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Plain English summary

Most people in the UK would prefer to die at home, but only half of them achieve this. This usually
depends on having able and willing lay carers (family or friends) to help look after them. Once

swallowing is not possible, medicine is given continually under the skin (syringe driver). If common
problems such as pain, vomiting or agitation break through, health-care professionals attend to give
extra doses. The wait for a health-care professional to arrive can be distressing.

In the UK, it is legal (but not routine) for lay carers to give needle-free subcutaneous injections
themselves. We reworked an Australian carer education package for UK use. The best way to find out
if this would work well is to do a randomised controlled trial. This is a test in which, at random, half of
the people taking part receive ‘usual care’ and the other half receive the ‘new care’ or intervention. A
pilot randomised controlled trial (a ‘test’ trial to see if a larger one is worth doing) was carried out to
determine if lay carer injections were possible in the UK.

We approached 90 dyads (a dying person and a key carer) and, of these, 40 were willing to take part
and 22 completed the follow-up visit, so we could analyse their data. Of these 22 dyads, 16 were in
the intervention group (lay carer injects) and six were in the control group (usual care). All carers were
asked to keep a diary. Carers and health-care professionals were interviewed (qualitative study) and
carer preferences were assessed.

This new practice was safe, acceptable and welcomed. Carer confidence increased rapidly, symptom
control was quicker and the interviews backed up these findings.

Recruitment was low owing to overstretched health-care professionals. Only certain families were
picked. Dyads in the usual-care group often wished they were in the intervention group. Carers found
it difficult to complete some of the questionnaires that were used to measure the effect of the
intervention.

Therefore, uncertainty remains as to whether or not a full trial should proceed. Because the practice
is already legal, some areas in the UK are already undertaking it. We plan to study what makes this
practice possible or less possible to achieve.
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