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SF-36 36-item Short Form Survey
EQRTC QLQ-C15-PAL  EORTC QLQ Core 15 Palliative module
POS Palliative Care Outcome Scale
EORTC QLQ-C30 European Organization for Research and Treatment of Cancer Quality of Life Questionnaire Core 30
MQOL McGill Quality of Life Questionnaire
QOL Quality of Life (QOL) rating scale
SSLQ Self-rating Scale of Life Quality
EuroQol-5D EuroQol 5 Dimensions questionnaire
FACT-G Functional Assessment of Cancer Therapy-General
o] A FACIT-Pal Functional Assessment of Chronic Illness Therapy-Palliative
HQLS Hospice Quality of Life Scale for Korean cancer patients
SEIQoL-DW Schedule for the Evaluation of Individual Quality of Life Direct Weight
WHOQOL-OLD World Health Organization Quality-of-Life Scale-Older Adults Module
SGRQ St. George Respiratory Questionnaire
WHOQOL-BREF World Health Organization Quality-of-Life Scale-Brief Version
CFQ-R CF Questionnaire Revised
CoQoLo Comprehensive Quality of Life Outcomes
SE-12 12-item Short-Form health survey
MQOL-HK McGill Quality of Life Questionnaire-Hong Kong Chinese revised version
PedsQL Pediatric Quality of Life
zo0] 4 QODD Quality of Dying and Death Questionnaire
GDI Good Death Inventory
PHQ-9 Patient Health Questionnaire 9
HADS Hospital Anxiety and Depression Scale
ESAS Edmonton Symptom Assessment Scale
CES Care Evaluation Scale
BPI Brief Pain Inventory
DT Distress Thermometer
GHQ-12 General Health Questionnaire 12
DN4 Douleur Neuropathique 4
PHQ-2 Patient Health Questionnaire 2
MSAS-SF Memorial Symptoms Assessment Scale CF
FAMCARE-2 Family Carer Satisfaction with Palliative Care scale 2
PPI Palliative Prognostic Index
71e} FIM Functional Independence Measure
BDI-2 Beck Depression Inventory 2
GAD-7 generalized anxiety disorder 7 item scale
PSS Problem Severity Score
CBI Caregiver Burden Inventory
RUG-ADL Resource Utilisation Groups—Activities of Daily Living Scale
PSQ-18 Patient Satisfaction Questionnaire 18
VAS Visual Analogue Scale
TRIG Texas Revised Inventory of Grief Part 2
SAS Symptom Assessment Scale
CAPA Capacity to Adopt a Palliative Approach
PSQ3 Patient Satisfaction Questionnaire version 3
BFI Brief Fatigue Inventory
IES-R Impact of Event Scale-Revised
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Abstract

In this study, we conducted a systematic review of hospice and palliative care
users to analyze research trends, measurement methods, and influencing factors
related to the ‘quality of life’ and ‘quality of death’.

We analyzed 36 articles meeting our selection criteria, published domestically and
abroad within the last decade (2013-2022). These articles spanned 18 countries,
with ‘quality of life’ discussed in 26 (72.2%) and ‘quality of death’ in 10 (27.8%).
All 36 studies used surveys to measure quality of life and quality of death. In quality
of life studies, the patients themselves were the primary respondents, but in quality
of death studies, third parties (caregivers or medical staff) were surveyed after the
patient’s death.

A total of 22 scales were used across 26 studies to measure quality of life, and
4 scales were used in the 10 studies that focused on quality of death. Additionally,
23 studies used a total of 32 scales to measure other aspects, such as anxiety,
depression, and pain. Among the 36 studies, 24 revealed that care system-related
factors, including access to hospice and palliative care, duration, and timing of
referral, influenced quality of life and quality of death among hospice and palliative
care users. Furthermore, demographic characteristics and the place of death were
reported as factors influencing the quality of death, while physical and psychological
symptoms, financial burden, prognostic awareness, and spiritual beliefs were noted
as factors affecting the quality of life.

This study underscores the insufficiency of attention given to measurement tools
and research related to the quality of death compared to that devoted to the quality
of life and suggests a conceptual classification of death. Future efforts should involve
a deeper exploration of the relationship between the concepts of quality of life and
quality of death, the development of measurement tools, ways to make
improvements in the areas identified as influencing factors, and the implementation
of research to enhance the quality of death, thereby contributing to overall
improvements in the quality of life and death experiences of patients nearing the

end of life.
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