APPROVED  RESEARCH

Protocol :  The experience of sexuality of male cancer patients under palliative care at Hospice Wits Houghton.  S Walter, Hospice Wits.  Ref.: 05/11

Palliative care is by its nature holistic.  The whole person is considered in both the assessment and the management of the patient.

It may be argued that sexuality should form a part of the psychological or even social dimension, but in practise sexuality is largely ignored.

Often sexuality is thought of as physical sex, but it encompasses so much more.  The experience of sexuality is one that allows a person to feel whole: it includes aspects such as perceptions of masculinity or femininity, gender roles, emotional intimacy and physical intimacy.

In patients with cancer, the diagnosis often presents an extreme threat to sexuality.  Patients may be faced with losses in identity and roles e.g.: loss of health, loss of career, loss of independence.  Furthermore, the cancer or surgery may alter body appearance and thus body image.  Treatment, pain and fatigue may make intimate encounters difficult.

Aim of Study

To explore how males with advanced cancer under the care of Hospice Wits Houghton experience their sexuality.

Objectives
There are four main objectives of the study:

1) To explore how the disease process has influenced experiences of masculinity.

2) To explore how gender roles have been affected by cancer.

3) To explore how physical intimacy with partners has been affected by the disease.

4) To explore the effects on the experience of emotional intimacy with partners.

Protocol : The development and piloting of an appropriate dementia screening tool for patients in a palliative care setting in South Africa.  S E Schneider, HPCA - Stellenbosch   Ref.: 03/11 

Dementia can be defined as an acquired syndrome of decline in memory and at least one other cognitive domain such as language, visuo-spatial or executive function that is sufficient enough to interfere with social or occupational functioning in an adult (1).
The screening of a patients’ mental state/dementia is of vital importance in palliative care patients as it assists with early diagnosis, treatment, planning and formalising an appropriate care plan for the patient.

The aim of this research is to develop and validate an appropriate dementia screening tool (DST) for patients in a PC setting in South Africa.

Phase one will be a systematic review of current dementia screening tools available.
Phase two will be consulting with experts in the field and establishing face validity as well as the development of the DST.
Phase three will be the piloting of the developed DST appropriate to SA Hospices.

All 26 fully accredited hospices will be invited to take part in this pilot study which requires a minimum of ten hospices participation.   Within the selected palliative care facilities, key informants will be identified.  Usually the medical officer or a palliative trained professional nurse would do this type of screening in a palliative care setting.  With the DST there will be an information guide on how to use the tool.  They will be asked to complete the questionnaire on 3 patients showing signs of confusion as well as 3 patients who have no signs of confusion as a control group.   
Brief cognitive tests (5), such as the Mini Mental State Examination (MMSE) and the Short Blessed Test (SBT), are commonly used to screen for cognitive impairment, including dementia. The MMSE and SBT are practical because these tests are easily administered and scored and effectively document cognitive change in an individual with longitudinal follow-up. Such tests, however, can lack sensitivity in an individual, even for definite dementia in the absence of repeated measurement over time.

There are current assessment /screening tools that have been developed in first world settings but their applicability and validity to the SA setting have not been substantiated as yet to the palliative care setting. Deficiencies that have been identified by healthcare workers working in the field include literacy, language, numerical skills, level of education and terms of reference problems. 

Protocol :  Evaluation of the development needs of professional healthcare workers in the context of providing quality palliative care to increasing numbers of patients in Kenya, Malawi and South Africa.  S McGarvie, HPCA, CT.  Ref. 02/11
Introduction/Problem Statement

Hospices in Africa deliver home-based care to patients with life threatening illnesses in severely under resourced settings with limited numbers of professional staff. The high incidence of HIV/AIDS and cancer in Africa means the capacity of hospices is being stretched to its limits. The lack of the availability of hospital facilities has made it necessary for hospice programmes to provide palliative home-based care to greater numbers of patients who often live in very rural and under-resourced settings. The bulk of the hands on care is provided by non-professional trained community caregivers supervised.  Professional health care staff has however found that they are ill-equipped to manage these lay community care givers optimally and this impacts on the quality of care that can be given.  We believe that providing the professional health care staff with the skills to manage greater numbers of community caregivers is one way in which the reach and quality of palliative care provided in hospices in Africa can be expanded. 

The need to augment nursing management skills for hospice programmes in South Africa has been identified in previous regional workshops. Many patient care managers have reported that they do not have the skills required to effectively co-ordinate the palliative care programmes for which they have been made responsible. This often results in poor leadership and less than optimal use of scarce professional resources both of which are crucial for programmes to effectively address the overwhelming need for palliative care that has arisen because of the HIV/AIDS epidemic. 

Proposed Intervention

The intention is to evaluate the capacity of professional patient care mangers and identify development needs that can lead to improving management skills of health care professional within the hospice setting.
Specific Aims and Objectives

The aims of this research are to:

· Evaluate the capacity of health care professionals in hospices in Malawi, Kenya and South Africa.

· To identify the clinical management needs of health care professionals in hospices in Malawi, Kenya and South Africa.

·  To develop an appropriate training course for patient care managers in Malawi, Kenya and South Africa.

· To develop a profile for future healthcare professionals appointees.
Methodology

This will be a cross-sectional, qualitative study. The study will be run in two phases. Phase one will be a series of 5 focus group interviews of 8-10 participants which will inform phase two which will take the form of a questionnaire that will be sent out to all member hospices in the three countries to give depth to the results of the interviews.

Dissemination of Data

Feedback will be disseminated to the focus groups via feedback workshops and to all hospices who submitted completed questionnaires via a report on findings at the end of the study. The completed research will be written up and submitted for peer review and presented at palliative care conferences as appropriate.
Protocol :  Initiating relevant conversations about advance care planning in a South African context.  A Qualitative study.   J Stanford, HPCA, Knysna.   Ref.:  01/11

Introduction/Problem Statement

Hospices in Africa deliver home-based care to patients with life threatening illnesses in severely under resourced settings with limited numbers of professional staff. The high incidence of HIV/AIDS and cancer in Africa means the capacity of hospices is being stretched to its limits. The lack of the availability of hospital facilities has made it necessary for hospice programmes to provide palliative home-based care to greater numbers of patients who often live in very rural and under-resourced settings. The bulk of the hands on care is provided by non-professional trained community caregivers supervised.  Professional health care staff has however found that they are ill-equipped to manage these lay community care givers optimally and this impacts on the quality of care that can be given.  We believe that providing the professional health care staff with the skills to manage greater numbers of community caregivers is one way in which the reach and quality of palliative care provided in hospices in Africa can be expanded. 

The need to augment nursing management skills for hospice programmes in South Africa has been identified in previous regional workshops. Many patient care managers have reported that they do not have the skills required to effectively co-ordinate the palliative care programmes for which they have been made responsible. This often results in poor leadership and less than optimal use of scarce professional resources both of which are crucial for programmes to effectively address the overwhelming need for palliative care that has arisen because of the HIV/AIDS epidemic.  
Proposed Intervention

Funding is being requested for research which will be undertaken by Susan McGarvie for her Masters Degree through the University of Cape Town.  As an employed member of the HPCA Patient Care Portfolio team she is responsible for the provision of regional mentorship in the Eastern Cape. 
· Following a comprehensive literature review the research proposal will be submitted for approval by the Hospice Palliative Care Association Research Ethics committee. 

· An assessment will be done to identify the gaps and to verify that similar needs exist in selected palliative care programmes in three other African countries, Kenya, Malawi and Zambia. 

The intention is to evaluate the capacity of professional patient care mangers and identify development needs that can lead to improving management skills of health care professional within the hospice setting. The intention is to then use the development needs identified in this research to create an appropriate training curriculum for patient care managers in hospices in Africa and to develop a new profile for future patient care manger appointees. By enhancing the skills and capacity of patient care managers, we can effectively improve the quality and range of palliative care in even the most rural and under-resourced areas in Africa. 
Specific Aims And Objectives

The aims of this research are to:
· Evaluate the capacity of health care professionals in hospices in Malawi, Kenya and South Africa.

· To identify the clinical management needs of patient care managers in hospices in Malawi, Kenya and South Africa.

·  To develop an appropriate training course for patient care managers in Malawi, Kenya and South Africa.

· To develop a profile for future healthcare professionals appointees.

Protocol :   How is palliative care part of the right to health?  South African evidence. L. Gwyther,  HPCA.  Ref.:  06/10

Summary

The International Bill of Human Rights comprises the Universal Declaration of Human Rights (UDR, 1948), the International Covenant on Civil and Political Rights(ICCPR) and the International Covenant on Economic Social and Cultural Rights (ICESCR). The preamble to the UDR includes the statement that 

“Whereas the peoples of the United Nations have in the Charter reaffirmed their faith in fundamental human rights, in the dignity and worth of the human person and in the equal rights of men and women and have determined to promote social progress and better standards of life in larger freedom”

The International Covenant on Economic, Social and Cultural Rights which has been signed although not yet ratified by the South African government states that: “The States Parties to the present Covenant recognize the right of everyone to the enjoyment of the highest attainable standard of physical and mental health.”

General Comment 14 describes that “The notion of "the highest attainable standard of health" in article 12.1 takes into account both the individual's biological and socio-economic preconditions and a State's available resources”. This study considers the right to health in South Africa for people whose biological condition is such that they have been diagnosed with serious illness that is considered life-threatening, and who require the interventions provided by palliative care services to ensure the highest attainable standard of health and best possible quality of life in the circumstances facing them. 

Problem Statement:

It is recognized that palliative care is an appropriate and compassionate response to the needs of patients with life-threatening illness. The international palliative care community describes palliative care and pain relief as a human right. To date, in South Africa, palliative care has largely been provided to relatively few patients and mostly within the NGO setting. The Hospice Palliative Care Association of South Africa describes providing care to an estimated 20% of patients who would benefit from this care. There is a need to expand the reach of palliative care in South Africa in both the NGO and public health sector. 

This research study aims to use the foundation of palliative care as a human right, to quantify the need for palliative care in the public and NGO sector and investigate the current provision of palliative care in South Africa. The research proposal will describe methods to investigate access to palliative care in South Africa in terms of the right to health described by General Comment 14.

Protocol:  The understanding, perceptions and expectations of families of terminally ill patients on introducing the syringe driver in a palliative care unit. M Wilkinson, St Luke’s Hospital.  Ref.: 05/10
Background:  Very little scientific documentation of the families’ experience of syringe drivers has been published. An unpublished retrospective survey undertaken by the researcher from January 2007 to November 2008, found that 89 terminally ill patients, (thus between two and seven patients per month) were commenced on the syringe driver, mainly for nausea and vomiting, pain control and preterminal restlessness. Comments such as “injection which might hasten death” were heard.  This can cause distress, conflict and ambivalence between family members.  In many cases the family members would like the terminally ill patient to be peaceful, but still be able to communicate. Verbal explanation of the syringe driver is given to the family members before commencing, but in some cases this appears not to be adequate and perhaps a visual aid would be beneficial.
Significance and Justification of the Research:  Generally, family members have not been exposed to syringe driver technology. As there is little research on the experiences of family members, on the use of syringe drivers, it is unclear how they view this and how it impacts them during an already distressing time in their lives. This research will provide insight and guidelines for staff on how best to help and support a patient’s family members. This will assist in reducing the ambivalence felt by the families towards the use of a syringe driver, thus allowing the patient to be commenced on the syringe driver with the full support and confidence of the families.  The findings of this research will enable families to be informed through education into the clinical causes of symptoms and the medication used in the syringe driver. 
Protocol : Development and Evaluation of a Children’s Palliative Care training course for health professionals in sub-Saharan Africa.  E Scrimgeour, ICPCN.  Ref.: 02/10 
Summary  

The Diana Princess of Wales Memorial Fund (DPWMF) has been developing a new CPC course as part of an initiative to stimulate       the development of CPC in sub-Saharan Africa.  This course will be offered initially as a vocational training course ( for health professionals but it is hoped will also be developed into an academic Diploma.

The aims of this research are :

1. To identify and explore the educational needs of health professionals in the area of children's palliative care (in order to inform and develop the ongoing iterative development of the course curriculum, content and structure).  
2. To evaluate the children's palliative care training course that is subsequently delivered.  This will enable DPWMF to assess the acceptability, effectiveness and impact of the course in helping the roll out of children's palliative care services across sub-Saharan Africa.

PROTOCOL :  A comparison of two tools to measure outcomes among palliative care patients in two hospice sites in South Africa.  L Gwyther, HPCA.  Ref.: 05/09

Summary

There is currently a dearth of clinical research activity in palliative care in Sub-Saharan Africa. In order to evaluate models of care, and to demonstrate the effectiveness of palliative care, outcome tolls that are relevant to palliative care goals and endpoints, and which have been tested in the local population, are essential.

Aim and design

This cross sectional self-report questionnaire study aims to compare 2 existing measures in palliative care
