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PREFACE

It is a truism to say that over the last 30 years, intellectual disability nursing has incrementally moved from the narrowly defined roles it occupied within long-term institutional care services to broader roles within a complex landscape of health and social care service provision. Intellectual disability nursing is a specialist part of the wider health care professions occupying a wide portfolio of practice. This specialist part of the wider family of nursing has been supported, endorsed and celebrated by many as unique in its breadth of employment base being located, as it is, among various sectors, and service providers, and is acknowledged in making a valued contribution to the quality of lives of people with intellectual disabilities. The contemporary practice of intellectual disability nursing in England, United Kingdom* has a wide portfolio within services including; community support specialists, liaison posts, hospice care, diversion from custody schemes, epilepsy specialists, secure or forensic health settings, as well as offering a range of specialisms in more generic community nurse roles, and these roles offer support across the age continuum. However, it should be acknowledged that whereas research and policy has supported a clear need for such a range of services in the Republic of Ireland, a diversity of specialist roles has only recently commenced developing as the necessity for change was identified in key policy documents; such roles in the Republic of Ireland include community liaison posts and clinical nurse specialists.

This unique research monograph is based on empirical research which has used the oral history approach to explore the careers of 31 intellectual disability nurses from England and the Republic of Ireland. It reports on our attempt to understand what had motivated these nurses to work in this field of nursing practice, and to learn lessons that might resonate with current nursing workforce challenges, and in particular in the field of intellectual disability nursing. Data were gathered using semi-structured interviews, and digitally recorded. These recordings comprise an important collection now held by the Royal College of Nursing’s United Kingdom nursing history archives.

The origins of what was to become the Untold Stories Project, and what was to culminate in this research monograph lay in a bottle of red wine shared in a small village in the Heart of the National Park in the Peak District in the late summer of 2017. Two of the authors, Colin Griffiths and Bob Gates, were reminiscing over their careers, and Colin spoke of his interest in looking back at the careers of a number of nurses in the Republic of Ireland to see if they had experienced the enormity of change that he felt that he had. This was shared by Bob who had a long standing interest in exploring workforce issues in intellectual disability nursing, and he realised Colin’s idea would enable him to look at this from a different perspective. The Untold Stories Project, as it was to be called, began to organically form as a viable research project, with an aim and research questions seemingly suggesting the oral history method as the most appropriate research methodological approach to address the questions which began to emerge. The project was called the Untold Stories Project because so little oral historical research has centred on, or has been undertaken with intellectual disability nurses; the vast majority of oral history work has focussed on people with intellectual disabilities. At the onset of the project, the College of Nursing, Midwifery and Healthcare, from the University of West London and the School of Nursing and Midwifery, Trinity College Dublin were the two institutions involved in the project. But later on changes to the original personnel involved in the study, along with a need for a more robust research team in England, saw colleagues from the Universities of Leeds and Northumbria join the project.

In the first chapter, we provide a contextualising introduction which culminates in articulating the aim and objectives of the study. This is followed by a chapter that provides a comprehensive background as to the origins of intellectual disability nursing as a workforce, and in particular its precarious positionality within the family of nursing, along with the health and social care workforce more widely. This chapter explores, and in some considerable detail, the interrelated factors which have directly and indirectly contributed to on-going questions as to the vulnerability, and therefore the potential sustainability of intellectual disability nursing in both England, United Kingdom, and the Republic of Ireland. In Chapter 3, we provide a detailed account of the research method employed, and the two subsequent chapters report on findings and provide a detailed discussion, before moving to the concluding chapter of the monograph that presents a series of conclusions, and observations, as well as acknowledging the inherent limitations and strengths of this study.

We offer a note at the outset on terminology that we have adopted in this text. Generally speaking within the United Kingdom, the term ‘learning disability’ is a descriptive term used to identify, describe and at times categorise people who have significant developmental delay that results in arrested or incomplete achievement of the ‘normal’ milestones of human development. Terms of equivalence used internationally includes: developmental disability, intellectual disability, mental retardation and mental handicap. Notwithstanding this wide array of terminology, and the inappropriateness of some we chose to adopt the term ‘intellectual disability’ and ‘intellectual disability nursing’ throughout this book, as we believe they are more universal than that which is used in the United Kingdom, thereby hopefully providing the book with a more universal appeal. Therefore, throughout the text, and from here on in, the term intellectual disability is used; save where certain Acts and/or other technical works require us to use other terms for accuracy.

Finally, we earnestly hope that the many professions and undergraduate students from the wide range of different professional and academic backgrounds that have an interest in historical aspects of the lives of those with intellectual disabilities, and in particular oral history might find this text both interesting and helpful. We also hope that it will be used to promote this specialist field of nursing and recognise the contribution that intellectual disability nurses have made to the lives of people with intellectual disabilities in the past, and the need to sustain this specialist field of nursing practice for the future.

Bob Gates; Colin Griffiths; Helen L. Atherton; Su McAnelly; Paul Keenan; Sandra Fleming; Carmel Doyle; Michelle Cleary and Paul Sutton



 

*Hereinafter we use England only for this jurisdiction save where the use of United Kingdom is suffixed in another specific context.
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