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Conducting research with dying persons can be 

controversial and challenging due to concerns for their 

perceived vulnerability and the potential burden of 

research, with little possibility of benefit to them.

To conduct an integrative review to answer the question 

‘What are dying persons’ perspectives or experiences of 

participating in research?

A structured integrative review of the empirical literature 

was undertaken using Cumulative Index Nursing and 

Allied Health Library Complete, PsycINFO, MEDLINE, 

Informit and Embase databases, limited to papers 

published in English, with no date restriction.

Understanding dying persons’ perspectives of 

research, and facilitating participation will enhance 

future care of dying persons. Researchers should not 

routinely exclude dying persons from clinically 

relevant research due to their prognosis, fear of 

burden or perceived vulnerability. The dying should 

be afforded the opportunity to participate, knowledge 

it may contribute to science and understanding and 

improve the care and treatment of others.
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Results

Ten papers were included in the review. Six were 

qualitative and four were quantitative studies. Narrative 

analysis revealed four themes: 

Value of Research

Research was acknowledged as essential to 

healthcare, given the dying patient’s care was likely 

informed by research evidence. Dying patients affirmed 

it was ethical for them to participate on research, in fact, 

they felt it was unethical not to.

Desire to Help

The desire to help others, who may be in a similar 

position was important to dying patients. Dying patients 

also wanted to help themselves, feel better, achieve 

symptom control and be more closely monitored by 

clinicians. The desire to contribute was also important, 

providing the opportunity to help researchers and 

contribute to research knowledge. 

Expression of Self

Research participation provided a way of feeling 

engaged with the world beyond their illness, made dying 

patients feel special, offered a way to restore the 

balance of power and to be seen as an equal human 

being. The social interaction and opportunity to talk to 

others was also appreciated. 

Participation Preferences

Willingness to participate was influenced by study 

potential,; especially if it is likely to help others. Study 

type, features, level of burden and degree of 

inconvenience also influenced participation. Dying 

patients were interested in less-invasive studies, those 

involving additional medications and studies requiring 

significant time commitment.
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