Research in hospices



HPCA Research Ethics Committee

The HPCA REC promotes the fact that quality palliative care is based on valid research to provide a strong evidence-base to the provision of care. 

The Aim of the HPCA REC is to achieve a balance between protecting interests of these vulnerable participants & valuably expanding the research base in areas of palliative care which serving the participant population. We are privileged to have as the chairperson of HPCA REC Prof Ames Dhai, Director of the Steve Biko Centre for Bioethics at the University of Witwatersrand who performs this function in a voluntary capacity.
The role of the HPCA REC:

1. Primary role is protection of rights & welfare of research participants
2. Provide ethical advice to researchers to assist decision-making on adequacy of proposed research projects regarding participant protection
3. RECs also serve to protect investigators from unjust criticism
The National Health Sciences Research Ethics Committee requires that research using human subjects as participants should be reviewed by a health research ethics committee registered with the NHSREC. HPCA REC has applied for registration with NHSREC and has complied with the requirements for identified by the initial NHSREC assessment visit and we are awaiting audit.The reference number for our application is REC-250408-005.
Hospice ethics committees are not accredited to approve research studies. 

All research carried out in HPCA hospices should be submitted for ethical approval to HPCA REC including research that has been submitted to tertiary education institutions for ethical approval. We are aware that university RECs and MRC may not have members that are knowledgeable with regard to palliative care. This has 2 different consequences: 1) that it is difficult to obtain approval for research in palliative care as the REC is over-zealous in protecting participants claiming that the palliative care patient population is too vulnerable to permit research in this population. Our response is that it is as important to have good research conducted in palliative care to ensure the evidence-base for quality palliative care. 2) REC members may not have sufficient knowledge of particular vulnerabilities of patients and families receiving palliative care. HPCA REC are vigilant in reviewing research proposals to ensure that researchers consider the vulnerabilities of potential participants and describe how they will take these vulnerabilities into account eg by developing and implementing a distress protocol.

The HPCA REC also reviews the scientific validity of the research and can advise researchers to improve methodology if necessary.
We would encourage hospices to consider ethical issues when designing quality improvement programmes (QIPs) such as clinical audit and the HPCA REC can advise if hospice management or care staff are uncertain about protecting participants of QIPs.

Monitoring and evaluation
M&E and QIP also use participants to inform evaluation and quality improvement and should demonstrate awareness of participant vulnerabilities. 

In particular, programmes should be designed so that there is:

· No coercion to ensure participation (this includes the patient’s feeling of obligation to take part in gratitude for the care received)
· No incentives to ensure participation

· No prejudice to care if participants choose not to take part
Participants should be fully informed regarding the evaluation activity or QIP and should freely consent to take part.

The HPCA research ethics policies and procedures are on the HPCA website or can be obtained from the REC administrator, Mrs Cheryl Borresen cborresen@iburst.co.za 
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