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Qualitative study to identify the meaning of sexuality and intimacy in life-limiting illness

Background to the research
Sexuality and intimacy are important and legitimate areas of nursing activity, yet are often not addressed (Royal College of Nursing, 2000). This is particularly evident in relation to older people, whose needs are unrecognised and unmet (Age Concern, 2006). There is a need for a sound evidence-base to guide clinical practice, as it is unclear whether the current empirical evidence relating to the experiences and sexuality concerns of patients newly diagnosed with a life-threatening illness can be extrapolated to those nearing the end of life. It is also unclear whether it is appropriate for health care professionals to broach the topic of intimacy and sexuality with terminally ill patients and their partners.

Palliative care provision requires a whole-person, multi-dimensional approach that encompasses both the individual with the life-limiting illness and those that matter to them (National Council Hospice & Specialist Palliative Care Services, 1993). It is therefore important to not only seek the views of patients, but also those of their partners. What this study explores is the meaning and expression of sexuality and intimacy in the lives of patients and partners of patients. Local service and user groups have endorsed this as an important topic for research, which will guide future practice.

For the purposes of this study, life-limiting illness refers to any medical condition that has reached a stage whereby the individual would no longer benefit from curative treatment. These individuals would be terminally ill but may be receiving palliative treatment.

Research question

What are the experiences of patients and partners of patients who have a life-limiting illness in relation to sexuality and intimacy?

Aims of the study
· To understand how sexuality and intimacy are expressed by patients and partners of patients who have a life-limiting illness.

· To understand the impact of life-limiting illness on the expression of intimacy and sexuality by patients and partners of patients.

· To identify recommendations for health care practice

Research design & methodology

Using a phenomenological approach, face-to-face semi-structured interviews would be conducted with 20-25 adult patients who have a life-limiting illness, and 20-25 partners of patients who have a life-limiting illness, recruited through outpatient services. It is intended that this sample will be representative of age and gender. Given the vulnerability of individuals with life-limiting illness, partnered pairs will not be a requirement for the study. However, it is anticipated that some partnered pairs will volunteer to be included. Given the exploratory nature of this study, this will be taken into account in data analysis and the conclusions drawn may be tentative.

It is conventional in phenomenological research to conduct unstructured interviews, where the participant is asked to talk at length about the phenomenon being studied, with the researcher adopting a passive listening role. Given the personal and sensitive nature of sexuality, it is possible that participants may not be entirely at ease speaking at length about the subject. To ensure their comfort and to enable data collection, the use of a semi-structured interview schedule would be used. The questions are phrased to avoid leading the participant and to enable full description.

The tape-recorded interviews would be transcribed verbatim and the data analysed using Georgi’s (1985) hermeneutic framework. Where possible, rigour would be determined through participant-verification of the emergent themes.

The results of this study would be disseminated locally and nationally through professional journals and relevant conferences. It is anticipated that the study results would be incorporated into palliative care nurse education.
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