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Introduction The very end of life can be associated with pain,
anxiety and caregiver burden. Numerous measures seek to
assess the quality of death and dying and satisfaction with
care, but there is a lack of evidence and consensus on the
best tools.
Aims To identify all existing tools for assessing quality of
death and dying and the quality of care and satisfaction with
care at the very end of life, and systematically evaluate those
which have been psychometrically validated.
Method Four databases (Medline, Embase, Cinahl and Psy-
cinfo) were searched in February 2016 using a combination of
MeSH and free-text terms on end of life and satisfaction with
care. Article titles, abstracts and full-text papers were reviewed
to identify all papers reporting multi-item measures for assess-
ing quality of death and dying and/or quality of care and sat-
isfaction with care at the very end of life. Articles reporting
on at least one psychometric investigation of the measures
identified were then assessed for quality, using the COSMIN
checklist (Mokkink, 2010).
Results The initial search terms identified 4136 articles after
excluding any duplicates. Seventy-seven papers, reporting 48
different measures, met the initial inclusion criteria. The most
commonly used measures were the Quality Of Death and
Dying (QODD; Patrick, 2001) and FAMCARE (Kristjanson,
1986). Both have been validated in a variety of cultural set-
tings and participant groups.
Conclusion Many measures assess quality of death and dying
and satisfaction with care, but few have been thoroughly vali-
dated. QODD and FAMCARE are the best of those assessed.

REFERENCES
1 Kristjanson LJ. Indicators of quality of palliative care from a family perspective. J

Palliat Care 1986;1(2): 8–17
2 Mokkink LB, Terwee CB, Patrick DL, et al. The COSMIN checklist for assessing

the methodological quality of studies on measurement properties of health status
measurement instruments: an international Delphi study. Quality of Life Research
2010;19(4):539–549

3 Patrick DL, Engelberg RA, Curtis JR. Evaluating the quality of dying and death. J
Pain Symptom Manage 2001;22(3):717–726

Abstracts

396 BMJ Supportive & Palliative Care 2016;6:384–408

copyright.
 on M

ay 19, 2023 by guest. P
rotected by

http://spcare.bm
j.com

/
B

M
J S

upport P
alliat C

are: first published as 10.1136/bm
jspcare-2016-001204.33 on 1 S

eptem
ber 2016. D

ow
nloaded from

 

http://spcare.bmj.com/



