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Description
The thesis presents a programme of research concerned with the provision of end-of-life and palliative care for people with learning disabilities.
 It comprises eight papers published/submitted to international peer-reviewed journals (seven are now published), describing two literature reviews and six research studies. Further work is being built on this doctoral research, both by the applicant and by other researchers and clinicians across the UK and beyond.
Background
People with learning disabilities constitute around 2.5% of the UK population (Department of Health 2001). As life expectancy in this group is increasing (Patja et al. 2000), higher prevalence of age-related illnesses precipitates a growing need for end-of-life support and palliative care. Empirical data on palliative care for people with learning disabilities were scarce. With the increasing emphasis on evidence-based practice and user-involvement in service development (Crawford et al. 2002), it was of particular concern that none of the literature included the voices and perspectives of people with learning disabilities themselves. 

Aims

The overall aim was to gain insight into the palliative care needs of people with learning disabilities. Objectives were:

1. What is the current state of knowledge and provision of palliative care for people with learning disabilities?
2. How do people with learning disabilities experience terminal illness? How do they perceive their needs?

3. How do people with learning disabilities and severe communication difficulties communicate distress?

4. What issues do specialist palliative care professionals face in caring for people with learning disabilities? 

Methods 
Each published paper reported on a different study with different methodologies.
A. Literature reviews: (i) end-of-life and palliative care for people with learning disabilities; (ii) cancer and learning disabilities.
B. A 3-year ethnographic study of the experiences of 13 people with learning disabilities who had cancer, using participant observation as its main method of data collection. Preliminary data were presented in the form of the narrative of one research participant. 

C. Cancer information needs: non-participant observation of five people with learning disabilities affected by cancer as they used a pictorial cancer information booklet, followed by face-to-face semi-structured interviews with the participants and their carers. 

D. Nominal Group Technique (NGT) was used to investigate the views of 14 people with learning disabilities on end-of-life care provision. This was a pilot study, as NGT had not previously been used with people with learning disabilities; the technique had to be adapted.

E. The Disability Distress Assessment Tool (DisDAT), a newly published tool for measuring and monitoring distress in people with severe communication difficulties, was used by 57 carers of 13 people with severe learning disabilities. The study aimed to investigate the construct and causes of distress in this group, and to evaluate the tool.

F. Investigating palliative care provision for people with learning disabilities: (i) semi-structured interviews with 32 specialist palliative care professionals; (ii) postal questionnaire returned by 543 professionals working in 53 specialist palliative care services in London (57% response rate).
Results
1. Study B found that it is essential to understand the patient’s whole life story, in order to understand their experience of ill-health and dying. 
2. The participants in study C had not previously been given information about cancer. They wanted this information, and appeared capable of understanding it.
3. The participants in study D prioritized involvement in one’s care.

4. Study E found a median of 23 highly idiosyncratic distress cues per client. 
5. Study F found that palliative care services are under-used by people with learning disabilities. Professionals face a distinct set of problems around providing palliative care, mostly arising from patient’s difficulties in understanding and communication.
Conclusion
The findings strongly suggest changes in clinical practice, including greater attention to involvement and information needs of people with learning disabilities, and a pro-active collaborative approach. It is important and possible for people with learning disabilities to participate in research around death and dying, but there are considerable methodological and ethical challenges.
Innovation

Two colleagues with learning disabilities were employed to help design the studies, develop accessible study information materials and (in some studies) support data collection and analysis. Although involvement of people with learning disabilities is increasingly seen as important in learning disability research, their previous exclusion from research around sensitive topics (Lindop 2006) made their involvement in my work ground-breaking. 

The chosen methodologies enabled previously excluded groups to participate. Ethnography allowed for the inclusion of people with severe/profound learning disabilities. NGT was successfully adapted for use with people with learning disabilities; its potential has aroused considerable interest among researchers and clinicians alike.

Uniquely, the thesis includes an accessible summary, consisting of pictures and easy-to-read text, in order to help people with learning disabilities understand the findings and enable future research collaborators who have learning disabilities to understand the background to our research programme.

Contribution to nursing scholarship

The thesis demonstrates practical ways in which nurses can develop research questions and conduct research that is grounded in real problems for real patients, and shows how suitable methodologies can be selected to suit the research question. It also makes a clear link between research and practice, and demonstrates how research findings can be made accessible.
Impact
· Publications in international peer-reviewed journals have led to international recognition, including numerous invitations to speak at national and international conferences. Nurses often comment that they appreciate hearing about research that has such practical resonance. 

· Since completing the thesis, a further six research-based papers have been published/accepted by international peer-reviewed journals.

· My work was cited in the report of the Independent Inquiry into access to health care for people with learning disabilities (Michael 2008).
· My work is the basis for national policy guidelines on palliative care for people with learning disabilities in the Netherlands. 

· My research led to securing a £36,686 grant from the Department of Health, to develop a book about dying (based on my research findings) in an award winning series of picture books for adults with learning disabilities (authors  withheld, in press).
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� In the thesis, the term ‘intellectual disabilities’ is used, as this is becoming the preferred terminology internationally. In the UK, ‘learning disabilities’ is the most widely used terminology. 





