were divided to reflect the three different stakeholder populations. These were people with learning disabilities, carers and hospital staff. All focus groups met on one occasion, however two groups were held for hospital staff. With four participants being the largest size of focus group held, all focus groups were smaller in size than was felt ideal.  

3:4 Validity and Relevance

Whilst there is some critical argument regarding the credibility of qualitative versus quantitative research paradigms, Mays and Pope (2000) suggest that that the quality of a study using qualitative methods may be judged by the use of the same two broad criteria. These are validity and relevance, also known as reliability. In agreeing to their use however, the same writers suggest that the different paradigms seek to achieve different goals. This necessitates that these concepts are adopted and used in qualitative research using different approaches.

Validity is considered to relate to the extent to which an account accurately represents the social phenomena to which it refers. Topics raised and discussed within the different focus groups, that reflect and show congruence with the general themes found in the national literature, lead to patterns of convergence. Within this study several different approaches to validation of the data was considered. Participant validation was considered by presenting a summary of the key discussion issues at the end of each group session. All group participants were asked to comment on this and ratify, if in agreement. Mays and Pope (2000) suggest that validity can be further strengthened by an approach called triangulation. Triangulation, in its broadest sense, refers to the use of a combination of approaches used to answer a common set of research questions. This study facilitates triangulation of method, by collecting the views of the three different key stakeholder groups.

Generalisability links to the significance, or relevance of the study, and is the extent to which information gained from particular case studies can be generalised to a broader population.  It is prudent to register a degree of caution when projecting qualitative research results from a small local study, to a wider population. This caution is acknowledged within this small, localised study. The use of three different key stakeholder groups representing a widely heterogeneous population suggests however that some outcomes of this study add to the limited body of knowledge that currently exists on this topic, some elements of which may have national application.

Research may be considered relevant when it increases the knowledge base of a topic or corroborates the current research base. Due to the absence of local research this research aims to formulate an initial local research base, adding to the wider research base in this aspect of care. Denscombe (2002) highlights the aspect of timeliness, in relation to relevance. He suggests that research that takes place at an appropriate moment has an added dimension to it, in that it serves to increase its value and makes it more worthwhile. There is currently an increased national focus on the reduction of health inequalities, accompanied by the planning of future local strategy on the support needs of people with learning disabilities in the hospital considered in this study. As a result this study is felt to be timely, fitting in with both national and local contemporary concerns.

3:5 Data Collection and Analysis
It is considered by Kreuger (1994) that the systematic analysis of data has two dimensions. The first dimension relates to the way in which data is collected and the second to the manner in which data is analysed. The data in this study was collected through focus groups. Participants were asked a number of pertinent questions by one facilitator, who was also the analyst. These questions were generally open in character, based on aspects of care identified as significant by people with learning disabilities living locally. The focus of questions asked was similar across all three focus groups, although was structured slightly differently to meet their different needs. The data was collected by audio- tape and hand written field notes.

In order to analyse data using a transparent and structured process, it is important to use a system that is consistent across the whole data set (Mason 1996). The data in this study was analysed using a practical, manual approach. This was done using a transcript  based analysis that identified emerging themes which, over time, were sorted into coded categories on which the findings in the final report were structured.

3:6 Ethical issues

It is suggested by Denscombe (2002) that researchers have a duty to work in a way that minimises the prospect of their research having an adverse effect on any people who are involved. In considering this statement a dilemma relating to the differential power dynamic between the research participants, and the academic researcher, had to initially be resolved. Due to the vulnerability of many of the participants in this study this research strives to meet high ethical standards.

It has been suggested that due to people with learning disabilities tendency towards acquiescence, very few studies have succeeded in involving this population in describing their lived experiences (Stalker 1999). Other writer’s comment on the complexities of ensuring informed consent is gained when conducting research with this population (Wright et al 1994). Within this study therefore, the first consideration, prior to seeking ethical approval, was to ensure that all information about the study was available in a fully accessible format. Aiming to prevent deception, and to enable fully informed consent, an information sheet and consent form was developed that described the study in clear and simple terms, using an easy read format. (See appendix two). Prior to use this was sent to both specialist speech and language therapists, and a local self- advocacy organisation, for comment. This was to ensure accessibility. An exclusion criteria, including people who could not read the information sheet, was applied. The same booklet was used for all focus group participants, and the research advisory group.

Ethical approval was sought and obtained from both the appropriate local research

ethics committee and the university sponsoring the research.

Chapter Four 

Reflection on the Research Process

4.0 Introduction

This chapter describes the experiences encountered in undertaking this research study for an MSc in Public Health. I approached this study from a professional background of over twenty years in community learning disability nursing. In my nursing role I have consistently been exposed to the multiple health inequalities and continuing social exclusion that people with learning disabilities encounter throughout many areas of society. I wanted to try to readdress this, both in the choice of a topic identified as important by people with learning disabilities, but also in a participative study designed to actively involve people with learning disabilities. 

Whilst acknowledging that this study was predominantly for the purpose of achieving an academic qualification, it presented me with the opportunity to work together with people with learning disabilities to identify and investigate a topic that was of interest to them. The intention was that this study should be participative in nature. The ultimate aim of choosing this approach was to work with people with learning disabilities in a study that would help them define the problem, own the process and achieve ‘joined up’(Benzeval 1999, pge 38) local solutions. Another, rather naïve, intention was to give people with learning disabilities the opportunity to work from, and within, an equitable power base.  
Inclusive research models are considered by Walmsley (2004) to add positive value to any research. They are increasingly advocated within research into health inequalities

promoting principles of partnerships and inclusion, both key elements of modern public health policy. The experiences encountered and described in this chapter however suggest that the rhetoric belies the reality. This study found that there are many obstacles that mitigate against engaging in participative research, particularly within an academic and time limited context.  Written from a personal perspective, this chapter outlines the real experiences encountered throughout the process of this research study.

4: 1 Planning the study
Chappell (2000) highlights and defines the two predominant approaches to user involvement in learning disabilities research She suggests that participative research enables alliances or partnerships to develop between the researcher and the participants, where as emancipatory research is when the people with learning disabilities control the whole research process. In planning this study I had always known that it could not be emancipatory in design. I believed, however, rather naïvely, that I could work in partnership with people with learning disabilities using a participative research approach.

It is suggested by Stoeker (1999 pge 850) that there are six key points at which decisions need to be made when undertaking participative research. They are

· Defining the research question

· Designing the research

· Implementing the research design

· Analysing the research data 

· Reporting the research results 

· Acting on the research results

In adopting a participative approach I felt that the above six-point process would act as a framework to underpin the process of this study. With the study having been initiated primarily to meet my academic needs, I had anticipated that there would be some issues I would need to address. The main issue was the inequitable power base on which the study would be developed. I was prepared to raise and discuss this early in the research process, believing we could come to a compromise in a working partnership. In considering the method in more detail however a number of other issues, relating to the academic nature of the study, became apparent. The limited time available precluded me from advertising widely, to find a group of people with learning disabilities from which to first develop an early research group. One study (Burke et al 2003) suggests that the initial learning about research process with a small group of people with learning disabilities that have expressed an interest can take 9 months. This work needs to be undertaken prior to defining the research topic, as all participants need to make a collective decision on what topic to research. Clearly the academic time limit, of approximately one year in total, precluded me from doing this. In addition, and because of the vulnerability of this population of particular importance, ethical approval for this study had to be agreed by the appropriate NHS ethics and university committees prior to the start of the commencement of the study.

A research proposal that describes the topic of investigation, the research questions and the proposed research design was required to inform the ethical submission. For these reasons I felt that I had to compromise my intention of fully participative research, to meet the rigid academic requirements required. For these reasons my final research design was considerably less participative than originally intended, resulting in the involvement of people with learning disabilities to a much lesser degree. The final research design therefore acknowledged two levels at which they would participate. These were as members of a research advisory group, the aim being for them to advise and generally oversee the research process, and as focus group participants.

4:2 Literature Search 

After choosing the topic of research and, prior to writing the research proposal, a literature search was undertaken. This was done by performing a systematic review of the international research literature, written in English. This search helped to determine the evidence relating to the physical health needs of people with learning disabilities. In addition it identified the different responses taken by both primary and acute health services in meeting these needs. 

Having access to Ovid, a search was initially conducted using the bibliographic data -bases of CINAHL, MEDLINE and PsycInfo. This identified both relevant research material, and published reports. Hand searches of the reference lists of identified studies and articles and communication with researchers, known to have a publication history in this topic area, were subsequently undertaken. In conducting the literature search, six different terms known to describe the learning disability population internationally were used. These terms were used in association with a range of different health care terms. As a result an extensive range of over 100 studies, ranging in quality, were found that explored the physical health and the community health care of this population.

4:3 Ethical Approval Process

Having been informed by the university that my research proposal was acceptable, I identified the relevant research ethics committee and duly sent them my proposal. This submission included an accessible information booklet, consent form and information poster (see appendix 2 and 3). I also applied, and subsequently received  study approval from UBHT (see appendix 4)  I found the ethics application process long and drawn out, partly due to the fit between it being an on line application and my limited computer skills. Anticipating many questions, due to the study involving people with learning disabilities, I attended the hearing of my proposal. It felt appropriate that I did this as many questions were asked, some of which reflected a generally poor understanding of the needs of this population. The proposal was initially rejected with seven relatively minor issues that required reworking. It was subsequently rejected for a second time with one word change required. Final approval was given in January 2005 (see appendix 5) The study was then sent to the university for agreement to proceed. The ethical application process took from September 2004 until February 2005, a period of five long months.

4:4 Research Advisory Group

It is only relatively recently that people with learning disabilities have been involved in the research process. In order to enable people to make an informed choice about whether they wished to be involved in this study, it was important to go out and tell them all about research, as a topic. Using the definition that ‘research means finding out things and finding out why things happen’ (March et al 1997, pge 78) I talked about research and, in particular, this study, to over 100 people with learning disabilities. This was done in day centres, a college, a drama group and a self-advocacy group, over a period of about six weeks This information was supported by the accessible study information sheet and consent form. Six people expressed an initial interest in belonging to the advisory group, taking away consent forms to consider further with carers and friends. Three completed consent forms were subsequently returned.

Working within a tightly constrained time period I acknowledged the group size was rather small, however chose to proceed with a research advisory group of three. I subsequently agreed and booked three dates for meetings, along with an accessible venue to hold them in. The meetings were booked for three consecutive weeks, prior to the start of the focus groups. Wanting the group to have a basic understanding and some knowledge about research, and the research process, I invited a person with learning disabilities, and a staff member, from another part of England to the first meeting. This was for them to share their research experiences with the group. Both had worked together on a co-researcher basis and were now both employed by a government agency. Making the most of their visit to Bristol I also arranged for them to meet with specialist health staff and with a self -advocacy group.

After much organisation the research advisory group never met. When contacting the participants by phone one day prior to the first meeting, to confirm their travel arrangements, two participants withdrew. In both cases this was due to carers withdrawing the person from the study. The reasons given were that the group could adversely affect one person’s mental health, with concern regarding independent travel in a taxi, for the other. I found this extremely frustrating. The one remaining participant was a member of a self- advocacy group and suggested that the self-advocacy group could be approached instead to help out. I contacted them and they agreed to meet with me on one occasion, to coincide with the visiting speakers. As a result I had a meeting with seven people with learning disabilities. The visiting speakers facilitated this meeting. The outcome was a very powerful discussion, in which all present shared their experiences of general hospital care. The topics raised and the outcomes from this discussion were then collated, along with the national evidence. This information was then used to help compile the open questions. These were subsequently used for the focus groups.

4:5 Planning and Facilitating the Focus Groups

Anticipating some degree of difficulty in gaining participants for the focus groups, I advertised this study widely. This included sending out over 60 posters and information books. I also gave 8 talks about the study, in a range of different stakeholder environments.

The problems found in recruiting people for the research advisory group were reflected in recruiting participants for the focus groups. Ironically the stakeholder group that I had anticipated being the easiest to recruit, the hospital staff, presented as the most difficult. My feeling, in rationalising this, was that this reflected the relatively low priority afforded to this population in general. I found the disinterest given by staff to the study surprising. This was in direct contrast to one highly respected senior nursing manager, who was extremely supportive of the study. Conversely however, I found this pleasing too, as it suggested that staff were not being pressurised to participate. This suggested that any eventual participation was of the individual’s own volition.

In total I planned and attended four focus groups for the staff group. At two of those meetings, no one turned up. This I found extremely demoralising, so subsequently met with a hospital senior staff member to review my strategy. As a result I kept the same venue, but altered the time of the meetings, from mornings to afternoons. I also put out further posters around the hospital and phoned a number of hospital wards reminding staff of the study. The pro- active approach appeared to pay off as at the third meeting two people turned up. After collective agreement we held the group discussion with the two participants. Whilst the data gained from this group discussion was rich and valid, I wanted to try once more to get a wider perspective. My original research design, agreed by the ethics committee, was to hold three focus groups, one for each stakeholder group. I therefore had to re contact the ethics committee to gain their agreement to hold another focus group. They agreed to this (see appendix 6) and a further staff focus group was held. Four people attended this meeting.

The other two stakeholder groups were easier to recruit, although both groups were smaller than I would have liked. Again I originally had six (different to the advisory group) people with learning disabilities that had wanted to attend, but due to, predominantly transport problems, only three turned up on the day. Four carers attended the carer’s focus group.
Four focus groups were held over a three-month period. In total thirteen people attended the four groups. Group one comprised of three people with learning disabilities (P), group two of four carers (C), group three of two hospital staff (S) and group four of four hospital staff (S2). One of the people attending group one was accompanied by a personal assistant, however this person did not participate in the focus group discussion. 

All focus groups were held in a centrally located hospital staff education centre. This building is situated opposite the front entrance of the hospital, and was purposefully chosen for several reasons. Being situated in a central location it is comfortable and easily accessible for staff at work and for public transport. Its close proximity to the hospital being discussed was felt appropriate to help aid participant reflection.

Whilst this was a relatively small, locally focussed study, the study participants encompassed a wide variety of experience and personal characteristics. Both male and female perspectives were represented in the three stakeholder groups. The experiences of people with mild, moderate and severe learning disabilities were collected, which incorporated the views of people living independently, in paid residential care or living with family carers. Several people with learning disabilities and carers referred to more than one BRI hospital admission. One person with a learning disability also had a physical disability, which necessitated the use of a wheelchair and therefore a physical access perspective.  

The wide range of conditions for which this group required hospital admission, or on whose treatment carers were reflecting, resulted in experience of care provision in a wide range of wards and departments throughout the BRI. These included medical, surgical, accident and emergency, pharmacy, X Ray and outpatient clinics. 

The experiences and views of family carers, paid specialist residential care and community learning disability staff carers were encompassed within the carer’s focus group. Their experiences related to the hospital admissions of eight different people with learning disabilities that they had supported. 

Staff members, of different grades, and of variable years working experience, working in both medical and surgical specialities represented hospital staff. A hospital modern matron and a representative from the Patient Advice and Liaison (PALs) service also attended. All had had some degree of experience of caring for patients with learning disabilities.

Inspite of having some experience in working with groups, in reflecting on my role as the focus group facilitator I recognise that found it difficult in all four groups to strike the right balance between taking an active or passive role. Straw and Smith (1995) comment that clinicians may find the need to create a supportive or therapeutic environment when moderating focus groups. This is rather than concentrating on the primary need for data collection. This issue is appears pertinent to my own role in this study in facilitating the different groups.

Sim (1998) suggests that the dynamics that take place in focus groups are central to its success. All four focus groups in this study individually demonstrated much shared experience and consensus of views. If, however, these groups had of been made up of mixed stakeholders there would clearly have been issues of dissent. As the groups were stakeholder specific there was clearly homogeneity in the group membership. Conformity of opinion is considered by Sim (1998) to be highly influenced by the composition of a group and may explain the predominant consensus of views within all study groups. 

4:6 Method of data collection

The data collected during four focus group discussions consisted of audio-taped speech and written field notes. This was collected over a period of approximately six hours in total. The questions used to generate the data were predominantly open in structure, in order to allow the participants to consider their experiences in the widest context. The questions facilitated opportunity to relate both positive and negative experiences. They also gave scope for participants to suggest and feel a degree of ownership in proposing how solutions to pertinent problematic events could be rectified.

Kruegar (1994) recommends that written notes should be taken, even when a tape recorder is used. This was good advice as, when transcribing the data in this study, the tape recordings for two of the groups were extremely difficult to understand. The field notes were invaluable in supporting the understanding of the data.

4:7 Data Analysis

The focus group data was audio-taped, transcribed and analysed qualitatively using an interpretative inductive approach. All data was anonymised during the initial transcription process. The transcription process yielded over 160 pages of double -spaced printed text. 

To get a full sense of the range of experience, key categories and patterns of relationships across the whole picture, I initially read the transcripts numerous times. This enabled me to immerse myself in the data.  This process was extremely time intensive, and I found it to be easiest when there were no outside distractions. I then analysed the data on a sentence by sentence basis. The building of categories, and general thematic analysis, was aided by printing each group transcript onto different coloured paper. Each sentence was then cut and placed in the appropriate category. Whilst rather arduous, this practical method was found especially useful in the recognition of cross category issues, and emergent common themes that were raised across the three different stakeholder groups.

The analysis process was a reflexive exercise, which involved moving across categories of data and between the emergent overlapping themes of the different stakeholder groups. Although the focus groups enabled reflection of lived experiences, the influence introduced by the significance of my position as a Bristol based nurse facilitator of the group, the selection of questions asked and the interpretation drawn during the analysis process, is openly acknowledged.

4:8 Conclusion

This chapter has described my personal experience of the research process, a process that I have greatly enjoyed but also found extremely frustrating. In reviewing the events of this study I do not feel that I achieved my aim of developing a participative study. I do however feel confident that I have used the experience as a learning process and have identified the barriers that preventing this occurring. Aside from personal gains I feel this chapter demonstrates a credible study, the outcomes of which add to the greater body of local and national knowledge.

Chapter Five

Data Analysis and Findings

5:0 Introduction

This chapter is concentrated on presenting a review of the research findings. Custom designed computer programmes, are considered by Mason (1996), to provide invaluable assistance in the analysis process. Denscombe (1998), however, suggests that computer aided analysis of small -scale projects, such as in this study, can impede the learning process and may prove unjustifiable in terms of time. Consequently the data gathered from the four small focus groups held in this study, was analysed using a systematic manual process.

Qualitative analysis is concerned with identifying patterns in the data and different ways in which the data relate to each other (Darlington and Scott 2002). In this report these common patterns, across the stakeholder groups, are incorporated and described under different headings, or categories. Three aspects consistency, communication and the specialist nurse role emerged as three key themes that are common across all categories. Within this report they are integrated under the individual topic headings.

 5:1 Research Findings

This small study included the running of four different focus groups, which, between 

them, generated an inordinate amount of relevant and interesting data. This report focuses on the pre-dominant issues discussed within the study.

5:11 Becoming ill

Participants had variable experiences in relation to the start of their patient journey. Assistance was required in gaining access to hospital.

C1 “ She got ill at home during the night. Her husband called out a doctor and then the doctor called an ambulance.”

Similar support was also found to be required in recognising serious illness, and in access to hospital care. 

 P3 “ My community nurse said I was ill and said I might need to go into hospital, so she, and the OT took me. When I got there the doctor came right over and said you don’t need to tell me that you’re ill cause I know you’re ill.”

People with learning disabilities may need extra help in the preparation for non-

 urgent hospital admission.

C1 “ ..like many other patients probably, she appeared confused. She wasn’t reminded of things to bring, she had nothing with her, no handbag, tablets or personal information. No one suggested she should bring a drink or even a toothbrush….”

People with learning disabilities are likely to require extra support in hospital. In this case the patient was admitted during a routine admission, it being likely that the ambulance driver didn’t recognise the patient had a learning disability. This suggests that many different staff groups that are involved with patients throughout their hospital journey.

5.12 Hospital Admission

In considering good practice, one staff member felt that a pre planned hospital admission, involving a ward visit, had led to a more positive stay for many patients. This was felt especially beneficial for patients with learning disabilities.

S2 3 “I mean, you can imagine, having cardiac surgery is a huge thing anyway so they do come and visit the unit beforehand which sort of helps them integrate into the environment”.

Pre planned admission can also feel very difficult, particularly when associated with long periods of waiting.

P2 “There is this question of waiting time which I’ve been very disappointed that I have had to wait, um, wait over six months from the doctors for surgery.”

A pre planned hospital stay is not always possible. Certain factors may make hospital admission easier.  For one patient, familiarity proved beneficial.

C1 “ Because he’s been in and out of the hospital so many times, and he knew that particular ward, it, his admission, was relatively easy.”

Good practice would suggest that a full assessment of needs is required for all patients on admission, with the need for good communication being essential. Hospital staff refer to the use of a standard assessment form that records all patients needs on admission.

  S2 3 “ It’s a form we use for everybody, but obviously you write down different things, so if they have learning disabilities, you can also get information from the carers….”

One carer could not remember being asked for information at all on admission.  Rather than feeling staff were supportive in the assessment process she felt, at times, staff appeared actively disinterested.

C2. “I don’t know that we had to tell them anything. They sort of came forward once and asked if she had a food preference for anything. There was one time when I said to a nurse, she has been washed and is ready for bed…..she sort of shrugged me off saying what are you telling me for”.

The same carer reported that initially she had positive expectations of care for her sister, having been allocated a named nurse. In the event this was not realised.

C2 “ She introduced herself to us that first evening, you know this might be a good idea, but we never saw her again”.

An alternative experience, described by another carer, illustrates how inconsistency of ward approach can result in totally different experiences.

C3 “We had to keep repeating the same information. He wouldn’t take tablets, he would only take his medication in liquid form. And the amount of times staff would turn up with a pot of tablets and I would say again, he will not take tablets and they’d say I’ll have to talk to the doctor about this. Then I’d say he has them in liquid form and then they’d say we don’t have that on the trolley and I’d point out where they were as I could clearly see them……..and then the other ward were fantastic. They had syringes to put the liquid into his mouth at the ready, you know they were really on the ball. It just varies so much. On one ward everyone was interested on the other they would appear to know nothing”.

Whilst a planned admission is clearly preferential for people with learning disabilities, this is not always possible. An emergency or unplanned admission was a common experience for people with learning disabilities, and can involve patients rapidly moving around the hospital. For one patient who was admitted through the accident and emergency department, her transfer from ward to ward resulted in a deterioration in health, and in a subsequent complaint.

C1 “On the day after she was admitted she was transferred from one ward to another. She took her medication with her, but, for some reason, she was told it had to be re issued by the pharmacy. Due to all the waiting around however it took so long issuing, they took away all the stuff she brought in and by then the pharmacy was shut. So her medication was missed. She knew and you know she said I didn’t get my medication, but then apparently nothing was done. But then the next morning she had a seizure, the first one she had had for months. What with her other health problems, it really knocked her back.”

During 2004, the development of a specialist nursing post appeared to act as a catalyst for positive change.

S21 “When I was working with the specialist nurse, that was one of the things we looked at. seeing if there was a way that patients with learning disabilities could be, when they come into A&E, that they could be admitted straight to a medical ward, rather than going through an admission ward, just to make their journey a bit smoother. That is something we thought was really negative.”

No evidence, however, was found in this study to suggest that this change in the unplanned admission process has yet made any impact.

Another aspect of the admission process that the specialist nurse considered with hospital staff, was that of a pre-admission assessment form. This was felt important to enhance shared communication. One participant with learning disabilities brought along a file, owned by him, that he used.

P2 “ I’ve got a book, supplied by the NHS (learning disability service) in which I put down everything that’s wrong with me….so, if I go into hospital I am able to answer questions”.

This approach would unlikely to be effective with people with complex learning disabilities. Carers described using several different pre admission forms completed by them, on behalf of the patient, but they appeared cynical about their effectiveness.

C1 “It is completed prior to admission. They ask all the right questions. It’s a good form, in theory, if anybody reads it.”

C3 “ We have something similar. You try to give them all the relevant details. I always give them my name and number, or that of my other colleagues and stress the importance of, if there is any change, or they want to plan discharge that they contact me. I seem to spend my time constantly reminding people to contact me….but you get the impression it’s pointless”.

Pre assessment forms are considered to be beneficial if they are used consistently, although outcomes from this study suggest their use requires further consideration.

5 13 Waiting times

Much media coverage is given to long trolley waits and periods of waiting in accident and emergency departments.  In common with the general population, participants in this study described similar experiences.

P1 “ …and then I was on a trolley and I was, um, waiting for a bed and it took till the next day to get a bed, so I slept on the trolley.” 

. 

C1 “She had pneumonia she came into A&E and I think she just hung around, on her own, on a trolley for many hours, just waiting for admission.”

There are specific issues, associated with the behaviour of some people with learning disabilities, that makes waiting particularly difficult.

C3 “Because of the nature of our people, they are socially challenging, as opposed to physically challenging. They are not violent in any way, but they can be quite noisy when distressed. You tend to find, and I will stress this quite a bit, that staff don’t seem to understand that these people cannot wait. It is very difficult to for us to manage to support them for four or five hours, where you and I would just sit and read or just quietly wait.”

From this description it is clear that long waits for some patients with learning disabilities are traumatic for themselves, the carers and potentially, the general public, also waiting for treatment. One department was singled out and praised for already having acknowledged and done something about this.

C2 “I found the X Ray department excellent, they took care and they always get you to the front of the queue.”

5:14 Hospital Discharge

The importance of good communication was also a factor in the discharge process. Carers, in particular, found the breakdown in communication detrimental in their ability to provide care. On discharge patients were generally sent home from the ward with a discharge form.

C1 .. “all it had on were a list of medications, some of which were medication changes. There was no explanation at all about why her medication was changed and nothing about her discharge condition… our team offer this patient a lot of support. We had no information relayed to us at all, inspite of phoning, and visiting the ward, stressing the importance of being involved in any discharge planning.”

Poor communication occurred between hospital departments and community staff.

C4 “I liased with one of the physio’s….Inspite of asking her to liase with us on discharge this didn’t happen. There was no handover, nothing to say what physio support was required, no paperwork, nothing”.

Carers considered, and made recommendations regarding how it could be improved.

C1 “ If they held a discharge planning meeting, this information could be shared. We’d love it if we were invited to them, but I’m not aware that they even hold them.”

 People with learning disabilities themselves felt they should be involved in the discharge process.

P3 “Well I mean, I think if you are discharged, when the doctor says you can go home, I think the hospital and the doctors should give you a letter to say why you are discharging the patient.”

Hospital discharge was associated with long periods of waiting around in different departments. There was a shared feeling that the whole discharge process should be reviewed.

5:15 Provision of care in hospital

Having a learning disability may affect people’s ability to care for themselves, which may necessitate in increased levels of personal care. This however, is not always the case.

P3 “Ah, the ward sister, the ward staff, put it this way, allowed me my own independence. They just let me get on with it. Like they said there’s the gents, ah, they asked if I could manage, I said yes. I managed, I could wash, go to the toilet. I’m allowed to go out of the ward you know. They gave me my independence, well, put it this way do my own thing.”

Other participants with learning disabilities reported varying levels of need for care from the nurses.

P1 “ I needed help being in there, me being as I am, but they (the nurses) used to sit me on the commode and I would go to the toilet and they used to wash and feed me all the time.”

P2 “I used to get up and wash myself, but, well if I needed a shave the nurses used to do it for me.”

In providing care, the nurses were referred to in both a positive and negative light.

C3 “ A nurse caring for one of our gentlemen, she actually showed him what she was doing when he had to have an ECG. She put one electrode on herself and took it of to show it wasn’t going to hurt…that they were willing to take time to show him suggested to me that she understood his different needs.”

C2 “ The nurses were never around. We never saw one from one day to the next”.

The doctors were referred to less often than the nurses, but comments were generally positive.

C2 “ The medical side was brilliant. The doctor came to see her three times on the day, you know the day they were seeing to her, and a couple of times on the day she went home”

The role of doctors was often raised in the same context as nurses, the two distinctly different professions frequently being lumped together. Most dual references were in relation to communication.

P2 “ I was just thinking about, it’s going to be alright if people, like doctors and nurses speak to the patients instead of the guardians. At the end of the day you are the one that is ill”

One staff member pointed out a reason why doctors often experience difficulty in communicating effectively with patients.

S24 “ There is certainly an issue about communication, in particular with medical staff. Quite often on the patients journey through the hospital the doctors are not necessarily around when the carers are around. So when they need to communicate with the patient, they may not have the time to spend trying to put their point across or explaining what needs to happen.”

Another staff member, within a separate focus group, also referred to this issue recognising the shared lack of skills in working with people with learning disabilities.

S2 “…doctors know even less than us”.

Doctors and nurses were not the only people referred as care providers. Domestics helped in the filling in of food slips. Carers gained positive support from staff in theatre and the orthotics department. One patient praised the help of a physiotherapist in relation to supplying accessible communication.

P2 “ They wrote everything down in leaflets, er which were produced with pictures and, um they underlined the pictures, or broke down the pictures what I had to go by.”

One patient asked, and received help from elsewhere, an area that staff acknowledged as not really ideal.

P3 “Well when I was in there, I could go, I could pop I had to get people to help me with my dressing gown cause I broke my arm some time ago you know, and every time I wanted, I wanted, I, I used to ask one of the patients to put in on, you know.”

Within this study however, by far the most significant group of people that were referred to as support in hospital were carers, this term being used to encompass both family and paid carers.

S2 3 “If they’ve got carers it’s much easier, as they can tell us what they need”

S2 1 “If it wasn’t for their parent or carer I would be completely lost really because they are such a mine of information and know all their little routines.”

Carers also acknowledged advantages for the patient, if a carer, they knew well, was present.

 C2 “ It can be frightening for them and I think that if they have got someone they are happy with they are more secure and they tend to tell you things about what upsets them, more than they would a stranger.”

C3 “…say like giving the patient their medication or getting some urine samples, things like that. You know we are quite happy to do that because it is indicative of our relationship with them as they are probably more likely to do it for us because they know us, rather than a complete stranger…”

The perception that caring for a patient with learning disability in hospital is a shared responsibility between staff and carer emerges, in this study, as a strong belief of most hospital staff. Whilst many carers acknowledge a degree of responsibility, carers are confused about their hospital role. The different aspects of care are rarely shared out or discussed. This often results in carer frustration and a general feeling by carers, of us and them. One staff member expresses the need for a working partnership

S2 4 “Shared care, I would say and acknowledgement of the carer’s level of knowledge, expertise and ability to share, that is really important.”

Another staff member considers why carers may want to remain involved, rationalising her perspective.

S1 “ Many carers spend much of their life caring for that person, and don’t feel they can leave because the nursing staff don’t come and check the patient when they are there. They feel they are not being looked after. That is not to say that this is the case, but that is what they think”.

The experiences described appear to suggest that poor communication, between staff and carers, can lead to confusion regarding their respective roles and responsibilities.

C3  “I’m a qualified nurse, an RNMH, and am not general trained at all…I think they expect that because we are trained nurses we will provide all care. They seem to withdraw from personal care, even changing beds and things like that because they expect us to do that”.

A lack of communication can also lead to anger, something that could easily be prevented if communication improved.

. 

C2 “ I just thought if I wasn’t there to do it then nobody would say, Oh, have you washed or put your pyjamas on and settled down. So I just thought knickers to them, and just got on with it.”

One carer who had had good and bad experiences illustrated the inconsistencies between different wards. Having first described an atrocious situation on one ward, she went on to describe another better experience.

C3 “…and the doctor sent him back in on to another ward and they were falling over themselves. Same gentleman, same problem, same issues but a different world and they couldn’t do enough.” 

Having carers supporting hospital staff in the care of patients with learning disabilities, can be an obstacle to care. This is illustrated by one experience where a patient, cared for at home and in hospital by her elderly mother, refused to accept a change of medication.

 S21 “It made it very difficult for us, our frustration was that we were treating the mother and not the patient.”

Whilst carers were expected to have a significant role in caring for people with learning disabilities in hospital, there was little evidence that the hospital cared for the carers. The experience of carers supporting patients was clearly extremely difficult.

C3  “Even for us to say, do you mind if I pop off to get a drink or a bite of supper, they were very, well we can’t look after him. You could be left there for hours without anyone just sticking their head around the door”.

C2 “ Occasionally they send you a cup of tea, not very often though. It felt difficult to ask for one, with fear of rejection really”.

Not all experiences were negative. One ward, the medical assessment unit, was singled out as being particularly supportive to carers.

Staff shared their concerns regarding the lack of resources for carers. One staff member poignantly described the position of carers, stressing how little understanding hospital management appears to have of the enormity of their neglect.

S1 “They come to the BRI and find no support, no physical space for carers to go and have a sleep or a break from the person they care for most of the day, no where even to make a cup of tea. The carers find little to support them and end up asking where they can go to eat their meals or are they allowed to use the toilet on the ward.”

Whilst not acknowledged by carers, staff were also concerned at the lack of support for carers on emotional issues such as bereavement, feeling that it required a more specialist approach than they could provide.

S2 “Nurses don’t usually feel skilled in bereavement support anyway, but when it’s a person with learning difficulties, and you often know their families well, it seems extra hard. We really need someone, like the specialist learning disability nurse to help us”.

The people with learning disabilities participating in this study had mild learning disabilities. None were supported in hospital by either family or paid carers. They did however acknowledge their need for additional care support, and did not feel that all of their needs were always met. They raised the possibility of the hospital providing a different staff member, perhaps known as a personal support assistant (a PSA), or learning disability helper.

P2 … “someone who looks after you, knows your needs, knows exactly what to do and how to communicate with you, which, when you were talking to the doctors would help you”.

5.16 The hospital environment

A range of different aspects of care relating to the hospital environment were 

identified by the focus groups.

5.16a Parking The topic raised most frequently was the limited access to parking.  Challenging a personal assumption that, as non -drivers, this issue would not be of interest to people with learning disabilities, I was proved wrong. Relying on carers, to support them both in clinic appointments, during admission and discharge, or as visitors during hospital stays, people with learning disabilities were the most vociferous group in discussing this issue.

P1 …“cause when my auntie used to come in and see me, and my sister used to come in, they had a job to park, cause, you know, they couldn’t park their cars at all, you know, and had to find somewhere else to park, away from the hospital, you know”.

Carers also discussed parking. One carer reflected on an experience that left her with feelings of guilt.

C2 “When supporting my sisters admission, the staff nurse told me to park in the disabled parking spaces. I wasn’t sure about this but he said it doesn’t matter, you’re here to stay with a patient…”

The problem of parking was also discussed in relation to elderly parents, who, may lack mobility and want to visit more regularly than other visitors. 

5.16b Food Several people with learning disabilities reported that they disliked the food, but appeared resilient.

P3 “ I mean the food, you know it could have been better, but I think you have to accept that, I think you got to accept that in hospital don’t you?”

People were less accepting however in relation to the food slips, the cards on which all food needed to be ordered. Reflecting a concern that necessitated asking for help, it  led to passionate debate. It was felt to single out patients with learning disabilities as being discriminated against.

P1 “ I can, I, I, I can read a bit but I can’t read a lot, so, so I have to get someone, one of the nurses to help me so I can choose my dinner and my tea.”

P1 “ ..
because people can’t read, in hospital, how are they going to learn, know what is for dinner, or what’s for tea, or what’s for breakfast, they’re not going to know, are they, they don’t understand if they can’t read, what’s the point in that?”

A carer echoed concerns regarding in- accessible food slips.

C2 “ She was just asked to fill them in and of course she didn’t know what she was ticking”.

Acknowledging their difficulty, the same carer went on to comment.

 C2 “They can’t be right though if people can’t read them. Food is really important to people. In my sisters case she’s registered blind as well, so she can’t read and write at all.”

Several suggestions were made as to how food slips could be amended.

P1 “… to make it easier they could put pictures on them, or something like making it a bit easier to understand. They could make the writing bigger. At the moment it is too small…”

Food related issues were also discussed from a slightly different perspective. One carer’s concern highlighted staff’s poor apparent understanding of patient needs.

C3 “ Food is an issue they don’t seem to be able to get their heads around, kind of, well one of the gentlemen I supported only eats things mashed. That meant he got given potatoes, mushrooms chips and custard every meal”.

Recognising the importance of food, one carer reported trying to take the matter into her own hands. This proved problematic.

C3 “…we asked if we could provide his food. They said yeah, yeah, but due to health and safety that meant everything had to be sent to the kitchen, and it just got kind of stupid”.

5:16 c Ward Hygiene. This aspect of care was addressed in two comments, raised fairly early on in one focus group discussion.

P2 “..like I said I’ve got no problems with the staff at all, infact it’s quite an excellent service, however saying that I think the place could be a bit cleaner”.

P1  “.. I think it is important that it’s, hard, when you are staying in hospital that you keep the wards tidy and I impress that it’s important for our health.”

People with learning disabilities were the only group to raise this issue.

5.16 d Visitors  Several different issues were raised during discussions about visitors. Visiting hours were felt, by one person, to be often exploited by visitors, showing little concern for the needs of patients.

P2 “…The times I’ve been in there a lot of visitors are a nuisance and the nurse has said it’s time to move on now and they are still there 20-25 minutes later chatting.”

 Paid carers often support elderly family carers in visiting patients with learning disabilities. One problem experienced related to a lack of seating.  

C1 “ There is often one seat by the bed, but if the patient is sitting on it you often struggle to find another.”

An additional concern related to elderly carers, often who had an associated hearing loss. Being unable to hear well, issues were often discussed more loudly and it was acknowledged that this compromised issues of privacy.

5.16 e   Occupational activities All focus groups referred to the difficulty of keeping people with learning disabilities entertained in hospital. Acknowledging the reduced independence and less access to reading materials, the staff in some areas prepare patients for this in advance.

S2 “ I do encourage them to bring stuff in more than any other patient needs to do. Game boys, Walkman, s, colouring. I’m aware they do get bored.”

People with learning disabilities reported mixed experiences of access to activities. Access to television, perceived as important, appeared to be inconsistent.

P1 “ Well I had nothing to do. There should be some sort of radio or television”.

P3 “ I used to have a television in the ward where I was, so I had no problems with that.”

Interestingly the patient that did not have television appears to have benefited in other ways, making several references to the enjoyment of social contacts.

P1 “ ….the man nurse, he came around. It’s a bit strange at first, but sometimes we have a laugh with him.”

P1 “ When I was in there, um, something hap, um, the person opposite me, she was in there at the same time I was in there and I got really friendly with her. I had a conversation with her and was talking about Eastenders and Coronation St, and it’s amazing really as when you are in hospital you, you talk, you get talking to someone and you become friendly with that person and find out more and more about that person and get used to them.”

Not all patients were able to develop social relationships. One carer described an isolated experience.

C2 “ ..When she was in the BRI last year she was in a shared room with an old lady who was profoundly deaf. The windows look out on to another building so you couldn’t even look at anything…and well I sat there all day long….it was depressing me, there was nothing to do, no one to talk to.”

The experiences described in this study suggest that boredom for patients and carers can be a big problem. One staff member referred to an experience where a working partnership involving ward staff, the specialist nurse and the patient advice and liaison service (PALs) led to a positive patient outcome. 

5.16 f  Access issues The recent  Disability Discrimination Act legislation has raised the profile and need for people with disabilities to gain easy access to public buildings. Focus group discussion identified that people with learning disabilities find it difficult to get around the hospital unaided. Solutions to help correct this did not focus on building adaptations however, but proposed approaches that facilitated the access to accessible information. One staff member identified the problems of hospital signage for this population.

S1 “Well, if you were saying to somebody can you find your way around this hospital a patient with learning difficulty is likely to say no, because most of the signs for the wards and departments are difficult to read”.

Similar issues were raised and discussed by people with learning disabilities, who made several proposals as to how the issue could be addressed.

.

P1 “.If there were pictures, or something on the walls to say where people are, something on the doors to tell them they are there”.

P2 “. .. something like road signs, to make it very clear of where you are and where you are going……I think this sort of thing would help all patients at the BRI i.e. have something of, well, where ever they are  going in large print.”

A common theme identifying a lack of accessible information was implicated in most people’s problems of access to care.

P1 “ …and they should try and make accessibility known for all disabled people cause if we go to the doctors, or we go to the hospital and they ain’t got nothing to help explain, we don’t know what we’ve done or what’s wrong.”

A range of other experiences were described to illustrate poor access issues. These included a difficulty in reading food slips and restricted access to a medication box system, on discharge. The lack of availability to accessible health information to learn about personal health conditions was raised. This was linked with people with learning disabilities inability to give informed consent to treatment.

People with learning disabilities feel they have a valuable role to play in informing the hospital management and helping to progress in advancing this important aspect of care.

P1 “ .. we should write the bosses at the BRI a letter  saying why haven’t your staff, why haven’t they been told to make thinks accessible for people with learning difficulties…., then if we ourselves taught them how to, I think it would be incredible if we taught them how to do it.”

5.16g Staff knowledge and skills Multiple experiences demonstrate staff’s limited experience, skills and knowledge in caring for patients with learning disabilities. Staff themselves, recognise that a lack of training underpins their reliance on the role of carers. Training is requested at a number of levels and on a range of different aspects of learning disability. 

One question asked, by a staff member, towards the end of a group discussion, highlights that training is required from a basic level.

S2 3 “Would you class adults who had strokes and then became inept at things as having learning disabilities?” 

Poor communication skills are frequently referred to in experiences of hospital care

.

P1 “ ..We don’t know what they (doctors and nurses) are saying because they talk so fast and if they were talking slowly and saying normal words I wouldn’t need someone else to explain it to me.”

Staff  recognise the problems they have in communicating effectively with patients with learning disabilities. On requesting which topics that they would prioritise in terms of training, communication skills and learning disability recognition are identified by staff as needing to be given priority.

C1 “..I know most of the staff knows so little about out client group. I know with one of my clients who went in for an operation because I was with him they assumed that I had told him all about it. Its only when I asked exactly what was involved that they realised he had no idea.”

Whilst staff acknowledged their lack of training and skills of working with patients with learning disabilities, they felt that specific training on working with this patient group came low on their list of competing training priorities. One staff member suggested trying a different training approach.

 S2 4 “..  I think possibly one of the solutions, because I’ve thought about this in terms of psychiatric patients as well, would be to have a whole day in relation to both, based on say, the topic communication, as a whole.”

The role of the recent specialist nurse appears to have been an effective training resource.

S2 “She did start to do training and it really raised the profile of learning disabilities. As the profile was, er, raised, people started to take an interest.”

Training is clearly required by both nursing and medical staff.  The role of a specialist nurse is clearly effective and advantageous in promoting this aspect of care.

5.17 Personal feelings 

There are strong links between good physical and mental health, emphasising the close relationship one has on the other. Stakeholders in this study referred to a number of different feelings in relation to their experiences. 

5.17a Feeling Scared or Fearful All stakeholder groups referred to and recognised this as important issue to address. For one patient fear was a constant presence during her hospital admission and highlights the cause of her behaviour. 

P1 “ When I was in hospital I was scared because I didn’t know what was happening to me… I ended up screaming.”

In this case fear arose due to a lack of understanding of her condition. Fear can however also be introduced as a result of being informed about a condition.

C1 “… but I think they (husband and wife) were told that she could have died from it, and it frightened them both.”

With learning disability often being associated with problems in communication, fear may be expressed as behaviour, which may be misunderstood.

C3 “ The fact that the challenging behaviour could be due to pain or fear, they (the hospital staff) don’t seem to understand. I don’t know whether they look at challenging behaviour as a violent person.”

The lack of understanding of an issue can lead to fear and therefore distress.

C2 “ She had a catheter in. She found it distressing because she did not understand it was to collect her urine”.

Carers, that support patients with learning disabilities, recognise that staff sometimes appear wary of patients with learning disabilities. They question whether this may be due to fear in staff, an issue that staff themselves recognise occurs.

 S2 2 “I think some staff, and patients too sometimes, are frightened, you know, because if people tend to be loud, you know, which people can be with learning difficulties, it’s not all of them, but they can be loud…”

Fear of surgery was also associated with descriptions of feeling moody and of getting uptight.

5.17 b Anger In one situation a focus group participant described how fear can lead to anger.

P2 “ …if they don’t understand what’s wrong, er, they are up in the air and they get angry with some people. It’s not their fault if they get angry, they take it out if they are scared and it’s confusing.”

Anger is not always openly acknowledged. In a discussion relating to trying to change an aspect of poor communication, you can sense the anger in a dialogue, which extrudes pure frustration.

 C4 “..each time this happens I go back to my manager saying again and again, they will get back to you, and they don’t. It is so frustrating.”

5.17c Worry or Anxiety In caring for people with learning disabilities, anxiety can be difficult to detect. For some people with complex needs, even having someone present who knows the person well, does not lead to certainty about their feelings.

C3 “..how much he understood I don’t honestly know. He didn’t seem too anxious.”

Anxiety is recognised as being associated with patient distress.

S2 “..it’ obvious it’s distressing, it’s a change in their routine, and they’re anxious”.

Staff acknowledges the anxiety of family carers, when considering their ability to let go of caring for patients with learning disabilities in hospital.

S2 “ …by this time parents have had decades of intense anxiety and have devoted their lives to caring. It’s very difficult”.

Anxiety is also associated with boredom. One staff member suggests how, anxiety can be prevented.

S1 “. by reducing boredom by activities that go to the bedside, this deals with issues by focussing on doing things, reducing anxiety.” 

5.17d Depression The boredom of one carer felt that the lack of stimulation in hospital led to depression for her, let alone for her sister.

C2 “ She stayed in that room all the time, no television, no music, well she had those earphones but they’re not very good. It was so depressing”.

3.17 e Powerlessness This feeling is identified by a staff member in relating to supporting the carer of a patient with learning difficulties.

S2 “She was just so anxious, angry and distressed…..I was so powerless myself and it made me realise I just don’t have the confidence, skills or expertise to deal with a situation like this.”

5.17f Happiness Not all the feelings expressed were negative. One carer described how a good hospital experience led to the patient enjoying his stay.

C3 “…he was quite happy, all the nurses were flocking to feed him and he was, like, great. We thought well, he’s happy he’s actually enjoying it, which, as you know, is what we strive to do.”

The development of positive relationships seems to link with happiness.

P1 “ I had a real laugh with that man nurse. I thought here I am in hospital and I’m feeling happy”.

5:18 Supportive Resources
A range of supportive resources are identified by all focus groups. These can be divided into two main groups, material and people resources.

5:18a Material Resources
As previously discussed, a number of pre-admission, admission assessment tools and detailed discharge forms have been identified by all groups as being useful. Similar positive comments have been made by people with learning disabilities in relation to patient held personal health information files. Staff groups make regular reference to a learning disability information file. This information resource was developed recently by nursing staff, in partnership with the learning disability project nurse. There is some question however regarding its efficacy.

S1 “..that’s there for everyone to look at but many staff don’t have the time to look”.

S2 “ There is usually a resource file for everyday of the week, isn’t there, so to keep the profile of the file high is hard.”

In one department several accessible communication resources have been recently produced, in partnership with the project nurse.

S2 “ We wrote a leaflet for patients visiting the CAF lab which, um, had pictures….being prepared for the procedure, gowned, taken down to the lab….

We had nothing like it before, other than quite complicated literature… and then now we are coming towards the end of a video that shows patient, undergoing cardiac surgery”.

Subsequent to this discussion this video has been released and received with high national acclaim. The web site of the trust, in which the hospital is situated, has also received public recognition.

S1 “ ..the patients social worker. She was in her location looking at the website, trying to find out information on how we care for people with learning difficulties, and she was actually very impressed.”

One of the people with learning disabilities described another video that she had been involved with making in another locality, but that was available for the hospital to use. She suggested how it might benefit the staff.

P1 “ Well I mean. I made a video and if I showed doctors that video…I think doctors and nurses should be able to talk to us, because we’re not nobodies, we’re someone”.

People with learning disabilities have also been involved in the production of a local accessible leaflet following patients with learning disabilities attending an out patient clinic appointment.

The management of medication can be difficult for people with learning disabilities, so having access to anything that makes the job easier is much appreciated. One person described how the hospital helped him with this, although this resource does not seem to be available for everyone.

P2 “ Well personally I feel diddy boxes should be available.” 

F “Diddy boxes, could you explain what they are?”

P2 “Well yes, certainly. They are a box, about the size of your tape recorder, right and are divided into sections with the days and dates stamped on. They help you take the right tablets”

5.18b People Resources The learning disability project nurse was frequently referred to as being the greatest resource, although not all staff or people with learning disabilities were aware of her post. A number of reasons were given to explain why she was highly valued.

S2  .".possibly it comes from knowing there are resources around to help me. When the specialist nurse was around for that year she was around to help. Her presence gave me confidence.”

S1..”we ended complimenting each other in different ways”.

C2 “She (the specialist nurse) came up to see her. She helped tremendously by explaining to her what it was for…after that she was much more settled, it was really helpful.”

One staff member described the advantages of working in partnership with the community learning disability team.

S2 1 “..they were able to help me with something I could not possibly have done on my own. This enabled the patient to be much more independent”.

Other people seen as resources included a family GP, other patients, the hospital PALs service and staff in different hospital departments. One staff member acknowledged the greatest resources were both carers and trained ward staff.

S2 “Training is the answer and trained staff will help improve practice”.

The important, but frequently overlooked, role of people with learning disabilities themselves, both as trainers and in instigating change was raised. One staff member described how potent their role could be.

S2 One of our training sessions involved people with learning difficulties themselves. Staff really loved that and it was so powerful. People still talk about it now”.

People with learning disabilities feel that their role is essential in effecting any change.

P2 “ Doctors have got to listen to what disabled people have to say”

P1 “ Everybody here has a learning difficulty, and we’re not thick are we? We know what we want, it’s for them to realise, to start talking to us about, to find out what we want. They need to talk to us, not the people that look after us, or we are in trouble”.

5:18c Future Resources A number of ideas were promoted regarding future resources.

Many comments strongly supported the need for a permanent specialist learning disability nurse working in a similar way to the previous post holder.

S1 “ I would argue that it is a practitioner that trains others that is required, one that can research. local needs, not do hands on stuff but offer good advice and on going support to staff.”

Other suggestions included those of different workers, possibly people with learning disabilities, who would provide simple physical interventions and social support. On a more practical level, one comment suggests that all resources could be placed together and provide a one stop type approach.

S2 “ The hospital could provide a resource centre that would include appropriate  

things for people with learning difficulties to do”.

Chapter Six

Discussion and Recommendations

6.0 Introduction

This study aims to understand the hospital experiences of key stakeholders at an inner city Bristol hospital, using focus group methods and a participative approach. This chapter considers the findings of this research, supporting the recommendations with the literature that underpins this study. All recommendations are integrated into the body of the chapter.

6.1 Participative Methods
Participatory research seeks to change the imbalance of power in research, by involving groups of people within society who are marginalised or oppressed. The methods also reflect person –centred values, one aspect of the principles that I seek to promote in my role as a community learning disability nurse. As one of the aims of this study was to explore the experiences of one such group, namely people with learning disabilities, participative methods were felt to be a particularly appropriate methodology.

Participatory research is a very time consuming process (Northway 1998), time being one aspect that was under estimated in the planning and implementation of this study. Working within an externally defined time frame, and seeking to ensure ethical practice that demonstrated the informed involvement of all participants, compromises had to be made. Dockery (1996) suggests that any participants in a participatory research advisory group need to feel sufficiently confident and skilled to participate. In seeking participants for a research advisory group to support this study I became aware that the time limitations made a substantial impact on this aspect of the development of a research advisory group, therefore limiting the scope of its  

role.

In conducting groups with people with learning disabilities, individual transportation needs require consideration (Burke et al 2003). Thought had been given to this within this study, by informing participants that individual expenses would be met, along with any individual transportation needs. This was obviously understood by participants, as one participant required, and attended a focus group, using a wheelchair taxi, and with a personal assistant to support her. This was funded by the expenses, allocated by the hospital’s charitable trustees, to cover study expenses. This financial support did not appear to meet every persons needs, as lack of transportation was given by one carer as a reason one participant did not attend. 

An additional aspect, of which I had little control, but which raised personal concerns, was the issue of who gave consent to participate in either the research advisory group, or the focus groups. By nature of each participant being able to read the study information leaflet, both, at the meetings I held, but also with an additional person in their home environment, I assumed informed decisions had been taken by the people with learning disabilities to either attend, or not attend. It is suggested that the influence of families and caregivers of people with learning disabilities in decision making is immense, with many caregivers identifying that it is they themselves that make decisions, on behalf of a person (Keywood et al 1999). I believe, in some cases, carer decision making over rode personal choices, in this study. This issue had not been anticipated, and will need further consideration, in any future study.

People with learning disabilities in Bristol currently have little knowledge or experience of involvement in learning disability research. In striving to use participative methods, time limitations, associated with a limited knowledge base of people with learning disabilities, prevented this study from being as participative as planned. Reflecting on and learning from the experience, I feel participative research methods are a practical and valid approach to use with this population, fitting well within the current culture of enabling patient and public involvement. 

As this research was conducted in the geographical area in which I work, I intend to raise this aspect, and address the issues raised by the study, with people with learning disabilities locally. One outcome of this study is the recognition that people with learning disabilities have little understanding, or opportunity to engage in research at present. One recommendation of this study is that a dialogue should be initiated with people with learning disabilities locally. This should be with a view to supporting those interested, in understanding more about the research process and, ultimately, aspiring towards conducting and owning a study of their choice.

6.2 The experiences of key stakeholders
It is clear that hospital care provision for people with learning disabilities requires a different approach to that of the general population. Within this study a number of pertinent issues were raised both within and across the three stakeholder groups. Due to the wide range of issues raised, this section is focussed on a discussion of those issues considered to be of highest profile within this study.

Whilst rarely acknowledged, and shamefully unsupported, family and paid carers have a significant and valuable role to play in hospital care for people with learning disabilities. This study heard some positive stories, highlighting different aspects of support given to carers. These were reported, in general, to be from specialist areas, such as the Medical Assessment Unit, the Cardiac surgical wards and the X -Ray department. The greatest weight of evidence however, found that carers supporting patients with learning disabilities in hospital locally, rarely had their role openly addressed, or actively co-ordinated. 

In analysing the experiences described in this study, the findings suggest that hospital staff, generally, consider carers with high levels of respect. Carers feel, however, that staff, take little time to talk to them, and, therefore have little understanding of their feelings, in relation to the caring role. Carers report of feeling neglected, both in terms of sharing their caring expertise or their caring role, but also in their access to basic personal support resources. Carers feel they require, but receive minimal help, to support them in their caring role. 

Several papers reviewing hospital care for people with learning disabilities refer to the active role of carers. An Australian study (Iacono and Davis 2003) found that many hospital admissions of this population are accompanied by a supporter. A more recent UK study, by Cumella and Martin (2004), also report carers as frequently being present throughout a hospital stay. Both studies, which interview carers, recognise the importance of the carer role and, as a result, recommend that more collaborative work between hospital staff, family and paid carers is required. Band’s (1998) study looks at the issue of caring in more depth, suggesting that hospital staff automatically assume that if a family carer is present, that they will provide the care.  Carers in this study made similar assumptions, but appeared unable to openly address the issue with hospital staff.

No previous studies suggest as to why the carer role is so frequently over looked and neglected. One advantage of the design of this study was that by including the three key stakeholder experiences, a triangular, and wider perspective of view was obtained, adding to the validity of the study. The findings of this study suggest that carers often do not plan to fully support a hospital admission, but find themselves pushed into this role, due to a lack of communication between hospital staff and themselves. Hospital staff feel they lack training and, therefore, confidence in working with this population. This can lead to fear, but they do not like to admit to this or any feelings of inadequacy. This results in staff avoiding carers and, therefore, no co ordination in the provision of care occurs.

A recent report (Mencap 2004) highlights the legal responsibility of hospitals, not family or paid carers, in providing hospital care to people with learning disabilities. It emphasises the importance of hospitals providing care, based on individual patient needs. Several studies support the view that general health staff have little training or experience of working with patients with learning disabilities, therefore lack confidence and skills in working with people in this population (McConkey and Truedale 2000, Fox and Wilson 1999). These papers support the findings of this study.

Findings from the Bristol study suggest that hospital staff believe that carers have a responsibility to maintain their carer role, even whilst the person, for whom they care, is in hospital. This re- enforces the staff view to leave carers to get on with it. Carer’s experiences reflect this practice, frequently finding themselves in the main carer role, against their wishes. Carers acknowledge, however, that, in a small number of cases, when the person lives in specialist accommodation and has complex health needs, that it may be appropriate to negotiate that specialist staff support hospital staff throughout the period of admission.

These findings accentuate the responsibility of hospital staff in co-ordinating and providing care for all hospital patients and recommend that the role, and support needs of all carers is reviewed. A crucial issue appears to relate to the need for a consistently applied, co-ordinated, and documented admission process. Whilst there is no clear evidence in this study to suggest that good patient care is compromised by the lack of a co-ordinated approach, its potential for harm is recognised. Holding responsibility for care, it is important that an appropriate and effective approach to manage this issue is owned and implemented by the hospital. The development of measurable standards, which may include a shared contract, detailing agreed persons responsible for care, may be one method to consider.

The experiences of carers in this study highlight serious concerns regarding their lack of emotional and practical support. In association with developing a more co-ordinated approach to working with carers, hospital management should urgently and actively engage with carers to consider, with them, what resources they require to enable them to feel supported in their caring role.

 Within this study the need for effective communication appears to be the most commonly repeated theme, raising significant practice issues for consideration. The need for the training of all staff, with a particular focus on the importance of communication between carers and people with learning disabilities, is one such need identified, and recommended as an outcome of this study. All stakeholder groups in this study associated training as being one aspect of the role of the specialist learning disability project nurse. Within this study multiple references demonstrate support of this specialist nurse post, a role that appears to have been hailed as highly effective, acting as a catalyst for positive change. 

Any future developments or recommendations promoting a permanent specialist acute learning disability project nurse role should, ideally, be based on sound research evidence. There is currently little national evidence to inform the development and measurement of efficacy of specialist learning disability nurse roles in acute healthcare settings. This reflects the relative infancy of the role, indicating the need for any developing posts to have an evaluative component attached. In the absence of literature considering the learning disability speciality, a recent review evaluates the specialist acute nurse role, across a wide range of hospital specialities (Foster 2005). A synthesis of ten studies found that a number of commonly shared specialist nurse roles were found to be effective nationally. These included roles in educating staff and patients, communicating information across and within organisational boundaries and identifying and addressing health issues through research and audit. Whilst the local specialist nurse post was not included in the national study, these roles reflect issues identified by study participants as being required locally. The findings of the national review suggest that there is a strong level of evidence to support the development of the specialist nurse role. This strengthens the credibility in recommending that the specialist acute learning disability nurse post should be seriously considered, as a permanent role in future service provision. 

The findings of studies, such as that done by Leino-Kilpin et al (1993) suggest that the main cause of dissatisfaction in hospital care, is due to poor communication of information. This finding reflects the carers and staff issues discussed, but also relates to other issues raised by this study. The hospital admission and discharge process of the learning disability population appears to be fraught with problems. Hannon (2004) highlights the benefits of a pre- admission assessment tool. Whilst this study finds evidence to suggest that an admission assessment was introduced recently by the project nurse, and is sometimes used, local experiences suggests this is not systematically applied. A recent audit of people with learning disabilities that had hospital admission in Sheffield (Bollands and Jones 2002) found that the use of pre assessment questionnaire, filled in before admission, had two positive outcomes. They were that the form acted in helping to prepare the patient for admission, as well as staff having a comprehensive picture of patient needs, that acted as the basis for a care plan. A further recommendation of this study is that the use and format of a pre- assessment tool is agreed locally, and that it is completed, ideally before, or during admission, for all patients with a learning disability. The use and efficacy of this tool should be audited.

 People who use services are always in the best position to judge their quality. It is therefore organisations, which seek, and respond, to stakeholder views, that positively contribute to organisational change (Aitchison 2001). Public engagement is a principal that underpins all current health policy and is strongly advocated in the planning of services to be used by people with learning disabilities (DoH 2001). A significant finding of this study was the strength of feeling expressed towards the need for key stakeholders to be consulted and actively involved in the monitoring, planning and implementation of hospital services. Achieving a culture of engagement, is acknowledged by Aitchison (2001), to be a long- term process, one that progresses by taking a series of small steps. The experiences described by staff in this study suggest that small steps have already been taken by involving people with learning disabilities within the staff training process. Similar steps have yet to be taken in relation to family and paid carers. The final recommendation of this study is that any future planning framework considers and implements approaches that actively involve key stakeholders, at all levels, and stages, of the acute hospital care process.

Chapter Seven

Conclusions

7.0 Conclusions

National specialist and general health policy promotes the rights of equitable access of all to health service provision. Research evidence suggests that people with learning disabilities have an increased incidence of chronic health conditions, necessitating increased need for acute hospital admission. The limited research exploring people with learning disabilities, and other key stakeholders, experience of acute hospital care suggests hospital admission is often problematic. This small qualitative study adds to the body of research on this topic, specifically highlighting the issues, and the range of needs, that require intervention, at a local level.

Inclusive research approaches are increasingly emerging within the qualitative research paradigm, with an increasing evidence base highlighting the benefits for people with learning disabilities in using this approach. Participatory research is considered to be productive by helping to empower people with learning disabilities. Being a learning disability study, one aim of this research study was to use participative methods throughout the research process. This research report describes how the intention to use this approach, was not, however, fully achieved in practice. A number of obstacles preventing participative methods are identified. These include the prescribed process and limited time-scales associated with an academic study, informed consent and practical access issues. As inclusive research methods offer valuable opportunities for working with dis-empowered groups, it is recommended that further thought should be given, within academic and practitioner research circles, as to how these obstacles can be overcome.

Using stakeholder specific focus groups, this study gathers the experiences of acute hospital care from people with learning disabilities, carers and acute hospital staff. Reflecting other research studies, the subsequent findings suggest that there are many aspects of hospital care for people with learning disabilities that require urgent consideration. A number of priority areas are identified and recommendations are made as to how practice may change at a local level. Whilst carers play a pivotal role in the provision of hospital care for people with learning disabilities, their role and support is often ignored. Recommendations include the need for a review of the role and support available for family and paid carers. In making hospital changes, the need for consultation with people with learning disabilities is also recommended. Their need for involvement in staff training and in the planning and implementing hospital access issues is also identified. Acknowledging the role of a previous specialist nurse position as a catalyst for positive change, a further recommendation is made that priority is given, by the hospital management, to the development of a specialist nurse post, on a permanent basis.

People with learning disabilities are increasingly using acute general hospitals and it is the responsibility of these hospitals to meet people with learning disabilities different needs. Current evidence suggests that these different needs are not yet being met. Hospitals need to work together with people with learning disabilities, carers and specialist learning disability services, to help them identify and meet their needs.

Word Count  21,918

References

Aitchison J (2001) Deciding Together: Working with people with learning disabilities to plan services and support. London. Institute for applied health and social policy.

Asprey, T J, Francis, R M, Thompson A et al (1998) Comparison of ultra-sound measurements at the heel between adults with mental retardation and control subjects. Bone 22, 665-668.

Band R (1998) Health for All? London. Mencap.

Balch, G I, Mertens D M.(1999) Focus groups design and group dynamics: lessons from deaf and hard of hearing participants. American Journal of Education 20, 265-267. 

Barr O, Gilgunn J, Kane T, Moore G. (1999) Health screening for people with learning disabilities by a community learning disability service in Northern Ireland. Journal of Advanced Nursing 29, (1) 482-491.

Beange,H, McElduff, A, Baker, W. (1995) Medical disorders of adults with mental retardation: a population study. American Journal on Mental Retardation  99, 595-604.

Benzeval.M.(1999) Tackling inequalities in health: public policy action. In Griffiths S, Hunter D.J (eds) Perspectives in Public Health. Oxon. Radcliffe Medical Press.

Bernard, S H, Bates, R E. (1994) The role of the psychiatrist in learning disability. Psychiatric Bulletin 18, 205-206.

Bollands, R, Jones A.(2002) Improving care for people with learning disabilities. Nursing Times  98 (35) 38-39.

Bond L. Kerr M, Dunstan F, Thapar A. (1997) Attitudes of general practitioners towards health care for people with intellectual disability and the factors underlying these attitudes. Journal of Intellectual Disability Research  41, 391-400.  

Branford D (1994) A study of the prescribing for people with learning disabilities living in the community and in National Health Service care. Journal of Intellectual Disability Research 38, 577-586.

Branford, D, Bhaumik, S, Duncan, F (1998) Epilepsy in adults with learning disabilities. Seizure 7, 473-477.

Britten, N, Jones R, Murphy E, Stacy R.(1995) Qualitative Research. Methods in General Practice and Primary Care. Family Practice 12 (1) 31-35

Brown, J (2001) Future directions – initiatives and agendas. In  Thompson J, Pickering S (eds) Meeting the Health Needs of People who have a Learning Disability. London. Balliere Tindall.

Browne, T. (1999)  A small scale exploratory study of the needs of learning disabled patients presenting for an X- Ray examination. Radiography 5, (2) 89-97. 

Buckley J D, Buckley CM, Ruccione K et al for the children’s cancer group (1994) Epidemiological characteristics of childhood acute lymphocytic leukaemia. Analysis by immunophenotype. Leukaemia  8, 856-864.

Burke, A. McMillan J. Cummins L. Thompson, A. Forsyth W et al. (2003) Setting up participatory research: a discussion of the initial stages British Journal of Learning Disabilities 31,(2) 65-69.

Butler S (1996) Child protection or professional self-preservation by the baby nurses? Public health nurses and child protection in Ireland. Social Science and Medicine  43, 303-314.

Chambers, R, Milsom, G, Evans, N, Lucking, A, Campbell, I (1998) The primary care workload and prescribing costs associated with patients with learning disabilities discharged from long-stay care to the community. British Journal of Learning Disabilities 26, 9-12.

Chaplin RH, Thorp I A, Collacott R A, et al. (1996) Psychiatric disorder in Asian adults with learning disabilities: patterns of service use. Journal of Intellectual Disability Research 40, 298-304.

Chatterjee M. (2004) Nurse lobbies MPs over disability skills. Nursing Times 100, (25) 5.

Chiu L.F, Knight D. (1999) How useful are focus groups for obtaining the views of minority groups? In Barbour R,S, Kitzenger J (eds) Developing Focus Group Research  pp 99-112. London. Sage. 

Cooke L. (1997) Cancer and learning disability. Journal of Intellectual Disability Research 41 (4) 312-316.

Craft A, Bicknell J, Hollins S (1985) Mental Handicap. London. Balliere Tindall. 

Cumella S, Martin D (2004) Secondary healthcare and learning disability. Journal of Learning Disabilities 8 (1) 30-40.

Danford E. (2004) Learning Difficulties Project Nurse Interim Report.  Report to Lindsey Scott. April 2004 . Bristol Royal Infirmary.

Darlington, Y, Scott, D. (2002) Qualitative research in practice. Stories From The Field. Buckingham. Open University Press.

Denscombe, M. (1998) The Good Research Guide. Birmingham. Open University Press.

Denscombe M (2002) Ground Rules for Good Research: a 10 point guide for social researchers. Birmingham. Open University Press.

Department of Health (1962) The Hospital Plan. London. HMSO

Department of Health (1995) The health of the nation: a strategy for people with learning disabilities. London; HMSO.

Department of Health (1998) Report of the Independent Inquiry into Inequalities in Health (Acheson Report) London. HMSO.

Department of Health (1999a) Facing the Facts. London. HMSO

Department of Health (1999b) Once a Day. London HMSO

Department of Health (2001) Valuing People: A New Strategy for Learning Disability for the 21st Century. London; HMSO.

Department of Health (2003) Tackling Health Inequalities- A Program for Action. London. HMSO.

Department of Health and Social Security (1971) Better Services for the Mentally Handicapped. London HMSO. 

Department of Health and Social Security (1979) Report of the Committee of Enquiry into Mental Handicap Nursing and Care (Jay Report). Cm 7648 London HMSO.

Dochery G (1996) Rhetoric or reality? Participatory research in the NHS. In De Koning, K. Martin M (Eds) Participatory Research in Health: Issues and Experiences. London. Zed Books. 62-81.

Doody, G A, Johnstone, E C, Sanderson, T, et al (1998) Pfropfschizophrenie revisited: schizophrenia in people with mild learning disability. British Journal of Psychiatry 173, 145-153.

Dovey S, Webb O. (2000) General practitioners perception of their role in care for people with an intellectual disability. Journal of Intellectual Disability Research   44, 553-561. 

Elliott J, Hatton C, Emerson E (2003) The Health of People with Learning Disabilities in the UK: Evidence and Implications for the NHS. Journal of Integrated Care 

11 (3) 9-17.

Espie C A. Brown M. (1998) Health needs in intellectual disabilities: an overview. Health Bulletin 56, 603-611.

Evandrou M, Falkingham J.(1998) The personal social services. In Glennerster H, Hill J. (eds) The State of Welfare. The Economics of Social Spending. Oxford. OU Press.

Foster J (2005) Learning disability liaison nurses in acute hospitals: is there evidence to support the development of this role? Learning Disability Practice 8 (4) 33-38.

Fox D, Wilson D (1999) Parents experiences of general hospital admission for adults with learning disabilities. Journal of Clinical Nursing 8 (5) 610-614.

Fraser M, Fraser A (2000) Are people with learning disabilities able to contribute to focus groups on health promotion. Journal of Advanced Nursing 33 (2) 225-233. 

French S. (1993) Practical Research: A guide for Therapists. Oxford. Butterworth-Heinmann

Glaser, B,G. Strauss A, L (1967) The discovery of grounded theory. Chicago. Aldine  

Godsell MJ. (2002) The Social Context of Service Provision for People with Learning Disabilities: Continuity and Change in the Professional Task. PHd unpublished dissertation. UWE

Goffman E (1962) Asylums. Middlesex. Penguin.

Hannon L (2004) Better pre-admission assessment improves learning disability care. Nursing Times 100, (25) 43-47.

Hart C (1998) Doing a literature review. London. Sage

Hart S L (1998) Learning–disabled  people’s experience of general hospitals. British Journal of Nursing 7, 470-477.

Hermon C, Alberman E, Beral V, Swerdlow AJ. (2001) Mortality and cancer incidence in persons with Down’s syndrome, their parents and siblings. Annals of Human Genetics 65, 67-176.

Hollins S, Attard MT, von Fraunhofer N, Sedgewick P. (1998) Mortality in people with learning disability: risks, causes and death certification findings in London. Developmental Medicine and Child Neurology 40, 50-56.

Howells, G. (1986) Health care screening for people with mental handicap living in the community. Journal of the Royal College of General Practitioners 36, 449-453.

Hresko M, McCarthy J, Goldberg M (1993) Hip disease in adults with Down’s syndrome. Journal of Bone Joint Surgery 75, 604-607.

Hunt C, Flecknor D, Ashman, L. (2004) Access to secondary care for people with learning disabilities. Nursing Times 100, (3) 34-36.

Iacono, T, Davis, R. (2003) The experiences of people with developmental disability in emergency departments and hospital wards. Research in Developmental Disabilities  24, 247-264.

Jones K (1975) Opening the Door. London. Routledge and Keegan Paul.

Jones, L.J. (1994) The Social Context of Health and Health Care. London. Macmillan  

Kerr M (1998) Primary health care and health gain for people with learning disabilities. Tizzard Learning Disability Review  3, (4) 6-14.

Kerr M, Dunstan F, Thapar A. (1996) Attitudes of general practitioners to caring for people with learning disability. British Journal of General Practice  46, 92-94

Kerr M, Fraser W, Felce D (1996) Primary health care for people with a learning disability. British Journal of Learning Disabilities  24, 2-8.

Keywood K, Fovargue S, Flynn M (1999) Best Practice? Health-care decision making by, with and for adults with learning disabilities. Liverpool. Joseph Rowntree Foundation.

Kinnell HG. Gibbs N, Teale JD, Smith J. (1987) Thyroid dysfunction in institutionalised  Down’s syndrome adults. Psychological Medicine 17, 387-392.

Krueger  R. A. (1994) Focus Groups: A Practical Guide for Applied Research. California. Sage.

Leino-Kilpin H et al (1993) Client and information: a literature review. Journal of Clinical Nursing 2, (6) 331-40.

Lennox N. G, Kerr M, P. (1997a) Primary health care and people with an intellectual disability: the evidence base. Journal of Intellectual Disability Research 41, (5) 365-372.

Lennox N, Diggens J, Ugoni A.(1997b) The general practice care of people with intellectual disability: barriers and solutions. Journal of Intellectual Disability Research 41, (5) 380-390.

Lennox  N.G, Diggens J. N, Ugoni A.M (2004) People with intellectual disability and their health problems: a review of comparative studies. Journal of Intellectual Disability Research 48, (2) 93-102.

Levy J (1992) Gastrointestinal concerns. In Pueschel SM, Pueschel J K.(eds) Biomedical concerns in people with Down’s syndrome. Baltimore. Paul H Brookes.

Lindsey M, Singh K, Perrett A. (1993) Management of learning disability in the general hospital. British Journal of Hospital Medicine 50, (4) 182-186

MacLachlan R A, Fidler KE, Yeh H et al (1993) Cervical spine abnormalities in institutionalised adults with Down’s syndrome. Journal of Intellectual Deficiency Research 37, 277-285.

March J, Steingold B, Justice S, Mitchell P (1997) Follow the yellow brick road! People with learning difficulties as co-researchers. British Journal of Learning Disabilities. 25, 77-80.

Martin D. M, Roy A, Wells M.B, Lewis J (1997) Health gain through screening-users and carers perspectives of health from developing primary health care services for people with intellectual disability. Journal of Intellectual and Developmental Disability. 22, 241-249.

Mason, J. (1996) Qualitative Researching. London. Sage Publications

Mays N, Pope C. (2000) Assesing quality in qualitative research. British Medical Journal 320, 50-52.

McConkey R, Truesdale M. (2000) Reactions of nurses and therapists in mainstream health services to contact with people who have learning disabilities. Journal of Advanced Nursing. 32, (1) 158-163.

MENCAP (2004) Treat me right! Better healthcare for people with a learning disability. London. MENCAP

Mental Health Foundation (1996) Building Expectations. London. MHF.

Minihan,  P M, Dean D H, Lyons C M. (1993) Managing the care of patients with mental retardation: a survey of physicians. Mental Retardation 31, 239-246.

Morgan, C L, Ahmed, Z, Kerr, M. (2000) Health care provision for people with a learning disability: record-linkage study of epidemiology and factors contributing to hospital care uptake. British Journal of Psychiatry 176, 37-41.

Mosley J. (1994) You Choose. Brighton. Pavilion. 

Moss S, Turner S (1995) The Health of People with a Learning Disability. Manchester: Hester Adrian Research Centre, University of Manchester.

National Patient Safety Agency. (2004) Understanding the patient safety issues for people with learning disabilities. NPSA. London.

NHS Executive (1992) Health Services for People with Learning Disabilities (Mental Handicap) HSG (42) 92. London. HMSO

NHS Executive (1998) Signposts for Success. London. HMSO.

Northway R (1998) Oppression in the Lives of People with Learning Difficulties: A participatory study. Unpublished PhD thesis. University of Bristol.

Phillips A, Morrison J, Davis R W. (2004) General practitioners’ educational needs in intellectual disability health. Journal of Intellectual Disability Research 48, (2) 142-149.

Pueschel S (1987)  Health concerns in persons with Down’s syndrome. In Pueschel S et al (eds) New perspectives on Downs syndrome. Baltimore. Paul H Brookes.

Puri B.K, Lekh SK, Langa A, Zaman R, Singh I.(1995) Mortality in a hospitalized mentally handicapped population: a 10-year survey. Journal of Intellectual Disability Research, 39, 442 –446.

Robertson, J, Emerson, E, Gregory,N, Hatton, C, Turner, S,  Kessissoglou, S, Hallam,A. (2000) Lifestyle related risk factors for poor health in residential settings for people with intellectual disabilities. Research in Developmental Disabilities 21, 469-486.

Rodgers J (1998) ‘ Whatever’s on her plate’: food in the lives of people with learning disabilities. British Journal of Learning Disabilities. 26, 13-16.

Rodgers J. (1999) Trying to get it right: Understanding research involving people with learning difficulties. Disability and Society. 14 (4) 421-433.

Schroeder, C, Neil, R. M. (1992) Focus groups: a humanistic means of evaluating an HIV/AIDS programme based on caring theory. Journal of Clinical Nursing. 1, 265-274.

Shanley E, Guest C (1995) Stigmatisation of people with learning disabilities in general hospitals. British Journal of Nursing. 4 (13) 759-766.

Silverman, D (2000) Doing Qualitative Research. A Practical Handbook. London. Sage Publications. 

Sim, J. (1998) Collecting and analysing qualitative data: issues raised by the focus group. Journal of Advanced Nursing. 28 (2) 345-352.

Simons K (1995) Empowerment and Advocacy. In: Malin N (ed) Services for people with learning disabilities. London. Routledge: 170-188.

Singh P (1997) Prescription for Change. London. MENCAP

Slevin E. (1995) Student nurses attitudes towards people with learning disabilities. British Journal of Nursing  4, (13) 761-766

Sowney M. Barr O (2004) Equity of access to health care for people with learning disabilities. Journal of Learning Disabilities 8, (3) 247-265.

Stalker K (1998) Some Ethical and Methodological Issues in Research with People with Learning 
Difficulties. Disability and Society 13, (1) 5-19.

Stoeker. R (1999) Are academics irrelevant? Roles for scholars in participatory research. American Behavioural Scientist  42, (5). 840-54.

Straw R.B. Smith M. W. (1995) Potential uses of focus groups in federal policy and program evaluation studies. Qualitative Health Research. 5, 421-427.

Turner S (2001) Health needs of people who have a learning disability. In Thompson J, Pickering S (eds) Meeting the Health Needs of People who have a Learning Disability. London. Balliere Tindall.

van Schrojenstein Lantman-de Valk H M J, Metsemakers, J F M, Haveman, M J, Crebolder H F J M. (2000) Health problems in people with intellectual disability in general practice: a comparative study. Family Practice 17, 405-407.

Walmsley J. (2001) Normalisation, emancipatory research and inclusive research in learning disability. Disability and Society 16, (2) 187-205.

Walmsley J. (2004) Involving users with learning difficulties in health improvement: lessons from inclusive learning disability research. Nursing Inquiry 11,(1) 54-64.

Walsh, K, Kastner, T, Criscione T. (1997)  Characteristics of hospitalizations for people with developmental disabilities: utilization costs and impact of care coordination. American Journal on Mental Retardation. 101, (5) 505-520.

Ward L, Simons K, (1998) Practising partnership: Involving people with learning difficulties in research. British Journal of Learning Disabilities 26, (4) 128-131.

Whitfield M, Langan J, Russell O (1996) Assessing General Practitioners Care of Adult Patients with a Learning Disability: Case Control Study. Quality in Health Care 5, 31-35.

Williams, V, Robinson C. (2000) In their own right. The Carers Act and carers of people with learning disabilities. Bristol. The Policy Press.

Wilson D, Haire A (1990) Health Care Screening for People with Mental Handicap living in the Community. British Medical Journal. 301, 1379-1380.

Wisniewski K E, Wisniewski HM, Wen GY.(1985) Occurrence of neuro-pathological changes and dementia of Alzheimer’s disease in people with Down’s syndrome. Annals of Neurology 17, 278-282.

Wolfensburger W. (1975) The Origins and Nature of our Institutional Models. Syracuse, New York. Human Policy Press.

Wright K, Haycox A, Leedham I. (1994) Evaluating Community Care. Buckingham. OU Press.  

PAGE  
100

