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Appendix A: Medline Search Results (retrieved on 27 Dec 2024)

id Searches Results
1 ("Palliative Care"/ or "Hospice Care"/ or "Terminal Care"/ or "End of Life Care".ti,ab.kf.) and ("Assessment Tool*" 254
or "Screening Tool*" or "Evaluation Scale*" or "Symptom Scale*" or "Outcome Measure*" or "Clinical Scale*" or
"Validated Instrument*" or "Self-report Questionnaire").mp. and ("Edmonton Symptom Assessment Scale" or
"ESAS" or "Sheffield Profile for Assessment and Referral for Care" or "SPARC" or "Palliative Performance Scale" or
"PPS" or "Karnofsky Performance Status" or "KPS" or "Support Team Assessment Schedule" or "STAS" or
"Memorial Symptom Assessment Scale" or "MSAS" or "McGill Quality of Life Questionnaire" or "MQOL" or
"Functional Assessment of Chronic Illness Therapy-Palliative" or "FACIT-Pal" or "Quality of Life at the End of Life"
or "QUAL-E" or "Patient Dignity Inventory" or "PDI" or "Brief Pain Inventory" or "BPI" or "Rotterdam Symptom
Checklist" or "RSCL" or "EORTC QLQ-C15-PAL" or "EORTC QLQ-C30" or "Hospital Anxiety and Depression
Scale" or "HADS").mp. [mp=title, book title, abstract, original title, name of substance word, subject heading word,
floating sub-heading word, keyword heading word, organism supplementary concept word, protocol supplementary
concept word, rare disease supplementary concept word, unique identifier, synonyms, population supplementary
concept word, anatomy supplementary concept word]

2 limit 1 to (english language and yr="2005 - Current") 233



Appendix B: CINAHL Search Results (retrieved on 27 Dec 2024)

id Searches Results
1 (MH "Palliative Care") OR (MH "Hospice Care") OR (MH "Terminal Care") OR (MH "End of Life Care") -
OR TI (palliative N2 care OR hospice N2 care OR terminal N2 care OR end N2 life)
OR AB (palliative N2 care OR hospice N2 care OR terminal N2 care OR end N2 life)
2 (MH "Assessment") OR (MH "Screening") OR (MH "Evaluation") OR (MH "Outcome Assessment (Health Care)") -
OR TI (assessment N2 tool* OR screening N2 tool* OR evaluation N2 scale* OR symptom N2 scale* OR outcome
N2 measure* OR clinical N2 scale* OR validated N2 instrument* OR self-report N2 questionnaire)
OR AB (assessment N2 tool* OR screening N2 tool* OR evaluation N2 scale* OR symptom N2 scale®* OR
outcome N2 measure* OR clinical N2 scale* OR validated N2 instrument™ OR self-report N2 questionnaire)
3 TI ("Edmonton Symptom Assessment Scale" OR "ESAS" OR "Sheffield Profile for Assessment and Referral for -
Care" OR "SPARC" OR "Palliative Performance Scale" OR "PPS"
OR "Karnofsky Performance Status" OR "KPS" OR "Support Team Assessment Schedule" OR "STAS" OR
"Memorial Symptom Assessment Scale" OR "MSAS"
OR "McGill Quality of Life Questionnaire" OR "MQOL" OR "Functional Assessment of Chronic Illness Therapy-
Palliative" OR "FACIT-Pal"
OR "Quality of Life at the End of Life" OR "QUAL-E" OR "Patient Dignity Inventory" OR "PDI" OR "Brief Pain
Inventory" OR "BPI"
OR "Rotterdam Symptom Checklist" OR "RSCL" OR "EORTC QLQ-C15-PAL" OR "EORTC QLQ-C30" OR
"Hospital Anxiety and Depression Scale" OR "HADS")
OR AB ("Edmonton Symptom Assessment Scale" OR "ESAS" OR "Sheffield Profile for Assessment and Referral
for Care" OR "SPARC" OR "Palliative Performance Scale" OR "PPS"
OR "Karnofsky Performance Status" OR "KPS" OR "Support Team Assessment Schedule" OR "STAS" OR
"Memorial Symptom Assessment Scale" OR "MSAS"



OR "McGill Quality of Life Questionnaire" OR "MQOL" OR "Functional Assessment of Chronic Illness Therapy-
Palliative" OR "FACIT-Pal"

OR "Quality of Life at the End of Life" OR "QUAL-E" OR "Patient Dignity Inventory" OR "PDI" OR "Brief Pain
Inventory" OR "BPI"

OR "Rotterdam Symptom Checklist" OR "RSCL" OR "EORTC QLQ-C15-PAL" OR "EORTC QLQ-C30" OR
"Hospital Anxiety and Depression Scale" OR "HADS")
1 AND 2 AND 3 495

Limit to: English language and yr = “2005-Current” 451



Appendix C: Cochrane Library Search Results (retrieved on 27 Dec 2024)

id Searches Results
1 ("Palliative Care" OR "Hospice Care" OR "Terminal Care" OR "End of Life Care"):ti,ab,kw AND (("Assessment" 50
NEXT "Tool") OR ("Screening" NEXT "Tool") OR ("Evaluation" NEXT "Scale") OR ("Symptom" NEXT "Scale")

OR ("Outcome" NEXT "Measure") OR ("Clinical" NEXT "Scale") OR ("Validated" NEXT "Instrument") OR ("Self-
report" NEXT "Questionnaire")):ti,ab,kw AND (("Edmonton Symptom Assessment Scale" OR "ESAS" OR
"Sheffield Profile for Assessment and Referral for Care" OR "SPARC" OR "Palliative Performance Scale" OR "PPS"
OR "Karnofsky Performance Status" OR "KPS" OR "Support Team Assessment Schedule" OR "STAS" OR
"Memorial Symptom Assessment Scale"” OR "MSAS" OR "McGill Quality of Life Questionnaire"” OR "MQOL" OR
"Functional Assessment of Chronic Illness Therapy-Palliative" OR "FACIT-Pal" OR "Quality of Life at the End of
Life" OR "QUAL-E" OR "Patient Dignity Inventory" OR "PDI" OR "Brief Pain Inventory" OR "BPI" OR
"Rotterdam Symptom Checklist" OR "RSCL" OR "EORTC QLQ-C15-PAL" OR "EORTC QLQ-C30" OR "Hospital
Anxiety and Depression Scale" OR "HADS"):ti,ab,kw)

2 limit 1 to (english language and yr="2005 - Current") 46



Appendix D: Included Studies of Scoping Review (n = 299)

Study citation

Study design  Population Total

articipants tool

Key findings (summarised)

Abernethy, A. P.,
Wheeler, J. L., &
Currow, D. C. (2010).
"Utility and Use of
Palliative Care Screening
Tools in Routine
Oncology Practice."
Cancer Journal, 16(5),
444-460.

Abraham, A., Kutner, J.
S., & Beaty, B. (2006).
Suffering at the end of
life in the setting of low
physical symptom
distress. Journal of
Palliative Medicine, 9(3),
658-665.
https://doi.org/10.1089/jp
m.2006.9.658

Systematic Palliative N/A
review care
patients;
Healthcare
professiona
Is

Palliative 48
care
patients

Cohort study

Setting Purpose of the

Hospital; Prognosis;

Home-based = Symptom

care; Aged management;

care; Quality of life

Hospice;

Other:

United States

Hospice; Symptom

Other: US management;
Quality of life;
Psychological

support ; Other

Palliative care screening tools
are essential in oncology to
identify symptom burden and
facilitate timely interventions.
The study highlights several
validated assessment tools,
including the ESAS and Brief
Pain Inventory (BPI).
Technology-based screening
methods (e.g., electronic data
capture and patient-reported
outcomes) improve efficiency
and continuity of care. Early
palliative care screening
improves symptom management
and patient outcomes.

Physical symptom distress was
not strongly associated with
overall suffering. Suffering was
more influenced by
psychological well-being,
diagnosis (cancer vs non-
cancer), and age. Despite low
physical distress, significant
suffering was still reported,
suggesting non-physical factors
play a large role. Tools like
MSAS and MQOL captured
distinct but related aspects of
patient experience.



Adsersen, M., Hansen, M.

B., Neergaard, M. A.,
Sjegren, P., Guldin, M.-
B., & Groenvold, M.
(2024). The first decade
of the Danish Palliative
Care Database:
Improvements and
ongoing challenges in the
quality and use of

specialised palliative care.

Acta Oncologica, 63(3),
259-266.
https://doi.org/10.2340/16
51-226X.2024.28515

Ahmed, N., Hughes, P.,
Winslow, M., Bath, P. A.,
Collins, K., & Noble, B.
(2015). A pilot
randomized controlled
trial of a holistic needs
assessment questionnaire
in a supportive and
palliative care service.
Journal of Pain and
Symptom Management,
50(5), 587-598.

Cross sectional
study

Randomised
controlled trial

Palliative
care
patients

Palliative
care
patients

145,006
referrals
from 2010-
2020, with
94,289
patients
having
contact with
SPC

182

Hospital;
Hospice;
Other:

Denmark

Hospital;
Home-based
care;
Hospice;
Other:
United
Kingdom

Symptom
management;
Quality of life;
Functional
status

Symptom
management;
Quality of life;
Psychological
support

The study analysed five quality
indicators of the Danish
Palliative Care Database from
2010 to 2020. Contact with
specialised palliative care (SPC)
increased slightly over time, but
the majority of patients in SPC
had cancer. Waiting times for
SPC increased over time despite
improved quality indicators.
Non-cancer patients remained
underrepresented in SPC
services. Hospital-based
palliative care teams had better
adherence to quality indicators
than hospices. Quality indicators
showed an overall positive
trend, except for waiting times.
The study evaluated the use of
the Sheffield Profile for
Assessment and Referral for
Care (SPARC), a holistic needs
assessment questionnaire. No
significant positive impact of
SPARC on quality of life (EQ-
5D), patient concerns
(MYCAW), or patient
enablement (PEI) was found.
Unexpectedly, a higher
proportion of patients in the
control group (who did not
immediately receive SPARC)
showed improvement in
MYCAW scores compared to
the intervention group (P =



Ahmed, N., Hughes, P.,
Winslow, M., Bath, P.,
Collins, K., & Noble, B.
(2012). Feasibility study
of the Sheffield Profile for
Assessment and Referral
for Care. BMJ
Supportive & Palliative
Care, 2(Supp 1), A43-
Ad4.

Randomised
controlled trial

Palliative
care
patients

100

Hospital;
Home-based
care; Aged
care;
Hospice;
Other:
United
Kingdom

Prognosis;
Symptom
management;
Quality of life;
Functional
status; Social
support;
Psychological
support ;
Spiritual support

0.019). Patients reported that
completing the SPARC did not
lead to any significant change in
their care or symptom
management. The study
concluded that holistic needs
assessments like SPARC might
not be effective unless
integrated with clinical
assessment and care planning.
SPARC is a multidimensional
holistic screening tool designed
to assess physical,
psychological, social, and
spiritual needs of patients
requiring palliative care. The
study aims to evaluate the
impact of SPARC on quality of
life, interventions, consultations,
and referrals in supportive and
palliative care. Patients were
randomized to receive SPARC
at baseline or after a 2-week
waiting period. Data collection
included research questionnaires
at baseline, 2 weeks, 4 weeks,
and 6 weeks, along with
qualitative interviews. In the
first 6 months, 318 patients were
invited, and 100 consented. The
response rate for questionnaires
declined over time: Baseline: 82
completed 2 weeks: 65
completed 4 weeks: 51
completed 6 weeks: 37



Ahmed, N., Hughes, P.,
Winslow, M., Bath, P.A.,
Collins, K., & Noble, B.
(2015). A Pilot
Randomized Controlled
Trial of a Holistic Needs
Assessment
Questionnaire in a
Supportive and Palliative
Care Service. Journal of
Pain and Symptom
Management, 50(5), 587-
598

Alhumaid, M., Hill, J.,
Ghosh, S., Watanabe, S.
M., & Fairchild, A. M.
(2023). Comprehensive
assessment of care needs
during palliative
radiotherapy consultation
optimizes provision of
supportive care for
patients with breast
cancer. International
Journal of Radiation
Oncology, Biology,
Physics

Randomised
controlled trial

Other:
observational
study

Palliative
care
patients

Palliative
care
patients

182

130

Hospital;
Hospice;
Other:
United
Kingdom

Hospital;
Other:
Canada

Symptom
management;

Quality of life;

Social support
Psychological
support

Symptom
management;
Quality of life

b

completed 16 patients
participated in interviews

The study tested the Sheffield
Profile for Assessment and
Referral for Care (SPARC) as a
holistic needs assessment tool in
palliative care. Unexpectedly,
the control group (which did not
receive SPARC initially) had
greater improvement in patient-
reported concerns (MYCAW
scores). No significant impact
on quality of life (EQ-5D) or
patient enablement (PEI) was
found. The study suggested that
standardized holistic assessment
tools might not be effective
unless integrated into clinical
care planning.

The study examined the role of
systematic screening in
palliative radiotherapy (PRT)
for breast cancer patients.
Dedicated multidisciplinary
Palliative Radiation Oncology
(PRO) clinic visits resulted in
more comprehensive
documentation of patient
symptoms and needs. PRO
consultations led to a
significantly higher number of
referrals to allied health
professionals (50% vs. 8.2%, p
< 0.0001). Baseline and follow-
up ESAS scores were better



Allende, S., Turcott, J.
G., Verastegui, E.,
Rodriguez-Mayoral, O.,
et al. (2024). "Early
Incorporation to
Palliative Care (EPC) in
Patients With Advanced
Non-Small Cell Lung
Cancer: The PACO
Randomized Clinical
Trial." The Oncologist,
29, e1373-e1385.

Allgar, V.L., Chen, H.,

Richfield, E., Currow, D.,

Macleod, U., & Johnson,
M.J. (2018).

Psychometric Properties
of the Needs Assessment

Randomised

controlled trial

Other:
Psychometric
validation
study

Palliative 146
care
patients

Palliative 123
care

patients;
Caregivers;
Healthcare

Hospital;
Other:
Mexico

Home-based
care; Other:
primary care
practices
united
Kingdom

Prognosis;
Symptom
management;
Quality of life;
Caregiver
support ;
Psychological
support

Symptom
management;
Quality of life;
Functional
status; Social
support;

recorded for PRO patients.
Frailty scores were derivable in
89.3% of PRO consults vs.
44.4% of non-PRO consults (p <
0.0001).

EPC improved overall survival
(OS): Patients in the EPC group
had a median OS of 18.1
months, compared to 10.5
months in the standard
oncological care (SOC) group (p
=0.029). Patients with better
baseline QoL benefited more
from EPC: Those with a global
QoL > 70 had an OS of 38.7
months compared to 21.4
months in the SOC group. No
significant changes in QoL or
symptom burden: Despite
survival benefits, QoL
differences between EPC and
SOC groups were not
statistically significant. No
significant differences in anxiety
and depression at all study
points. EPC is feasible in a low-
to-middle-income country
(LMIC) and can be integrated
into standard cancer care.

The Needs Assessment Tool-
Progressive Disease Cancer
(NAT:PD-C) was adapted for
the U.K. primary care setting.
The tool showed adequate
interrater reliability and



Tool-Progressive Disease
Cancer in U.K. Primary
Care. Journal of Pain and
Symptom Management,
56(4), 602-612.

Alzhrani, A. A., Alsuhail,
A. 1., & Rababah, A. A.
(2023). Fatigue
prevalence among
palliative care cancer
patients in
comprehensive cancer
center, King Fahad
Medical City, Riyadh,
Saudi Arabia: A cross-
sectional study. Journal
of Palliative Care, 38(4),
424-431. DOI:
10.1177/082585972311916
15

Cross sectional
study

professiona
Is

Palliative
care
patients

2616

Hospital;
Other: Saudi
Arabia

Caregiver
support ;
Psychological
support ;
Spiritual support

Symptom
management;
Quality of life;
Functional
status

construct validity for assessing
patients' and caregivers'
palliative care needs. It
demonstrated moderate test-
retest reliability, especially in
assessing patients' well-being
and caregivers' ability to provide
care. Over three-quarters of GPs
found the tool highly acceptable
for use in clinical practice. The
NAT:PD-C facilitated structured
patient and caregiver needs
assessments and provided a
framework for decision-making
on referrals to specialist
palliative care.

The prevalence of cancer-related
fatigue (CRF) among palliative
care patients was 83%, with
63% experiencing significant
fatigue (moderate to severe).
Fatigue was significantly
correlated with pain (86.4%)
and shortness of breath (SOB).
Gender differences: Females
(84.4%) reported higher fatigue
than males (81.3%). Fatigue was
more prevalent among patients
with gastrointestinal
malignancies (86%) and
unknown primary malignancies
(91.7%). Fatigue severity was
significantly associated with age
(41-60 years had the highest
prevalence, 84.5%) and PPS,



Ann-Yi, S., Wong, A.,
Wu, J., Charone, M.,
Baumgartner, K.,
Carmack, C. L., Castro,
D., Guzman, D., Joy, M.,
Kuriakose, L., Madden,
K., Najera, J.,
Pangemanan, L., Rajani,
S., Raznahan, M.,
Stewart, H., Tallie, K.,
Tanco, K., Zhukovsky,
D., & Bruera, E. (2023).
Physical and Psychosocial
Symptoms of Young
Adult Patients Referred
to the Supportive Care
Mobile Team. Journal of
Adolescent & Young
Adult Oncology, 12(3),
440-444.
https://doi.org/10.1089/ja
ya0.2022.0032

Antunes, B., Rodrigues,
P. P., Higginson, 1. J., &
Ferreira, P. L. (2020).
Determining the
prevalence of palliative
needs and exploring
screening accuracy of
depression and anxiety

Cohort study

Other: Multi-
centre
observational
study

Palliative
care
patients

Palliative
care
patients

896

135

Hospital;
Other: US

Hospital;
Other:
primary care
facility,
oncology
service
Portugal

Symptom
management;
Quality of life;
Psychological
support

Symptom
management;
Functional
status; Social
support;
Psychological
support ;
Spiritual support

with lower PPS scores linked to
higher fatigue rates. No
significant correlation was
found between fatigue and
insomnia or depression

Young adult (YA) cancer
patients (18-39 years) reported
significantly higher insomnia
and somewhat higher pain
scores compared to older
groups. Y As with children under
18 reported higher pain, sleep
disturbances, and financial
distress. Overall symptom
distress was not consistently
higher across all domains
compared to middle-aged or
older patients. YAs had more
psychiatric history compared to
older groups.

The most significant palliative
care needs identified were
psychological, family-related,
and spiritual. Anxiety and
depression were common non-
physical symptoms. The [POS
showed moderate screening
accuracy for anxiety and



items of the Integrated
Palliative Care Outcome
Scale - A multi-centre
study. BMC Palliative
Care, 19(69).
https://doi.org/10.1186/s1
2904-020-00571-8

Aranha, A. N. F., et al.
(2020). Association of
Hospital Readmissions
and Survivability With
Frailty and Palliative
Performance Scores
Among Long-Term Care
Residents. American
Journal of Hospice &
Palliative Medicine, 37(9),
716-720.

Arthur, J.,
Yennurajalingam, S.,
Nguyen, L., Tanco, K.,
Chisholm, G., Hui, D., &
Bruera, E. (2015). The
routine use of the
Edmonton Classification
System for Cancer Pain
in an outpatient

Cohort study

Cohort study

Palliative
care
patients

Palliative
care
patients

171 Aged care;
Other:
United States

91 Hospital;
Other: US

Prognosis;
Functional
status

Symptom
management;
Functional
status;
Psychological
support

depression when compared to
the HADS. The most distressing
issue was family or friends
being anxious or worried
(36.3%). The study found that
patients' physical symptoms
were generally well managed,
but non-physical needs required
more attention.

Frailty (measured by the
Clinical Frailty Scale, CFS) and
palliative performance scores
(PPS) are strong predictors of
hospital readmissions and
survivability among long-term
care residents. Residents with a
CFS score > 6 and a PPS score
< 40% had a significantly
reduced chance of survival
beyond one year. Readmission
rates were higher in younger
long-term care residents
compared to those not
readmitted. CFS was positively
associated with age, while PPS
was not significantly correlated.
Patients with neuropathic pain
and psychological distress had
significantly higher pain
intensity scores. Neuropathic
pain was associated with higher
morphine equivalent daily dose
(MEDD) requirements. A
greater number of negative
ECS-CP features was associated



supportive care center.
Palliative & Supportive
Care, 13(5), 1185-1192.
https://doi.org/https://dx.
doi.org/10.1017/S1478951
514001205

Ascencio Huertas, L.,
Allende Pérez, S. R., Peia
Nieves, A. (2024).
Assessment of emotional
distress in palliative care:
Edmonton Symptom
Assessment System-
revised (ESAS-r) vs
Distress Thermometer.
Palliative and Supportive
Care, 22, 258-264. DOI:
10.1017/S14789515230015
30

Augustussen, M.,
Sjegren, P., Timm, H.,
Hounsgaard, L., &
Pedersen, M. L. (2017).
Symptoms and health-
related quality of life in
patients with advanced
cancer - A population-
based study in
Greenland. European
Journal of Oncology
Nursing, 28, 92-97.
https://doi.org/10.1016/j.e
jon.2017.03.004

Cross sectional
study

Cross sectional
study

Palliative
care
patients

Palliative
care
patients;
Other:
patients
with
advanced
cancer
receiving
palliative
treatment

356

58

Hospital

Hospital;
Other:
Greenland

Symptom
management;
Psychological
support

Symptom
management;
Quality of life;
Functional
status;
Psychological
support

with higher reported pain
intensity. Incident pain showed
a trend toward higher pain
intensity but did not reach
statistical significance. ECS-CP
could be feasibly integrated into
routine clinical practice with
high completion rates.

The study compared the ESAS-r
and the Distress Thermometer
(DT) for measuring emotional
distress in palliative care
patients. ESAS-r and DT
showed a moderate correlation
(r=0.67,p <0.001), suggesting
both tools are useful for
assessing emotional distress. DT
showed high sensitivity but
lower specificity compared to
ESAS-r in detecting distress
levels.

47% of patients had reduced
social functioning, 36% had
reduced physical and role
functioning, and 19% had
reduced emotional and cognitive
functioning. 48% of patients
reported fatigue, and 33% had
financial difficulties. The
Greenlandic version of the
EORTC-QLQ-C30 had good
applicability for assessing
symptoms and quality of life.
The highest symptom burdens
were fatigue (48%) and financial



Baba, K., Fransson, P., &
Lindh, J. (2007). Use of a
modified ESAS in cancer
patients: a pilot study of
patient and staff
experiences.
International Journal of
Palliative Nursing,
13(12), 610-616.
https://doi.org/10.12968/ij
pn.2007.13.12.27890

Babcock, M., Kuntz, J.
G., Kowalsky, D., Calitri,
N., & Kenny, A. M.
(2016). The Palliative
Performance Scale
Predicts Three- and Six-
Month Survival in Older

Other:
observational

Cohort study

Palliative Patients with

care advanced

patients cancer (n =
28)
Healthcare
staff (n=21)
providing
feedback on
tool usability

Palliative 123

care

patients

Hospital

Hospital;
Other:
United States

Symptom
management;
Quality of life;
Other: Usability
evaluation (staff
and patient
satisfaction with
the tool's
integration into
routine care)

Prognosis;
Functional
status

difficulties (33%). Lung cancer
was the most prevalent type of
cancer among participants.

The modified ESAS was used
daily to monitor symptoms in
patients receiving oncological
palliative care. The mean ESAS
symptom distress score was 28.9
on inclusion day and 25.8 on
Day 3 (p =0.531), indicating a
minimal decrease. 11 of 21 staff
members rated ESAS as a
"good" or "very good" method
to obtain information about
symptoms. 17 out of 24 patients
found ESAS easy to complete
and thought it covered relevant
symptoms. Some patients
suggested additional items like
constipation and diarrhea, which
were missing from the current
tool. The study found logistical
issues with timely completion
and use of ESAS data during
medical rounds. Some patients
struggled with distinguishing
severe pain from the worst
possible pain on the scale.

The PPS may be a useful
predictor of survival for patients
admitted through the emergency
department (ED). Patients with a
PPS score <30 had only 14%
survival at six months. The
study identified three survival



Adult Patients Admitted
to the Hospital through
the Emergency
Department. Journal of
Palliative Medicine,
19(10), 1087-1091.
https://doi.org/10.1089/jp
m.2016.0011

Bagcivan, G., Bredle, J.,
Bakitas, M., & Guciz
Dogan, B. (2019).
Reliability and Validity of
the Turkish Version of
the FACIT-PAL Quality
of Life Instrument.
Journal of Pain &
Symptom Management,
58(2), 297-297.
https://doi.org/10.1016/j.j
painsymman.2019.04.020

Bakitas, M., Lyons, K. D.,
Hegel, M. T., Balan, S.,
Brokaw, F. C., Seville, J.,
Hull, J. G, Li, Z.,
Tosteson, T. D., Byock, 1.
R., & Ahles, T. A. (2009).
Effects of a palliative care
intervention on clinical
outcomes in patients with
advanced cancer: the

Qualitative
research

Randomised
controlled trial

Palliative
care
patients;
Other:
Turkiye

Palliative
care
patients

232

322

Hospital

Hospital;
Home-based
care; Other:
United States

Symptom
management;
Quality of life;
Functional
status

Symptom
management;
Quality of life;
Psychological
support

curves based on PPS scores:
PPS 0-30: 42.9% survival at
three months, 14.3% at six
months. PPS 40-60: 85.1%
survival at three months, 74.5%
at six months. PPS 70-100:
97.1% survival at three months,
95.7% at six months. A lower
PPS score correlated with higher
mortality, independent of patient
age.

The Turkish version of the
FACIT-Pal (FACIT-Pal-TR)
was successfully translated,
validated, and culturally adapted
for Turkish-speaking cancer
patients. Reliability: Cronbach’s
alpha was 0.932 (strong internal
consistency). Validity: FACIT-
Pal-TR had strong construct and
concurrent validity, correlating
well with ESAS and ESAS.
Factor structure: The tool
retained the original five-factor
structure.

The nurse-led palliative care
intervention led to
improvements in quality of life
and mood among advanced
cancer patients. No significant
impact was observed on
symptom intensity scores,
hospital/ICU days, or
emergency department visits.
The intervention group reported



Project ENABLE II
randomized controlled
trial. JAMA, 302(7), 741-
749.
https://doi.org/https://dx.
doi.org/10.1001/jama.200
9.1198

Barallat, E., Nabal, M.,
Canal, J., Trujillano, J.,
Gea-Sanchez, M., Larkin,
P. J., & Downing, M. G.
(2017). The Spanish
Adaptation of the
Palliative Performance
Scale (Version 2) Among
Cancer Patients at the
End of Life:
Psychometric Properties
[Validation Study].
Journal of Pain &
Symptom Management,
54(4), 570-577.e575.
https://doi.org/https://dx.
doi.org/10.1016/j.jpainsy
mman.2017.07.014

Cross sectional = Palliative
study care
patients

250

Hospital;
Hospice;
Other: Spain

Prognosis;
Symptom
management;
Functional
status

higher quality of life scores
(mean difference 4.6, p = 0.02)
and lower depressive symptoms
(mean difference -1.8, p =0.02)
compared to usual care. Among
patients who died during the
study, quality of life was
significantly higher (mean
difference 8.6, p =0.02), and
depressive symptoms were
lower (mean difference -2.7, p =
0.03).

The Spanish version of the
Palliative Performance Scale
(PPS-SPANISH) was translated
and culturally adapted following
a rigorous process. The tool
showed high reliability and
validity, with Cronbach’s alpha
of 0.99, confirming strong
internal consistency. High
agreement with other functional
assessment tools such as Barthel
Index and ESAS. Inter-rater
reliability was 0.75, and test-
retest reliability was 0.89,
indicating strong consistency
over time. The scale
successfully discriminated
between outpatient, inpatient,
and emergency department
patients, proving its applicability
in different settings. Completion
time ranged from 3 to 10
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minutes, making it a practical
tool for palliative care.

The review evaluated two
widely used palliative outcome
measures: the Palliative Care
Outcome Scale (POS) and the
Support Team Assessment
Schedule (STAS). Both tools
assess quality of palliative care
through patient-reported and
professional-reported measures.
STAS was developed earlier and
is mostly used in hospital and
hospice settings, while POS
includes patient, caregiver, and
professional versions. POS is
more commonly used in non-
cancer palliative populations
such as patients with
neurological, renal, pulmonary,
and heart diseases. The tools
have been translated and
adapted into multiple languages,
and variations exist for specific
conditions. STAS was more
frequently used for audits and
healthcare professional
assessments, whereas POS was
more commonly used in
research and patient-reported
studies.

The study describes a structured
process for implementing
routine outcome measurement in
a university palliative care unit.
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The IPOS was introduced for
monitoring symptoms and
functional status. Outcome
measurement enabled improved
communication within the care
team and enhanced patient-
centered care.

“Co nclusion: At a single site, a
stepped peer navigator and
social work palliative care study
had several challenges to
feasibility, including low
patient-reported distress and loss
to follow-up.”

The MSAS-Short Form (MSAS-
SF) and Condensed MSAS
(CMSAS) are useful tools for
assessing symptom burden in
lung cancer patients. These tools
correlate significantly with
overall survival, disease stage,
and performance status. The
most common symptoms
reported were cough (86.3%),
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lack of energy (74.3%), dyspnea
(70.1%), and psychological
symptoms such as sadness
(61.5%) and worrying (53.8%).
Higher MSAS-SF and CMSAS
scores were associated with
shorter survival times. The study
suggests that CMSAS-SUM
score may be predictive of
overall survival in lung cancer
patients.

The PPS remains a widely used
tool for predicting survival in
patients with serious illness.
Updated prognostic estimates
showed substantially longer
survival times than previous
estimates. The PPS had better
predictive accuracy for short-
term mortality (1-month)
compared to longer-term
survival. Patients with cancer
had higher mortality rates than
those with other serious illnesses
at most PPS levels. The PPS
performed well in inpatient
settings but had lower
discriminative ability in
outpatient settings. An updated
online prognostic calculator was
developed for modern palliative
care estimates.

“Low rates of referrals to
palliative care were found
among oncology outpatients. In
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addition, this study suggests
oncology patients are referred to
palliative care at later stages of
disease, when they are already
experiencing significant
symptom burden”
Multidimensional assessment
using standardised tools (e.g.,
VAS, HADS, nutritional diary)
helped identify factors linked to
weight loss and eating-related
distress. Nutritional intake and
psychological variables, not
weight loss alone, were key
indicators. Clinic-based
interventions led to improved
intake in most patients,
supporting the tool’s clinical
utility.

50% of patients reported
significant tiredness. 44%
reported pain. 37% reported
daytime somnolence. 31%
reported sleep problems at night.
34% were distressed by side
effects of treatment. 40%
worried about the effect of
illness on their family. SPARC's
Effectiveness: Patients
completed the tool successfully,
identifying a high symptom
burden even in stable-phase
disease. Despite receiving
specialised care, patients
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reported significant unmet
needs.

Non-cancer patients (COPD,
ESRD, HF) were less functional
and had higher rates of
hospitalization compared to
cancer patients. Pain and
dyspnea severity were higher in
cancer and non-cancer groups,
respectively. Non-cancer
patients had a better
understanding of their prognosis
than cancer patients.

Most distressing symptoms
(ranked by severity from
Edmonton Symptom
Assessment Scale [ESAS]):
Fatigue (5.04/10) Poor sense of
well-being (4.16/10) Pain
(3.84/10) Poor appetite
(3.78/10) 92% of patients
reported fatigue, 93% reported
impaired sense of well-being,
and 78% reported pain. Patients
with lower KPS (<60) had
significantly higher symptom
distress scores across all nine
ESAS symptoms. Women had
higher scores for nausea and
anxiety than men. Patients
younger than 69 years reported
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significantly higher anxiety
scores than older patients.
Patients from hospitals or
hospices had higher depression,
anxiety, drowsiness, and
impaired well-being compared
to those coming from home.
PCOMs (such as the Integrated
Palliative care Outcomes Scale
[IPOS] and Australia-Modified
Karnofsky Performance Status
[AKPS]) are crucial for
assessing patient-reported
outcomes in palliative care.
Despite strong evidence
supporting their use, PCOMs are
inconsistently implemented in
clinical settings due to factors
like: Time constraints Lack of
training Perception of burden
Inadequate electronic systems
Resistance from healthcare
professionals The RESOLVE
PCOM Implementation Strategy
was developed to improve the
routine use of PCOMs through:
Educational resources (videos,
guides) Workshops and training
sessions IT support for
integrating PCOMs into
electronic records Continuous
feedback and reporting The
process evaluation of
RESOLVE involves: Routine
outcomes data to track PCOM
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Key Findings: The most
common causes of death were:
Pneumonia (17%) Renal failure
(13%) Dehydration (13%)
Cachexia (11%) Heart failure
(8%) Burden of Symptoms: 48
hours before death: 51.3% of
patients experienced at least one
burdensome symptom. 25%
were already unconscious. 24
hours before death: 28.4% still
had burdensome symptoms.
44% were unconscious.
Common distressing symptoms
included: Pain (22% severe pain
24 hours before death) Fatigue
(17%) Respiratory distress
(shortness of breath, death
rattle) Anxiety & depression
were reported in a smaller
subset. Symptom changes over
time: Decreased pain, anxiety,
depression in the last 48 hours.
Worsening drowsiness, poor
appetite, and physical inactivity.
Quality of Dying: 92% of
patients were rated as having a
"gentle death" (score >50 on a
100-point scale by physicians).
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Unconscious patients were more
likely to be rated as having a
"go00d death."

atients receiving PREFER
(integrated palliative & heart
failure care) had significantly
better health-related quality of
life (HRQL) compared to usual
care. Symptom burden improved
significantly in PREFER
patients compared to controls:
Total symptom burden
improved by 18% (p = 0.035)
Self-efficacy increased by 17%
(p =0.041) QoL improved by
24% (p = 0.047) Nausea
improved significantly (p =
0.02) Functional status (NYHA
class) improved: 11 out of 28
PREFER patients (39%) had
better NYHA class at 6 months
vs. only 3 out of 32 (9%) in the
control group (p = 0.015).
Hospitalization rates were
significantly lower in the
PREFER group: Total
hospitalizations: 15 in PREFER
vs. 53 in the control group Total
days spent in hospital: 103 days
(PREFER) vs. 305 days
(control) Mean hospital stays:
2.9 days (PREFER) vs. 8.5 days
(control) (p=10.011)



Brechtl, J. R., Murshed,
S., Homel, P., &
Bookbinder, M. (2006).
Monitoring symptoms in
patients with advanced
illness in long-term care:
a pilot study. Journal of
Pain & Symptom
Management, 32(2), 168-
174.
https://doi.org/10.1016/j.j
painsymman.2006.02.012

Brenne, E., Loge, J. H.,
Lie, H., Hjermstad, M. J.,
Fayers, P. M., & Kaasa,
S. (2016). The Edmonton
Symptom Assessment
System: Poor
performance as screener
for major depression in
patients with incurable
cancer. Palliative

Other:
observational
pilot study

Cross sectional
study

Palliative
care
patients

Palliative
care
patients

108

969

Aged care;
Other:
United States

Hospital;
Hospice;
Other:
Multinational
(8 countries
included)

Symptom
management;
Functional
status;
Psychological
support

Symptom
management;
Functional
status;
Psychological
support

ESAS was used daily by nurses
to track symptoms in LTC
patients. 46 out of 108 patients
(43%) had at least one
moderate-to-severe symptom
(ESAS score >5). The four most
common symptoms were: Pain
(29 patients, median score = 7)
Tiredness (25 patients, median
score = 6) Poor sense of well-
being (23 patients, median score
= 6) Appetite loss (22 patients,
median score = 6) Rapid
symptom management
significantly improved: Pain (p
=0.001) Tiredness (p = 0.004)
Well-being (p = 0.003)
Depression (p = 0.009)
Insomnia (p = 0.001) Symptom
burden was reduced within 48
hours in most cases. Daily
assessments were feasible, and
nurse adherence to the protocol
improved (>90% compliance
after 4 weeks).

The ESAS includes a depression
item (0-10 scale), often used in
palliative care to monitor
emotional distress. The study
compared ESAS-Depression
with the Patient Health
Questionnaire-9 (PHQ-9) to
determine its accuracy in
detecting major depressive
episodes (MDEs). Results:
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13.7% of patients (133 out of
969) had a major depressive
episode (MDE) based on PHQ-
9. ESAS-Depression showed
poor screening ability:
Sensitivity at a cut-off of >2:
0.69 Specificity at a cut-off of
>2:0.60 Sensitivity at a cut-off
of >4: 0.51 Specificity at a cut-
off of >4: 0.82 Area under the
receiver operating characteristic
(ROC) curve was 0.71,
indicating limited discrimination
ability. Adding ESAS-Anxiety
to ESAS-Depression did not
improve screening performance.
The study concluded that ESAS-
Depression does not adequately
detect major depression and
should not be used as a
standalone screening tool.
Behavioral health comorbidities
are prevalent in hospice patients,
with 40% experiencing
significant depression and/or
anxiety. Types of behavioral
health interventions studied:
Psychotherapeutic interventions
(n=10) Psychopharmacologic
interventions (n=10) Other non-
pharmacologic interventions
(n=11) Duration of
interventions: Average
intervention time: 47 minutes
per session Average number of



Medicine, 13(3), 575-597.
https://doi.org/https://dx.
doi.org/10.21037/apm-23-
508

Broese, J. M. C., van der
Kleij, R. M. J. J.,
Kerstjens, H. A. M.,
Verschuur, E. M. L.,
Engels, Y., & Chavannes,
N. H. (2020). A cluster
randomized controlled
trial on a multifaceted
implementation strategy
to promote integrated
palliative care in COPD:
study protocol of the
COMPASSION study.
BMC Palliative Care,
19(1), N.PAG-N.PAG.
https://doi.org/10.1186/s1
2904-020-00657-3

Randomised
controlled trial

Palliative
care
patients

not specified

Hospital;
Home-based
care; Other:
Netherlands

Symptom
management;
Quality of life;
Functional
status; Social
support;
Caregiver
support ;
Psychological
support ;
Spiritual support

sessions: six sessions
Effectiveness of interventions:
18 studies reported statistically
significant results. Most
common outcomes: Depression
reduction (n=9 studies) Anxiety
reduction (n=6 studies) Pain
relief (n=4 studies) Common
interventionists: Music
therapists (n=3) Massage
therapists/acupuncturists (n=3)
Integrated palliative care
intervention for COPD was
developed based on guidelines,
literature review, and
patient/professional input. The
implementation strategy
includes: A toolbox
Communication training for
healthcare providers
Collaboration support Action
planning Monitoring and
evaluation The study will
evaluate: Primary outcome:
Quality of life (FACIT-Pal) at 6
months. Secondary outcomes:
Spiritual well-being Anxiety and
depression Unplanned
healthcare use Informal
caregiver burden Healthcare
professionals’ self-efficacy in
providing palliative care The
implementation process will be
assessed using a mixed-methods
evaluation, covering: Context



Brooks, J. V., Poague, C.,
Formagini, T., Sinclair,
C. T., & Nelson-Brantley,
H. V. (2020).

Other: Mixed -
methods study
- qualitative
and
quantitative

Palliative
care
patients

31

Hospital;
Other:
United States

Symptom
management;
Quality of life;
Caregiver
support ;
Psychological
support

Reach Dose delivered/received
Fidelity Implementation level
Recruitment and maintenance
Acceptability

The ESAS plays a significant
role in structuring patient-
physician communication during
palliative care visits. Qualitative
findings from interviews with
patients and caregivers: Patients
found ESAS beneficial in
guiding their conversations with
physicians. Some patients
struggled with rating symptoms
numerically, particularly for
well-being and the 24-hour
timeframe. The ESAS helped
patients reflect on and prioritize
their symptoms before
appointments. Patients valued
physicians referring to the ESAS
during consultations, reinforcing
that their responses were
considered. Quantitative
findings from medical records:
Excellent agreement was found
between patient-reported ESAS
scores and physician-assessed
ESAS scores for most symptoms
(ICC range: 0.946-0.982).
Drowsiness had slightly lower
agreement (ICC = 0.837)
compared to other symptoms.
Patients rated their physical
symptoms higher than
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physicians, while physicians
rated psychological symptoms
(e.g., depression, anxiety) higher
than patients.

Validated tools (MSAS, POS-S
Renal, SF-36) were used to
assess symptoms and QOL in
elderly CKD patients opting for
supportive care. One-third
survived beyond 12 months
post-eGFR decline without
dialysis. Symptom burden and
QOL remained stable or
improved in over half the
patients, highlighting the utility
of structured palliative
assessment in non-dialysis care.
Fatigue, assessed using FACIT-
F and ESAS, was significantly
associated with multiple
physical and psychological
symptoms, including pain,
drowsiness, anorexia, and
anxiety. Performance status and
well-being were key correlates.
Findings highlight the
importance of using
multidimensional tools to
evaluate fatigue in palliative
care, though further validation is
needed.
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Spiritual needs among
caregivers: Measured using the
Spiritual Needs Inventory (SNI),
which evaluates the frequency
of spiritual needs and whether
they are unmet. Caregivers had a
mean total SNI score of 56.4
(range: 32-85, max possible 85),
indicating moderate-to-high
spiritual needs. The most
frequently cited spiritual needs
included: Seeing smiles
Thinking happy thoughts
Laughing Being with family
Praying Lower-ranked needs:
Reading religious texts,
attending religious services,
talking about spiritual issues.
Unmet spiritual needs: 49.1% of
caregivers reported no unmet
spiritual needs. The most
commonly unmet needs were:
Being with family (19.6%)
Laughing (16%) Being with
friends (12%) Seeing smiles of
others (12%) Relationship
between unmet needs and
caregiver burden: Higher patient
distress scores (measured by the
MSAS) correlated with more
unmet needs in caregivers (R =
0.17, p <0.05). Caregivers'
depressive symptoms (measured
by the Center for
Epidemiological Studies
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Depression Scale [CES-D])
were significantly associated
with unmet spiritual needs (F
[1,106] = 13.41, p <0.05). As
the number of unmet spiritual
needs increased, caregiver
depression scores also increased.
The majority of lung cancer
patients in Turkey do not
receive adequate palliative care,
despite high symptom burden.
Pain, fatigue, dyspnea, and
psychological distress were the
most prevalent symptoms
reported. Only 34% of patients
had access to a formal palliative
care program. Significant gaps
in pain management were
identified, with opioids being
underutilized in 62% of cases.
Early palliative care intervention
was associated with improved
symptom control and quality of
life.

Cancer pain is a
multidimensional experience
requiring valid and reliable
assessment tools for effective
management. No consensus on
an ideal pain assessment tool,
though various validated
measures exist. Unidimensional
pain assessment tools
(measuring intensity only)
include: Numerical Rating Scale



(NRS) (0-10 pain scale) Verbal
Rating Scale (VRS) (mild,
moderate, severe pain) Visual
Analogue Scale (VAS) (10 cm
line with pain severity)
Multidimensional pain
assessment tools provide a more
comprehensive evaluation of
cancer pain: Brief Pain
Inventory (BPI) - assesses pain
intensity and its interference
with daily life McGill Pain
Questionnaire (MPQ) -
measures pain characteristics
(e.g., throbbing, burning,
stabbing) MD Anderson
Symptom Inventory (MDASI) -
assesses multiple symptoms,
including pain, fatigue, nausea,
and emotional distress ESAS -
rates common cancer-related
symptoms, including pain Leeds
Assessment of Neuropathic
Symptoms and Signs (LANSS) -
identifies neuropathic cancer
pain Recent developments in
pain assessment tools:
Increasing use of electronic pain
assessment tools (tablet-based
assessments and digital pain
body maps). Studies are
working toward developing an
internationally recognized
cancer pain classification system



Carli Buttenschoen, D.,
Stephan, J., Watanabe,
S., & Nekolaichuk, C.
(2014). Health care
providers' use and
knowledge of the
Edmonton Symptom
Assessment System
(ESAS): is there a need to
improve information and
training? Supportive
Care in Cancer, 22(1),
201-208.
https://doi.org/https://dx.
doi.org/10.1007/s00520-
013-1955-8

Cross sectional
study

Healthcare
professiona
Is

83

Hospital;
Home-based
care; Other:
Canada

Symptom
management;
Quality of life;
Psychological
support

to predict pain progression and
response to treatment.

ESAS is a widely used clinical
symptom assessment tool in
palliative care but presents
challenges in understanding and
application among healthcare
professionals (HCPs). 77% of
HCPs reported good knowledge
of ESAS terms, but
misinterpretations were
common, particularly in
distinguishing tiredness from
drowsiness (25%) and shortness
of breath from objective
symptoms (19%). 14% of HCPs
did not correctly indicate the
patient’s current symptom level,
and some misinterpreted the
reverse scoring for well-being
(13%) and appetite (9%).
Challenges in using ESAS
included: Misinterpretation of
ESAS terms (50%) Assessing
patients with impaired
communication (27%) Lack of
time for proper administration
(14%) Reliability issues with
caregiver-assisted assessments
Training needs identified: More
standardized definitions of
ESAS terms Guidelines on how
to explain symptom ratings to
patients Regular training
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sessions to improve knowledge
retention

Psychological distress is a major
but under-recognized issue in
palliative care. A bio-psycho-
social-spiritual model is
essential for quality end-of-life
care, integrating mental health
alongside physical, social, and
spiritual concerns.
Psychological distress at the end
of life is common but treatable
through assessment and targeted
interventions. Mental health
challenges range from frank
psychopathology (e.g., major
depression, anxiety) to
existential distress (e.g.,
meaning-making, acceptance of
mortality). Common mental
health concerns at the end of
life: Depression and anxiety are
highly prevalent but often
overlooked. Grief and
bereavement processes should
be distinguished from clinical
depression. Suicidal ideation vs.
a desire for hastened death
requires careful differentiation.
Assessment Tools for
Psychological Distress: HADS
Patient Health Questionnaire-9
(PHQ-9) Geriatric Depression
Scale (GDS) Beck Anxiety
Inventory (BAI) Therapeutic
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Approaches: Cognitive-
behavioral therapy (CBT),
Acceptance and Commitment
Therapy (ACT), existential
therapy, and Dignity Therapy
are effective for addressing
psychological distress in
palliative patients. Occupational
therapists can play a significant
role in promoting meaningful
activities to maintain mental
well-being.

The MSAS was culturally
adapted and validated for use in
Colombian cancer patients.
Factor analysis confirmed two
primary symptom dimensions:
Physical symptoms (pain, dry
mouth, nausea, vomiting,
appetite loss, constipation,
dizziness, etc.). Psychological
symptoms (sadness, irritability,
nervousness, difficulty
concentrating). The final
adapted version of MSAS
demonstrated strong validity and
reliability, with Cronbach’s
Alpha ranging from 0.75 to
0.79. Women scored higher on
psychological symptoms, while
men reported slightly more
physical symptoms, though
these differences were not
statistically significant. Three
problematic items were adjusted
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for Colombian patients: "Feeling
bloated" — changed to "Feeling
bloated or inflamed."
"Numbness/tingling in
hands/feet" — changed to
"Cramping/tingling in
hands/feet." "Dizziness" —
changed to "Itching." The
adapted scale enables accurate
symptom tracking for cancer
patients in Colombia and may
improve symptom management
strategies.

The family-support intervention
improved surrogate decision-
makers' understanding of patient
prognosis and their emotional
well-being. Primary outcome:
No significant difference in
length of ICU stay between the
intervention and control groups.
Secondary outcomes: Surrogates
in the intervention group
reported less anxiety (p = 0.002)
and depression (p = 0.02)
compared to the control group.
Greater alignment between
patient preferences and care
received was reported in the
intervention group. Improved
patient-centered communication
led to higher satisfaction scores
for surrogate decision-makers.
The intervention did not impact
patient mortality rates or the
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decision to withdraw life-
sustaining treatment.

Using the modified FMSAS-
GDI, this study found that
symptom distress (e.g., fatigue,
pain, anorexia) in assisted living
was comparable to other
settings. While families were
generally satisfied with care,
they identified gaps in provider
communication and staff
expertise in symptom
management, indicating a need
for structured end-of-life
assessment processes in assisted
living.

The ESAS was evaluated for
reliability and validity in
Spanish-speaking advanced
cancer patients. Factor analysis
confirmed two major symptom
domains: Physical symptoms
(pain, nausea, fatigue, appetite
loss, shortness of breath,
drowsiness). Emotional
symptoms (depression, anxiety,
well-being). Internal consistency
was high (Cronbach’s Alpha =
0.87), indicating strong
reliability. ESAS scores
correlated significantly with
other validated symptom scales,
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confirming its construct validity.
Cultural adaptation changes
included: Clarification of the
term “drowsiness” due to
potential misinterpretation.
Modifications in scoring
interpretation to align with
patient-reported experience.

A prognostic index using PPS,
admission source, and gender
predicted 7-day hospice
mortality more accurately than
nurse judgment alone. The
model showed strong
discrimination (c-statistic =
0.84-0.86) and highlighted the
utility of structured, electronic
health record-based tools in
short-term prognostication.

Emotional distress and physical
symptoms were the primary
factors affecting QoL. Higher
pain and fatigue scores were
significantly associated with
poorer quality of life.
Depression and anxiety were
prevalent and strongly
correlated with worse functional
well-being. Palliative care
interventions improved
symptom management, but
psychological distress remained
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a significant challenge. Patients
with better family and social
support reported higher QoL
scores, highlighting the role of
community and family care in
palliative settings.

The ASA psychoeducational
program, supported by ESAS-
based symptom assessment,
significantly reduced fluid
overload-related admissions and
improved symptom burden in
elderly ESRD patients receiving
conservative care. The findings
highlight the value of structured,
nurse-led palliative assessment
and education in managing
complex symptoms.

63.8% of family carers were
willing to provide end-of-life
care at home, increasing to
78.5% if support needs were
met. Top three needs for
support: Understanding the
relative’s illness Knowing what
to expect in the future Knowing
who to contact for concerns
High psychological distress
carers had greater perceived
caregiving difficulties and
required more emotional
support. Lack of knowledge and
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support negatively impacted
carers' willingness and
confidence in providing EOL
care.

Place of death was influenced
by family preferences, disease
severity, and frequency of
hospital admissions. Patients
who died at home: Had greater
cancer disease severity and were
more likely to have family
support for home death. Showed
worsening of sleep, appetite, and
breathing problems toward the
end of life. Had improved
physician-reported
psychological/spiritual well-
being before death. Patients who
died in the hospital: Had less
severe disease progression and
were more likely to be
readmitted before death.
Reported pain improvement but
no significant change in
psychological/spiritual well-
being. Physical performance
declined in both groups,
requiring increased resource
utilisation for symptom
management.

Total Symptom Distress Score
(TSDS) and Physical Symptom
Burden (PHS) were significantly
associated with time to death (p
=0.001). Symptoms that
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worsened closer to death: Loss
of appetite (p = 0.001)
Drowsiness (p = 0.006) Dyspnea
(p = 0.009) Fatigue (p = 0.01)
Psychological symptoms
(anxiety and depression) were
not significantly correlated with
time to death (p = 1.0).
Outpatients had higher pain
levels than inpatients.

Two major symptom clusters
were identified using Principal
Component Analysis (PCA):
Cluster 1: Fatigue, drowsiness,
nausea, appetite loss, dyspnea
(45% variance) Cluster 2:
Anxiety and depression (10%
variance) Cluster variation by
cancer type: Pain and
drowsiness clustered together in
CNS and head & neck cancers.
Appetite loss and poor well-
being were more prevalent in
gastrointestinal, genitourinary,
gynecological, breast, and lung
cancers. Hematological
malignancies had a unique
cluster: anxiety, drowsiness,
fatigue, and dyspnea. Anxiety
and depression consistently
clustered together across all
solid tumours.

Using ESAS primarily for
survival prediction, along with
ESAS) ESAS score and KPS
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independently predicted
survival. Higher ESAS scores
(>25) were associated with a
shorter median survival (10
days) compared to lower ESAS
scores (<25) (105 days). Patients
stratified into three risk groups
based on ESAS and KPS
showed significant survival
differences. ESAS could serve a
dual role as a symptom
assessment and survival
prediction tool, especially in
resource-limited palliative care
settings.

Intervention group showed
significant improvement in
edema, fatigue, dry mouth,
abdominal distention, and
spiritual well-being. No
between-group difference in
anxiety, depression, or social
support. Both groups improved
in pain, dyspnea, and dysphagia.

Translation & validation process
followed international
guidelines, including forward-
backward translation, expert
review, and pretesting.
Reliability results: Inpatient
setting: Cronbach’s alpha = 0.75
Outpatient setting: Cronbach’s
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alpha = 0.89 (higher reliability
after word modifications). Face
validity: 91.8% of patients
found the questionnaire clear
and easy to complete.
Conceptual equivalence: Some
Thai patients struggled with
terms like "well-being,"
"fatigue," and "shortness of
breath," requiring modifications.
Cultural considerations: Thai
cultural beliefs (Buddhism and
karma) may affect symptom
reporting, particularly regarding
pain perception.

Delirium prevalence was
31.29% among advanced cancer
patients in the hospice setting.
The most common delirium
subtypes were hypoactive
(34.7%) and mixed (34.7%),
followed by hyperactive
(30.4%). Resolution of delirium
was higher in hyperactive cases
(78.57%), followed by mixed
(50%) and hypoactive (12.5%).
Mortality was highest among
patients with hypoactive
delirium (81.25%), followed by
mixed (43.75%) and hyperactive
(14.28%). Risk factors for
delirium included brain
metastasis, dehydration,
cachexia, dyselectrolytemia, and
myiasis. Poor ECOG status and
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high Palliative Prognostic Score
(PaP) were significantly
associated with delirium
diagnosis. Palliative
interventions, including
pharmacological and non-
pharmacological approaches,
improved delirium management
outcomes

Prevalence of Dignity-Related
Distress: 41% of patients
reported moderate-to-severe
dignity-related distress. ALS
patients had the highest levels of
distress (50.8%), followed by
COPD (42.6%), ESRD (34.8%),
and IFE (30.2%). Main factors
contributing to distress: Loss of
independence Unmet existential
and spiritual needs Feelings of
being a burden to others Patients
who felt they were a burden
experienced significantly higher
levels of distress. Dignity-
related distress was strongly
correlated with depression and
anxiety scores (p < 0.001).

Dignity Therapy was rated
significantly higher than
standard palliative care and
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client-centered care in
improving: Sense of dignity
(p=0.002) Quality of life
(p=0.001) Family appreciation
of the patient (p<<0.0001)
Reduction in sadness and
depression (p=0.009) Spiritual
well-being (p=0.006) No
significant differences in
distress levels between groups
before and after intervention. No
significant difference in survival
times post-intervention.

Developed a three-variable
predictive model based on:
Primary cancer site Site of
metastases Karnofsky
Performance Score (KPS)
Stratification of patients into
three prognostic groups: Best
prognosis: Median survival ~60
weeks Intermediate prognosis:
Median survival ~26 weeks
Worst prognosis: Median
survival ~9-10 weeks The model
was validated in both temporal
and external datasets,
maintaining predictive accuracy.
Patient-rated symptoms
worsened following whole brain
radiotherapy, as measured by
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the ESAS. Significant
deterioration in fatigue,
drowsiness, and appetite post-
treatment. Median survival for
the entire cohort was 8 weeks,
with survival significantly
predicted by Karnofsky
Performance Score (KPS).
Higher KPS correlated with
longer survival, while weight
loss and low KPS predicted
worse outcomes. Short-term
palliative benefits unclear, as
symptom burden increased
despite treatment.

Before radiotherapy: Pain,
tiredness, anxiety, depression,
and loss of appetite significantly
associated with QOL. At the end
of radiotherapy: Pain, tiredness,
and anxiety were the strongest
predictors of QOL. After
radiotherapy: Pain, tiredness,
anxiety, depression, loss of
appetite, and drowsiness had the
strongest correlation with QOL.
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Both patients and caregivers
ranked "Information" and
"Practical Support" as their top
needs. Patients reported
"Psychological Problems" as
their second most significant
need, whereas caregivers
prioritized "Healthcare Staff
Support". The most highly rated
need in the "Information"
category was financial support
from government or private
organizations. Inpatients and
their caregivers had higher
overall needs scores than
outpatients. Patients with lower
ESAS scores had higher needs.
Patients and caregivers
receiving palliative care
reported higher total needs
scores than those not receiving
palliative care.

Content Validity: Three
symptoms were added (dry
mouth, constipation, disturbed
sleep). Some terms were
reworded for clarity. Face
Validity: Most participants
understood the tool; minor
revisions were made.
Concurrent Validity: Patients
with lower functional status and
higher depression scores
reported higher symptom
distress. Construct Validity:
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Symptom occurrence and
distress were related but distinct
concepts. Internal Consistency:
Correlation matrices indicated
weak-to-moderate relationships
between symptoms, suggesting
they should not be summed into
a single score.

Significant reductions in pain,
anxiety, depression, and distress
after each session. Moderate
effect on anxiety and
distress/well-being, small effect
on pain and depression. 100% of
patients found art therapy
helpful after 5 sessions.
Relatives also benefited, with
89% reporting indirect help for
themselves. Patients associated
benefits with relaxation,
emotional expression,
distraction, and legacy creation.
The use of the Palliative Care
Outcome Scale (POS) and the
Support Team Assessment
Schedule (STAS) has increased
significantly in Europe and
Africa. POS has been translated
into 13 new languages,
expanding its accessibility and
application. The majority of
studies utilized these tools for
assessing symptoms and
evaluating care rather than
conducting further validation
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studies. Non-cancer palliative
care populations are
increasingly using POS and
STAS for symptom and quality
of life assessments. Cognitive
impairment and difficulty in
completing patient-reported
outcome measures were
identified as key challenges.
Significant improvements in
symptoms, patient and family
anxiety, information provision,
and feeling at peace. Good
convergent validity with strong
and moderate correlations (r =
0.5-0.8) between POS, QLQ-
C15-PAL, and FACIT-Sp.
Acceptable to good test-retest
reliability for six items. POS
effectively captured clinical
improvements within the first
week of palliative care.

HPN is associated with
significant improvements in
global QoL and symptom scale
in the last two months before
death. At 31-60 days before
death (M2), QoL scores showed
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significant improvement in both
global QoL (p <0.001) and
symptom scales (p < 0.033)
compared to baseline. At 0-30
days before death (M1), QoL
improvements persisted in the
global QoL scale (p < 0.035).
HPN did not significantly
impact financial burden, fatigue,
nausea/vomiting, or appetite loss
in the near-death phase.

35% (91/257) of patients
assessed in the emergency
department met criteria
indicating a need for palliative
care. Developed a Simplified
Screening Tool (SST)
combining: PPS score <50 Plus
at least one of: >1 admission in
past 12 months, hospital
admission from healthcare
services, awaiting admission to
long-term care or hospice,
dialysis, home oxygen use, or
non-invasive ventilation. SST
showed excellent agreement
with the more detailed STAARTI
screening tool: Sensitivity:
97.8% Specificity: 92.8%
Accuracy: 94.5% SST was easy
to apply, taking an average of 11
minutes per patient.

ESAS Significant increase in
symptom intensity from initial
visit to last visit before death in:
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Weakness: 4.8 — 6.2 (p <0.05)
Dyspnea: 1.1 — 2.8 (p <0.05)
Somnolence: 2.6 — 4.9 (p <
0.05) Other symptoms such as
pain, nausea, depression,
anxiety, anorexia showed
variable trends but were not
statistically significant. The
ESAS was validated as a useful
tool for monitoring end-of-life
symptom progression in a
Spanish-speaking population.
The NOVELA intervention, a
telenovela-style educational
video, aimed to reduce anxiety
and improve self-efficacy in
hospice caregivers. 85.7% of
caregivers were satisfied or very
satisfied with the intervention.
The study showed a trend
toward: Higher self-efficacy
(Cohen’s d = -0.08) Lower
anxiety (Cohen’s d =0.2) A
higher number of sessions (>2)
led to greater anxiety reduction
(p=0.02) and increased self-
efficacy (p=0.03). Completion
rates: 68% of caregivers
completed outcome measures.
62% completed all 4 sessions.
The McGill Quality of Life
Questionnaire (MQOL) was
adapted for use in China to
assess QoL in advanced cancer
patients. Physical symptoms
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most commonly reported: Pain
(39.4%) Loss of appetite
(25.6%) Fatigue (23.9%)
Weakness (20.0%) Dyspnea
(19.2%) Highest-rated subscale:
Support (6.82) Lowest-rated
subscale: Existential well-being
(4.65) Significant correlations
found between: ESAS scores
and QOL measures (P < 0.05).
Existential well-being and
overall QOL.

Sleeping-related distress was
reported in 11.9% of all
palliative care assessments. It
was more prevalent in males
(12.7%) than females (10.9%).
Younger patients (<50 years)
reported higher distress (16.2%)
than older patients (11.5%).
Cancer patients had higher rates
of sleeping-related distress
(12.3%) compared to those with
non-cancer diagnoses (10.0%).
Strong associations found
between sleeping-related
distress and: Pain distress (OR
6.6; 95% CI 6.3, 6.9) Breathing
distress (OR 6.2; 95% CI 5.8,
6.6) Fatigue distress (OR 10.4;
95% CI 9.99, 10.8) Sleeping-
related distress peaked at a
Karnofsky Performance Status
(AKPS) score of 40-60,
meaning patients in mid-range
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decline experienced the most
distress. Inpatient settings:
11.1% reported moderate/severe
sleep distress. Community
settings: 13.2% reported
moderate/severe sleep distress.
Symptom Assessment Scale
(SAS)

The study aims to evaluate the
feasibility of a new life review
intervention (Revie) designed to
promote personal dignity and
personal growth in patients with
advanced cancer. Intervention
Structure: Positive, patient-
centered approach Life review
intervention (LRI) that reflects
on personal growth and
meaning-making rather than
distress. Outcome Measures:
Patient Dignity Inventory (PDI)
Posttraumatic Growth Inventory
(PTGI) Satisfaction With Life
Scale (SWLS) Qualitative
Methods: Semi-structured
interviews will assess patient
experiences with the
intervention. Feasibility Factors:
Process feasibility (can the
intervention be implemented as
planned?) Resource feasibility
(availability of trained
professionals, time, and costs)
Scientific feasibility (validity of
methods, participant retention



Damen, A., Exline, J.,
Pargament, K., Yao, Y.,
Chochinov, H., Emanuel,
L., Handzo, G., Wilkie, D.
J., & Fitchett, G. (2021).
Prevalence, Predictors
and Correlates of
Religious and Spiritual
Struggles in Palliative
Cancer Patients. Journal
of Pain & Symptom
Management, 62(3), e139-
eld7.
https://doi.org/10.1016/j.j
painsymman.2021.04.024

Cross sectional
study

Palliative
care
patients

331

Hospital;
Other:
United States

Symptom
management;
Quality of life

66% of patients reported some
level of religious or spiritual
(R/S) struggle, while 20%
experienced moderate to high
struggle on at least one item.
R/S struggles were significantly
associated with greater symptom
burden, dignity-related
problems, and poorer quality of
life. Higher symptom burden
(Edmonton Symptom
Assessment Scale - ESAS) was
correlated with more R/S
struggles. Higher dignity-related
distress (Patient Dignity
Inventory - PDI) was the
strongest predictor of overall
R/S struggles. Lower Quality of
Life at End of Life (QUAL-E)
scores were associated with
greater R/S struggles. Most
common R/S struggles reported:
Feeling guilty for not living up
to moral standards (25%)
Questioning whether life really
matters (21%) Feeling angry at
God (21%) Doubting
religious/spiritual beliefs (22%)
Less common struggles included
feeling abandoned by God
(11%) and believing problems
were caused by the devil or evil
spirits (12%).
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The study developed and tested
the Oral Symptom Assessment
Scale (OSAS) to evaluate 20
oral symptoms in patients
receiving specialist palliative
care. 97.5% of patients reported
at least one oral symptom using
the OSAS. Most common oral
symptoms: Dry mouth (83.5%)
Taste disturbance (55.5%)
Coating of the tongue (47.0%)
Lip discomfort (38.5%)
Difficulty swallowing (34.5%)
Dry mouth was the most
distressing symptom, affecting
31% of patients severely. Oral
symptoms correlated with worse
performance status (ECOG
scale). Younger patients (p =
0.012) and female patients (p =
0.048) reported more oral
symptoms. A symptom cluster
analysis identified groups of co-
occurring symptoms: Cluster 1:
Mouth discomfort, ulcers,
difficulty
chewing/swallowing/speaking.
Cluster 2: Bad breath, sensitive
teeth, jagged teeth, cracked lips.
Cluster 3: Coated tongue, "dirty
mouth" sensation, taste
disturbances.

Severe symptoms (score >7/10
on the Edmonton Symptom
Assessment System - ESAS)
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persisted for 6 months after
diagnosis. Most commonly
reported severe symptoms: Lack
of appetite (53.1%) Tiredness
(51.1%) Impaired well-being
(42.7%) Mental health symptom
burden was significant: Severe
depression reported by 19.6% of
patients Severe anxiety reported
by 27.5% of patients Symptom
burden remained stable over
time across all treatment groups
(chemotherapy alone,
radiotherapy alone, both, or best
supportive care). Patients
receiving chemotherapy and/or
radiotherapy did not report
worsening of symptoms over
time. Sensitivity analysis
(excluding those who died
within 6 months) confirmed the
findings.

Hope was measured using the
Herth Hope Index (HHI), while
symptom burden was assessed
using the ESAS. Hope was not
associated with: Gender Age
Marital status Duration of
cancer Hope was inversely
correlated with total symptom
burden (r = -0.28), but this was
not clinically significant.
Depression was the only
symptom with a clinically
relevant inverse correlation to
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hope (r =-0.39, p <0.001).
Other symptoms that correlated
negatively with hope but were
not clinically significant: Lack
of appetite (r =-0.22) Shortness
of breath (r =-0.17) Anxiety (r =
-0.32) Lack of well-being (r = -
0.33) Pain intensity did not
significantly influence hope.
Hope levels in palliative care
patients were similar to those
receiving curative treatments,
suggesting that hope is
maintained even in terminal
illness. Social support and
spiritual well-being are stronger
predictors of hope than
symptom burden.

Delirium was present in 33%
(252/771) of patients. 61% of
these cases (153/252) were
missed by the primary referring
team. Most common referral
symptom in patients with missed
delirium: Pain (50%) Most
common subtype of missed
delirium: Hypoactive delirium
(63%) Most common cause of
missed delirium: Opioid-related
neurotoxicity (31%)
Reversibility: 33% (84/252) of
delirium cases were reversible.
Among reversible cases, 67%
(55/84) were missed. Patients
referred for pain had 2.57 times
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higher odds of having missed
delirium (p=0.0109).

80% of patients had at least one
moderate-to-severe symptom in
the last week of life (ESAS >4).
Most prevalent symptoms in the
final 7 days: Anorexia (92%)
Fatigue (82%) Drowsiness
(77%) Decreased well-being
(76%) Pain (51%) Delirium was
diagnosed in 44% of patients
using the Memorial Delirium
Assessment Scale (MDAS). The
Nursing Delirium Screening
Scale (Nu-DESC) was found
unreliable when used by
caregivers: Sensitivity: 35%
Specificity: 80% Positive
Predictive Value (PPV): 58%
Negative Predictive Value
(NPV): 61% Only 2.5% of
patients exhibited
agitation/restlessness on the
Richmond Agitation Sedation
Scale (RASS).

80% of patients had at least one
moderate-to-severe symptom
(ESAS score >4) in the last
week of life. Most prevalent
symptoms in the final 7 days:
Anorexia (92%) Fatigue (82%)
Drowsiness (77%) Decreased
well-being (76%) Pain (51%)
Delirium was diagnosed in 44%
of patients using the Memorial
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Delirium Assessment Scale
(MDAS). The Nursing Delirium
Screening Scale (Nu-DESC),
when used by caregivers, had
low sensitivity for detecting
delirium: Sensitivity: 35%
Specificity: 80% Positive
Predictive Value (PPV): 58%
Negative Predictive Value
(NPV): 61% Only 2.5% of
patients exhibited
agitation/restlessness on the
Richmond Agitation Sedation
Scale (RASS).

Implementation of a palliative
care checklist (PCC)
significantly improved clinical
documentation. Key areas of
improvement in documentation
after PCC implementation:
CAGE Alcoholism Screening:
79% — 94% (p < 0.0001)
Psychosocial History: 69% —
95% (p < 0.0001) Eastern
Cooperative Oncology Group
(ECOQG) Performance Status:
38% — 81% (p < 0.0001)
Advance Care Planning (ACP)
Discussion: 28% — 41% (p =
0.0008) Overall Documentation
Quality: 78% — 95% (p <
0.0001) No significant
improvement in documentation
of: Opioid-induced
neurotoxicity (OIN): 37% —
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37% (p = 0.9492) ESAS
completion: 98% — 99% (p =
0.4511) Barriers to
documentation improvements:
Time constraints in outpatient
settings Physician habits and
resistance to standardized
formats Forgetting to use the
checklist

98% of patients identified as
spiritual and religious, with a
median intensity score of 9/10.
Spiritual pain was reported in
44% of patients, with a median
score of 3 (1-6). Spiritual pain
was significantly associated
with: Lower self-reported
religiosity (7 vs. 10, p = 0.002)
Lower spiritual quality of life
(FACIT-Sp-Ex 68 vs. 81, p =
0.001) Patients with spiritual
pain had higher symptom
distress, particularly: Depression
(p=0.01) Anxiety (p = 0.03)
Anorexia (p = 0.04) Drowsiness
(p = 0.004) Patients with
spiritual pain were more likely
to feel that it worsened their
physical (p < 0.001) and
emotional (p < 0.001)
symptoms. No significant
association was found between
spiritual pain and coping
strategies (Brief COPE, Brief R-
COPE). Religious coping was
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generally positive, with
spirituality/religiosity serving as
a source of strength and comfort
for most patients.

97% of patients identified as
spiritual, and 89% identified as
religious. 60% of patients felt
their spiritual/religious needs
were not supported by the
medical team. Spirituality and
religiosity were associated with:
Better coping strategies (r =
0.66, p <0.0001) Improved
emotional well-being (r = 0.16,
p <0.0001) Positive effects on
symptom management (r = 0.42,
p <0.0001) 52% of patients
experienced spiritual pain,
which was associated with:
Higher levels of pain (p =
0.0225) Depression (p < 0.0001)
Anxiety (p <0.0001) Worry (p
< 0.001) Financial distress (p <
0.0001) Patients with spiritual
pain had worse quality of life as
measured by the Functional
Assessment of Chronic Illness
Therapy-Spiritual Well-Being,
Expanded version (FACIT-Sp-
Ex). Spiritual pain was linked to
maladaptive coping behaviors,
such as denial (p =0.0337) and
behavioral disengagement (p =
0.0148).
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Referral to palliative care from
the EC resulted in earlier
intervention and better symptom
management. Time from
admission to palliative care
consultation was significantly
shorter for EC patients (12
hours) than for inpatient
referrals (24-96 hours, p <
0.0001). Most common
symptoms leading to palliative
care referral from the EC:
Uncontrolled pain (83% vs.
45%, p < 0.0001) Nausea,
vomiting, constipation (41% vs.
19%, p < 0.0001) Dyspnea (29%
vs. 19%, p = 0.02) Median
symptom intensities at baseline
(EC patients vs. inpatients):
Pain: 7 (5-9) vs. 5 (2-8), p <
0.0001 Fatigue: 7 (4-8) vs. 6 (4-
8), p=0.0517 Sleep
disturbance: 6 (0-8) vs. 4 (1-7),
p = 0.1064 After palliative care
intervention, symptom
improvement was observed in:
Pain (53%) Sleep (45%) Well-
being (39%) Fatigue (38%)
Anxiety (39%) Appetite (35%)
Dyspnea (31%) Nausea (31%)
Depression (29%) Drowsiness
(29%) Hospitalisation outcomes:
Median duration of hospital stay
was significantly shorter for EC
patients (92 hours) than for
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inpatient referrals (125 hours, p
< 0.0001). Discharge
destinations for EC patients after
palliative care consultation:
Home (33%) Home hospice
(7%) Inpatient hospice (4%)
Regular hospital ward (33%)
Palliative care unit (23%)
Referral to palliative care from
the EC led to earlier intervention
and better symptom
management. Time from
admission to palliative care
consultation was significantly
shorter for EC patients (12
hours) than for inpatient
referrals (24-96 hours, p <
0.0001). Most common
symptoms leading to palliative
care referral from the EC:
Uncontrolled pain (83% vs.
45%, p <0.0001) Nausea,
vomiting, constipation (41% vs.
19%, p <0.0001) Dyspnea (29%
vs. 19%, p = 0.02) Median
symptom intensities at baseline
(EC patients vs. inpatients):
Pain: 7 (5-9) vs. 5 (2-8), p <
0.0001 Fatigue: 7 (4-8) vs. 6 (4-
8), p=0.0517 Sleep
disturbance: 6 (0-8) vs. 4 (1-7),
p = 0.1064 After palliative care
intervention, symptom
improvement was observed in
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85% of patients had sleep
disturbance (SD), as measured
by the PSQI (score >5).
Symptoms most strongly
correlated with sleep
disturbance: Pain (r=0.27, p =
0.006) Dyspnea (r = 0.25, p <
0.001) Depression (p = 0.019)
Anxiety (p = 0.01) Well-being (r
=0.35, p <0.0001) Compared to
patients without SD, those with
SD were significantly more
likely to report: Pain (p =
0.0132) Depression (p = 0.019)
Anxiety (p=0.01) Poorer well-
being (p = 0.035) Edmonton
Symptom Assessment Scale
(ESAS-Sleep) cutoff of >3 had a
sensitivity of 74% and
specificity of 73% for detecting
SD compared to PSQI.

Liver Frailty Index (LFI) ESAS
Distress and QOL measures
(unspecified validated tools)
38% of patients reported >1
severe symptom based on ESAS
Frailty (as measured by LFI)
correlated with higher symptom
burden Frailty independently
predicted >1 severe symptom
(adjusted OR: 1.3, p =0.004)
Strong associations between
frailty and depression, pain,
fatigue, appetite loss, and poor
well-being Psychological
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distress and reduced QOL were
significantly more common in
frail patients

Median total ESAS score: 16
(IQR: 6-30) Higher total ESAS
scores independently predicted
increased emergency department
(ED) visits (adjusted IRR 1.05,
95% CI 1.00-1.10, p=0.03)
Physical symptom burden was
significantly associated with ED
visits (IRR 1.09, p=0.01), but
psychological symptoms were
not Associations were also
observed with nonelective
hospitalizations, hospital days,
and ICU admissions (all p <
0.04) Highlights the potential
utility of symptom monitoring in
reducing acute care utilisation
Significant symptom relief
achieved after specialist home-
based care, as measured by
sequential ESAS scores. 50.98%
of patients were able to be cared
for and die at home. Home-
based care enabled better
symptom management, reduced
hospitalizations, improved
communication, and enhanced
psychosocial support. 83.2% of
patients received coordinated
out-of-hours (OOH) care
through local general
practitioners, enhancing
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continuity. Bereavement support
was systematically provided
post-death, improving caregiver
outcomes.

ESAS used to triage patients
based on symptom severity into
priority categories for
scheduling timely home visits
Findings: Mean time to home
visit: Group 1: 2.63 days Group
2:7.00 days Group 3: 10.54
days Statistically significant
improvement in ESAS scores
for Groups 1 and 2 after
intervention Greatest symptom
improvement observed in Group
1 Reduction in hospital deaths:
Group 1: 6.3% Group 2: 28.6%
Group 3: 15.4% 8.5% increase
in home and hospice deaths
Time from triage to first
intervention was a significant
predictor of survival (OR =
0.75)

94.6% of patients reported at
least one symptom. Most
prevalent symptoms: Fatigue
(71.8%) Pain (47.3%) Sadness
(41.6%) Dyspnea (41.2%)
Worrying (41.1%) Nervousness
(40.0%) Lack of appetite
(31.0%) Most distressing
symptoms: Fatigue (58.5%)
Worrying (54.8%) Weight loss
(52.1%) Feeling sad (51.5%)
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Pain (44.0%) Lack of appetite
(41.9%) Predictors of severe
symptom distress (multivariate
analysis): Caucasian race (OR =
2.02, p < 0.05) Cancer diagnosis
(OR =1.91, p<0.05) Lower
KPS scores (trend p < 0.001)
Speaking a non-Asian language
(English or Russian) (p < 0.05)
Patients with lower KPS scores
had significantly higher
symptom distress: KPS 10-30:
OR =19.51 (p <0.001) KPS 40-
50: OR=8.17 (p <0.001) KPS
60-70: OR = 5.04 (p <0.001)
Four patient subgroups were
identified using LCA based on
illness burden: Very low burden
(26.2%) - Mostly African
American or Hispanic, fewer
palliative care needs Low
burden (39.5%) - Moderate
symptoms, requiring occasional
support Moderate burden
(13.5%) - Higher symptom
distress, needing frequent visits
High burden (20.8%) - Severe
symptoms, high utilisation of
palliative care services Common
diagnoses among participants:
Congestive heart failure (36.4%)
Cancer (30.4%) Chronic
obstructive pulmonary disease
(COPD) (10.5%) Performance
status at baseline (Karnofsky



Dudgeon, D. J., Knott, C.,
Chapman, C., Coulson,
K., Jeffery, E., Preston,
S., Eichholz, M., Van
Dijk, J. P., Smith, A.,
Dudgeon, D. J., Knott, C.,
Chapman, C., Coulson,
K., Jeffery, E., Preston,
S., Eichholz, M., Van
Dijk, J. P., & Smith, A.
(2009). Development,

Other:
evaluation

Palliative
care
patients

Over 1,300
cancer
patients and
600
healthcare
professionals
trained

Other:
Palliative
care unit,
community
care, regional
cancer centre
Canada

Symptom
management;
Quality of life;
Functional
status

Performance Status - KPS): 98%
of patients had a KPS of 40-70,
indicating moderate functional
impairment Baseline symptom
burden (Condensed MSAS -
CMSAS): Mean score: 1.2 (SD
= (.5) (higher scores indicate
greater distress) Most common
symptoms: Pain, dyspnea,
fatigue, sadness Palliative Care
Outcomes Scale (POS): Mean
score: 11.9 (SD = 6.0) (higher
scores indicate greater unmet
needs) Service Utilisation:
Patients received an average of:
3925 visits by nurse
practitioners or physicians 1738
social worker visits 15,497
telephone calls over study
period High-burden patients
received significantly more:
Physician/Nurse visits (Mean =
1.10 per month) Total telephone
calls (Mean = 2.03 per month)
ESAS PPS Collaborative Care
Plans Symptom Management
Guidelines Key Findings: The
Palliative Care Integration
Project (PCIP) improved
coordination and integration
across care settings. Health
professionals valued the
standardized tools and
guidelines, particularly for
community-based care.
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Education and collaboration
across sectors were critical to
successful implementation.
Despite initial implementation
challenges, the PCIP was
perceived to enhance continuity
and quality of care.

Significant improvement in
patient comfort and well-being
post-treatment (paired t-test =
16.548; P = 0.000). Greatest
relief observed in bleeding
control (100%), malodour
dissipation (76.9%), and maggot
control (71%). No significant
correlation between symptom
improvement and specific
radiation dose or schedule.
Approximately 50% of patients
were non-compliant, likely due
to COVID-19-related barriers.
The study supports the
integrative use of palliative
nursing, RT, chemotherapy, and
surgery in improving symptom
burden.
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IPC significantly improved
QoL, depression, anxiety, and
PTSD symptoms compared to
usual care (UC). Benefits were
sustained for up to 24 weeks.
Among those who died, IPC
patients were more likely to
discuss end-of-life preferences
and less likely to receive
chemotherapy near death.

Significant reductions in
depression symptoms at 6
months (HADS and PHQ)
Significant reduction in PTSD
symptoms (adjusted mean
difference: -4.02, p =.013) No
significant difference in anxiety
or QOL at 6 months Mediation
analysis: Symptom burden and
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anxiety during HCT
hospitalization partially
mediated long-term
improvements in depression and
PTSD

Tools Used HADS - to assess
psychological distress (anxiety
and depression) Nightingale
Symptom Assessment Scale (N-
SAS) - to measure physical and
psychological symptom burden
Supportive Care Needs Survey -
Short Form (SCNS-SF34) - to
evaluate unmet supportive care
needs Clinically significant
anxiety and depression were
common among participants
Symptom burden (physical and
psychological) and unmet needs
(psychological, physical, and
daily living activities) were
significant contributors to
psychological distress Female
gender was associated with
increased anxiety and
depression Advanced age was
significantly associated with
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higher depression scores
Patients require intensive
supportive psychosocial care,
which should be incorporated
into routine assessments
Significant correlations between
palliative care tools and HF
assessments: PPS was
moderately correlated with
NYHA class (P <0.0001) and
KCCQ scores (R=0.57,P <
0.0001). ESAS was inversely
correlated with KCCQ scores (R
=-0.72, P <0.0001). Symptom
burden and functional
limitations increased with HF
severity: Patients with NYHA
III/TV had the highest ESAS
scores (mean = 20.2 15.8).
Tiredness, depression, and well-
being scores were significantly
worse in advanced HF patients
(P <0.002). Clinical outcomes
(one-year follow-up): 10 deaths
(9.5%) and 26 hospitalizations
(24.8%). Higher ESAS scores
trended toward significance as a
predictor of
hospitalization/death (OR =
1.03, P =0.07). Lower PPS
scores were significantly
predictive of
hospitalisation/death (OR =
0.94, P = 0.04). No significant
predictive value found for
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NYHA class or KCCQ in
multivariate analysis.

BIS significantly reduced
patient distress from
breathlessness compared to
standard care (mean difference -
1.29; p = 0.049) 94% of
respondents reported that BIS
had a positive impact
Improvements were noted in
anxiety, confidence in
breathlessness management, and
perceived support BIS
legitimised symptoms and
reduced the sense of isolation
among patients and carers Cost-
effectiveness: 66% likelihood of
being more effective and less
costly than standard care (rising
to 81% when informal care costs
were included)

Females reported significantly
higher distress than males for:
Pain Fatigue Nausea However,
females needed to report higher
levels of distress than males for
their symptoms to be
documented by clinicians
Palliative care designation
influenced symptom
documentation but not
necessarily symptom distress
scores Gender disparities were
apparent in how symptoms were
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recognized and responded to by
clinicians

Quantitative analysis showed a
non-significant reduction in
distress due to breathlessness in
the intervention group versus
control (-0.24; 95% CI: -1.30 to
0.82) Cost-effectiveness: BIS
resulted in extra mean costs of
799, reduced to 100 when
outliers were excluded (neither
statistically significant)
Qualitative feedback indicated
positive impact on confidence,
support, and management
strategies for both patients and
carers A trend of improvement
was noted in both intervention
and control groups, potentially
due to a therapeutic effect of
research interviews Impact was
less definitive compared to
previous BIS trials with
advanced cancer patients

Advance care planning
improved significantly after
palliative care consultations:
Unknown code status decreased
from 23% to 1% (P < 0.0001).
Goals of care documentation
increased from 3% to 59% (P <
0.0001). Advance directive
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documentation increased from
41% to 46%, but was not
statistically significant (P =
0.22). Baseline symptom burden
was well controlled prior to
palliative care intervention.
Pain, fatigue, drowsiness, and
dyspnea worsened slightly over
6 months (P < 0.05). Anorexia
significantly worsened (P <
0.0001). Hospice referral
remained low (11/22 patients
who discontinued dialysis used
hospice). 98.9% of eligible
patients (91/92) accepted
palliative care consultation,
indicating high feasibility and
acceptability.

Median HBPC stay: 7 months
Median home visits: 3.5 25%
enrolled in hospice (median 67.5
days) Significant reduction in
hospitalizations (p = 0.002)
Increase in end-of-life care
discussions from 50% to 90% (p
<0.01) High caregiver
satisfaction reported

Median supportive care stay: 90
days 23% transitioned to
hospice care Significant
symptom improvement in: Pain
(p <0.0001) Anxiety (p =
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0.0052) Shortness of breath (p =
0.0447) End-of-life
documentation increased from
23% to 85% 79.5% reduction in
ED visits and 75% reduction in
hospitalizations per 1000
members Overall net cost
savings: 36% High caregiver
satisfaction (measured via
FAMCARE)

Modified MSAS Parents
reported a mean of 6.7 (SD 3.4)
symptoms per patient Most
common symptoms: pain
(63.7%), lack of energy
(58.9%), irritability (55.9%),
drowsiness (49.3%), shortness
of breath (46.3%) Older patients
had more and higher severity
symptoms Variation in
symptoms across disease
categories was relatively minor
73.3% had >5 symptoms; top
10% reported a median of 12
symptoms

Advance care planning (ACP)
significantly improved: 65.2%
of intervention group had
advance directives documented
vs. 36.0% in the control group
(P <.001). Pain management
outcomes showed no significant
difference: Pain severity: Mean
change from baseline 0.1
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(intervention) vs. 0.2 (control)
(P = .88). Pain interference:
Mean change from baseline 0.1
(intervention) vs. -0.2 (control)
(P =.66). Physical well-being
improved in the intervention
group: MQOL physical subscale
increased by 1.4 vs. 0.1 in
control (P =.004). No
significant difference in overall
quality of life or aggressiveness
of end-of-life care.

Advance care planning (ACP)
engagement increased: Higher
rates of documented ACP in the
intervention group compared to
usual care. Symptom
management showed significant
improvements: Participants in
the intervention group reported
better symptom control using
the ESAS-r. Quality of life
improved in the intervention
group: Measured via FACIT,
showing improved well-being
and emotional support. Cost
analysis indicated potential
savings: Participants in the
intervention group had lower
healthcare costs in the last three
months of life

Dignity therapy (DT) was
effective in improving dignity
impact for both low and high
symptom burden patients: Low
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symptom burden group: P =
0.03 High symptom burden
group: P =0.001 DT was
effective in patients with low
but not high religious/spiritual
struggle: Low R/S struggle: P =
0.004 High R/S struggle: P =
0.10 DT did not significantly
impact preparation for death or
life completion outcomes
(measured by QUAL-E
subscales). Moderation effects
of symptom burden (P = 0.054)
and R/S struggle (P = 0.52) were
not significant.

ESAS Family Satisfaction with
Advanced Cancer Care
(FAMCARE) Findings Baseline
mean ESAS Distress Score
(EDS): 39.5 Mean EDS
improvement: 8.8 points at 1
week (P <.0001) 7.0 points at 1
month (P <.0001) Significant
symptom improvement at both
time points in: Pain, fatigue,
nausea, depression, anxiety,
drowsiness, appetite, dyspnea,
insomnia, constipation
Satisfaction on priority care
items improved after
intervention. Caregiver
satisfaction significantly
increased. ESAS symptom
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scores improved in the second
cohort using the symptom
screener. The nurse facilitator
was effective in identifying care
gaps and guiding quality
improvement.

PRO measures collected in
routine care provide prognostic
information on survival in lung
cancer patients. Specific
symptom scales (global health,
functional scales, dyspnea,
hemoptysis, dysphagia, and
chest pain) predict survival at
disease progression. Absolute
PRO scores at progression are
more predictive than changes in
scores.

Usability: Majority of patients
(77%) were able to complete the
computer-based assessment
without assistance. Preference:
A pilot study showed that 55%
of patients preferred the
computerized method over
paper-and-pencil questionnaires,
while 25% had no preference.
Predictors of Assistance Need:
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Age and performance status
were the strongest predictors for
requiring assistance. Time
Efficiency: On average, patients
completed the 60-item
questionnaire in about 15-17
minutes.

The Short Demoralization Scale
(SDS) is a valid and reliable
five-item tool to measure
demoralization in palliative care
patients. It demonstrated high
internal consistency (Cronbach’s
alpha = 0.920). A one-factor
structure was confirmed with
strong psychometric properties.
A cutoff score of 10 was
established for identifying
clinically significant
demoralization. SDS scores
correlated with clinical anxiety,
depression, spirituality, and
quality of life, indicating its
clinical relevance.

The SAHD-D demonstrated
acceptable discriminant and
criterion validity. Moderate
correlations found between
SAHD-D scores and depression,
anxiety, and clinical state. 20%
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of patients reported high levels
of desire for hastened death.
Factor analysis identified two
distinct factors, questioning
unidimensionality. External
estimation by clinicians
correlated only modestly with
patient-reported scores.

Palliative care (PC) services for
heart failure patients in the
community were extremely
limited. Most participants had
significant symptom burdens
(mean Edmonton Symptom
Assessment Scale score = 37.9,
SD 14.4). The Gold Standards
Framework (GSF) and Surprise
Question were poor indicators of
palliative care needs in HF
patients. Sensitivity and
specificity were low when
identifying HF patients
requiring PC. Sensitivity of the
Surprise Question was 52.17%,
and specificity was 35.65%.
Sensitivity of the GSF
Prognostic Indicator Guidance
was 100%, but specificity was
only 9.57%, indicating
overclassification. Only 1% of
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patients had end-of-life
discussions with healthcare
providers, and only 6% had
documented conversations with
family caregivers. Few patients
received psychological support
(3% spoke with a
psychologist/psychiatrist). Pain
management and symptom
control were inadequate, with
only 30% receiving analgesics,
14% anxiolytics, 25%
antidepressants, and 26% sleep
medications. Patients receiving
home care were older, had lower
education levels, and were more
likely to receive palliative care
services compared to those in
clinics.

The ESAS was used to measure
symptom severity at hospital
admission and discharge.
Symptom Improvement (SI)
based on ESAS scores was
significantly associated with
survival outcomes. For
gastrointestinal patients: PaP
Score and anorexia were
significant prognostic factors for
survival. For NSCLC patients:
Asthenia (fatigue) was the only
symptom significantly
associated with survival.
McNemar’s test showed
significant reduction in severe
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symptom class (>7) between
admission and discharge.

44% of palliative care patients
reported psychological distress
(e.g., sadness, worry,
nervousness). 38% of those with
distress accessed mental health
care services. There was no
significant association between
psychological distress reported
during a palliative care consult
and receiving subsequent mental
health care. 62% of patients with
distress did not receive in-
hospital mental health care after
their palliative care consult.
Psychological distress was not
effectively addressed through
palliative care interventions.
Agreement between patient self-
assessment and physician-
reviewed assessment was
moderate (weighted k = 0.49-
0.78 across symptoms). Higher
agreement was observed for
symptoms like well-being,
nausea, anxiety, depression;
lower agreement for drowsiness,
sleep, and appetite. Errors
included patients
misunderstanding the ESAS
scale direction (e.g., low scores
misinterpreted as low appetite
rather than good appetite).
Screening performance showed
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that ESAS was sensitive for
detecting mild symptoms but
less sensitive for moderate
symptoms without physician
clarification.

The Holistic Comfort
Questionnaire (HCQ-Caregiver)
was used to assess overall
comfort in caregivers, including
physical, psycho-spiritual,
socio-cultural, and
environmental comfort. PPS was
used to assess functional status
of patients and its impact on
caregiver comfort. ESAS was
used to evaluate patient
symptoms and their association
with caregiver comfort.
Caregivers had moderate
comfort levels (mean overall
score 4.52 out of 6). Higher PPS
scores (better patient function)
were positively correlated with
caregiver comfort in all
dimensions. Receiving help in
caregiving significantly
increased psycho-spiritual,
socio-cultural, and
environmental comfort.
Tiredness in patients was
associated with lower psycho-
spiritual comfort in caregivers.
European Organization of
Research and Treatment of
Cancer Questionnaire-Core-15-
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Palliative Care (EORTC QLQ-
C15-PAL) was used to assess
health-related quality of life
(HRQoL), symptom burden, and
functional status. Pain was
significantly associated with the
need for specialized palliative
care (SPC) (OR 1.015, 95% CI
1.001-1.029, p=0.039). Patients
with severe pain (score >66)
were significantly more likely to
be referred to SPC (OR 2.885,
95% CI 1.035-8.056). Higher
constipation scores were
associated with increased
hospital admissions (IRR 1.009,
95% CI 1.004-1.015, p=0.001).
Lower overall quality of life
scores were linked to increased
hospital length of stay (IRR
0.986, 95% CI 0.978-0.995,
p=0.002). Patients with bile duct
cancer had the highest risk of
hospitalization and should be
referred to SPC early. Baseline
pain and constipation should
trigger earlier SPC referrals.
Pain was the most distressful
symptom; difficulty swallowing
was the most frequent;
Pharmacological palliative care
strategies (especially morphine)
and non-pharmacological
strategies (self-care advice,
psychosocial support, spiritual
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activities) were widely used.
Higher palliative care
engagement was positively
correlated with spiritual well-
being. Higher symptom burden
(frequency, severity, distress)
was negatively associated with
spiritual well-being. Palliative
care and symptom severity
together explained 48.9% of
variance in spiritual well-being.
ESAS - monitored symptoms
monthly. Palliative Performance
Scale (PPSv2) - assessed
functional status. European
Organization for Research and
Treatment of Cancer QoL
Questionnaire-Core-15-
Palliative Care (EORTC QLQ-
C15-PAL) - measured quality of
life. Family Satisfaction with
End-of-Life Care (FAMCARE-
2) - assessed caregiver
satisfaction. Zarit Burden
Interview (ZBI) - measured
caregiver burden. Symptom
improvement: Severe symptoms
on ESAS were reduced by >2
points in 57.1% of cases. Pain
scores decreased to a mean of 2.
Caregiver burden and
satisfaction: 95% of caregivers
reported little or no burden on
ZBI. 69.95% were satisfied on
FAMCARE-2. Hospital vs
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Home Care: Home deaths (57)
were significantly higher than
hospital deaths (14). Physician
visits (162) were much lower
than nurse-coordinated visits
(341). Cost-effectiveness:
Median intervention cost per
patient in the nurse-led model
was 32049.50, compared to
%11490.09 in usual care. Less
reliance on inpatient care led to
significant savings.

Fatigue significantly impacts
QoL: 80.8% of patients reported
moderate to severe fatigue at
baseline, decreasing to 53.2% at
follow-up. Fatigue severity at
baseline correlated with lower
QoL: Associated factors
included emotional functioning
(P <0.001) and constipation (P
= 0.038). Improvement observed
in follow-up (P <0.001):
Patients showed better physical
functioning and reduced
insomnia, which were
significant predictors of fatigue
improvement. Biochemical
factors related to fatigue:
Hemoglobin and albumin levels
were significantly associated
with fatigue severity and
improvement. Palliative care
interventions helped reduce
fatigue: A multimodal approach
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including medication, nutritional
support, and psychological
interventions led to fatigue
reduction.

Assessment tools used: ESAS -
assessed symptom burden,
including fatigue, pain, nausea,
anxiety, and well-being. Eastern
Cooperative Oncology Group
(ECOG) Performance Status -
measured functional status.
Biochemical assessments -
hemoglobin and albumin levels.
Fatigue and Symptom
Improvement: Significant
reduction in fatigue scores (p <
0.001) from baseline to follow-
up. Moderate-to-severe fatigue
decreased from 80.8% at
baseline to 53.2% at follow-up.
Factors Associated with Fatigue
at Baseline: Clinical variables:
Cancer type, metastatic sites,
ECOG score, body weight.
Biochemical markers: Lower
hemoglobin (p = 0.015) and
albumin (p < 0.001) correlated
with higher fatigue. Symptoms:
Higher fatigue correlated with
pain, nausea, anxiety, loss of
appetite, and dyspnea.
Predictors of Fatigue
Improvement: Improvement in
albumin levels (OR =2.091, p =
0.011). Decrease in dyspnea
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severity (OR=1.434,p=
0.002). Reduction in pain scores
(p=0.011). Increase in
hemoglobin levels (p = 0.024).
Patient Outcomes: Mortality
during study: 82 patients
(16.4%) died before follow-up.
Fatigue correlated with a higher
symptom burden and worse
biochemical markers in non-
Survivors.

Anxiety (97.8%) and depression
(89.9%) were the most common
symptoms, followed by
tiredness (89.9%) and pain
(86.5%). While pain was often
documented by treating
oncologists (83.1%), other
symptoms like anxiety (3.4%)
and depression (0%) were
grossly underreported. A
significant under-detection of
psychological and non-pain
symptoms was observed. There
was a strong correlation between
pain, anxiety, depression,
tiredness, and appetite loss.
Higher symptom severity
increased the chance of
documentation by oncologists,
but this was mainly true for
pain, nausea, and appetite loss.
The International Classification
of Functioning, Disability and
Health (ICF) framework helped
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assess the modulating role of
caregivers in reducing disability
among terminal cancer patients.
Caregivers positively influenced
patient participation in daily
activities (e.g., dressing, eating,
preparing meals). The SF-12
survey revealed that patients had
significantly lower physical and
mental health scores compared
to the general population.
Environmental factors,
including support from family,
friends, and health
professionals, were perceived
mainly as facilitators rather than
barriers. No negative impacts
from caregivers were reported.
Strong correlation between
numbers and words: Patients’
numerical symptom scores on
the ESAS correlated well with
verbal descriptors (none, mild,
moderate, severe) (P <0.0001).
Discrepancies in interpretation:
There was significant variation
in how patients assigned
numbers to words. For example,
‘mild’ pain ranged from O to &,
while ‘moderate’ pain ranged
from 1 to 10. Patient-reported
discrepancies: Some patients
ranked their symptoms as
‘severe’ while assigning a
relatively low numerical value
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(e.g., ‘severe’ pain rated as
5/10). Patient preference split:
When asked, 57% of patients
preferred words over numbers
for symptom reporting, and 55%
believed words more accurately
portrayed their symptoms.
Implication for clinical practice:
Healthcare providers (HCPs)
should not assume numerical
scores fully reflect patient
experiences and should explore
responses further.

Feasibility of SEIQoL-DW: The
Schedule for the Evaluation of
Individual Quality of Life-
Direct Weighting (SEIQoL-
DW) was successfully
administered to 48 patients with
severe multiple sclerosis (MS)
in home-based and hospital
settings. Patient-nominated QoL
domains: The most commonly
identified QoL domains were
family (94%), relationships
(65%), and leisure activities
(65%). SEIQoL-DW vs.
standard PROMs: The study
compared SEIQoL-DW with
standard PROMs, including:
Core-Palliative care Outcome
Scale (Core-POS) Palliative care
Outcome Scale-Symptoms-MS
(POS-S-MS) European Quality
of Life Five Dimensions-3L
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(EQ-5D-3L) HADS Minimal
correlation between SEIQoL-
DW and PROMs: Despite
content overlap (Core-POS and
POS-S-MS contained 70% of
SEIQoL-DW-nominated areas),
correlations between SEIQoL-
DW and standard PROMs were
negligible. Challenges in
administration: 85% of patients
required assistance with disk
manipulation in the SEIQoL-
DW process, and 17% struggled
with understanding the task.
Alcoholism prevalence among
cancer patients: The study found
that 10.3% of the 117 patients
undergoing active cancer
treatment tested positive for
alcohol dependence using the
CAGE questionnaire. Higher
prevalence than previous
palliative care studies: This
10.3% prevalence was more
than double the rate found in
previous studies of Italian
palliative care patients (4%) but
lower than U.S. studies (17-
28%). Gender differences:
Males were more likely to be
CAGE positive (P =0.05).
Lower ESAS scores associated
with alcoholism: Patients with
lower ESAS scores were more
likely to be CAGE positive (P =
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0.03). No association with
smoking, BMI, or cancer type:
While smoking status (57.3%)
was high, it was not
significantly correlated with
alcoholism (P = 0.25).

This is a study protocol;
outcome findings are not yet
available. The intervention
involves using the liver-specific
ESAS to screen symptoms, with
patients scoring >5 on any
symptom referred to palliative
care for early intervention. Aim:
Improve symptom control by
>50% within 3 months for
symptoms scored >5. Secondary
outcomes include improved
quality of life, reduced
hospitalisations, and improved
caregiver support.

Older adults reported fewer and
less severe symptoms than
younger adults: Mean pain,
tiredness, anxiety, wellbeing,
and total ESAS-r scores were
significantly lower in older
adults (p <0.001). More older
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adults reported no symptoms
compared to younger
counterparts. ESAS-r
summative score was only a
significant prognostic factor in
younger patients: In patients
aged < 65 and 65-74, ESAS-r
remained significant in
predicting survival. For patients
aged 75+, ESAS-r was not
predictive of survival. Palliative
Performance Scale (PPSv2) was
the most reliable predictor of
survival across all age groups:
PPSv2 remained statistically
significant in all age groups,
even when symptom burden
scores (ESAS-r) were less
predictive. Higher dementia
prevalence in older adults may
impact symptom reporting:
13.6% of patients aged 85+ had
dementia, affecting their ability
to report symptoms. Self-
reporting limitations of ESAS-r
suggest the need for alternative
assessment tools in this age
group.

Physicians underestimated pain
in nearly half (46%) of terminal
cancer patients: Physicians'
average pain rating (3.47 on
NRS) was significantly lower
than patients’ self-reported pain
(3.94, p=0.003). For patients



Patients? A Prospective
Study in a Hospice
Setting. Clinical Journal
of Pain, 34(12), 1159-
1163.
https://doi.org/10.1097/A
JP.0000000000000641

Gongalves, F.,
Gaudéncio, M., Paiva, L.,
Rego, F., & Nunes, R.
(2024). Evaluation of
Emotional Distress in
Oncology Palliative
Patients: Edmonton
Symptom Assessment
System (ESAS) and
Palliative Outcome Scale
(POS)—A Portuguese

Cross sectional
study

Palliative
care
patients

60

Hospital;
Other:
Portugal

Symptom
management;
Quality of life;
Psychological
support

with severe pain (NRS >7), the
discrepancy was most
pronounced (5.56 vs. 8.17,
p<0.0001). Underestimation was
clinically significant in 23% of
cases: Clinically significant
underestimation was observed in
nearly half (50%) of the cases
where underestimation occurred.
Pain was overestimated in only
28% of cases. Underestimation
of pain was more common in
female patients: Physicians
significantly underestimated
pain in female patients
(p=0.007) but not in male
patients. Pain levels were not
significantly correlated with
survival: Pain ratings had a
weak correlation with survival
(r=-0.22). Higher opioid doses
were associated with higher pain
levels but not with reduced
survival.

Anxiety and depressive
symptoms were highly prevalent
in palliative oncology patients:
83.3% of patients reported
moderate-to-severe depression
(ESAS). 61% of patients
reported moderate-to-severe
anxiety (ESAS). 66.7% of
patients experienced significant
anxiety related to their disease
and treatment (POS).
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Correlation between emotional
distress and self-perception:
Patients who shared their
feelings less frequently with
family and friends were less
likely to find meaning in life (p
<0.01) and had poorer self-
perception (p < 0.05). A
diminished understanding of the
importance of life correlated
with worsened self-perception
(p <0.01). Greater anxiety
related to disease/treatment was
strongly correlated with
increased depressive symptoms
(p <0.01). POS and ESAS
complement each other for
assessing emotional distress:
Self-reported anxiety (ESAS)
was significantly associated
with anxiety about disease and
treatment (POS) (p < 0.01).
Emotional items in the POS
scale demonstrated strong
internal correlation, supporting
their combined use for
comprehensive assessment.
86% (18/21) of participants
completed the primary outcome
measure (Total Symptom
Distress Score, TSDS) at day
14, suggesting feasibility. The
median maximum tolerated
doses were: CBD: 300 mg/day
(range 100-600 mg). THC: 10
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mg/day (range 5-30 mg). 9 out
of 21 patients (43%) met the
definition of response (>6-point
reduction in TSDS). There was
no significant overall change in
symptom burden (TSDS) from
baseline to day 14. However,
emotional subscale scores
(anxiety and depression)
improved significantly (p =
0.01). Drowsiness was the most
commonly reported adverse
event. Three participants
requested ongoing medicinal
cannabis post-study.

The Photodynamic Therapy
Side Effects and Symptoms
Scale (PSES) demonstrated
acceptable reliability
(Cronbach’s alpha = 0.87) and
concurrent validity. Functional
status (KPS) declined in the first
week after PDT, coinciding with
an increase in symptom burden.
Photosensitivity precautions
became more burdensome over
time but were not reported as
extremely troublesome.
Dysphagia (swallowing
difficulties) improved after one
week in esophageal cancer
patients, but overall symptom
burden increased during the first
week. The study validated that a
single-page, large-type scale
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(PSES) could feasibly measure a
diverse set of side effects and
symptoms in late-stage cancer
patients.

The HADS exhibited a two-
factor structure, supporting its
bidimensional design (anxiety
and depression). Exploratory
factor analysis (EFA) suggested
a two-factor solution was most
appropriate, rather than a three-
factor structure. Internal
consistency was strong for both
subscales: HADS-A (anxiety):
Cronbach’s alpha = 0.85 HADS-
D (depression): Cronbach’s
alpha = 0.84 HADS Total:
Cronbach’s alpha = 0.89 Family
caregivers had higher anxiety
and depression scores compared
to general population, general
practice, and cancer patient
samples. Mean HADS-A
(anxiety) score: 8.45 (SD =
4.20) Mean HADS-D
(depression) score: 5.88 (SD =
4.18) Approximately one-third
of caregivers (32.1%) had
probable clinically relevant
anxiety (HADS-A > 11). 12.2%
had probable clinically relevant
depression (HADS-D > 11).
HADS subscales were
significantly correlated (r =
0.63, p < 0.0005), suggesting a
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strong association between
anxiety and depression in
caregivers.

The use of the ESAS during
weekly radiation therapy visits
led to stable or improved
symptom severity for pain
(70.7% vs 85.6%; P =.005) and
anxiety (79.3% vs 92.9%; P =
.002). The intervention group
(physician-reviewed ESAS) had
a lower likelihood of worsening
pain, nausea, loss of appetite,
and anxiety compared to the
non-intervention group. Most
physicians (87.5%) and nurses
(75%) found ESAS useful in
symptom management.
Incorporation of validated
patient-reported symptom-
scoring tools can improve
symptom tracking and
management during radiation
therapy.

The Distress Thermometer is a
valid tool for screening distress,
anxiety, and depression in
patients with advanced cancer
receiving specialist palliative
care in hospice settings. A cut-
off score of >6 was optimal for
distress and anxiety, while >4
was optimal for depression. A
general cut-off of >5 was
recommended for screening all
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psychological morbidity with
higher sensitivity. The tool had
fair-to-good sensitivity but poor
specificity, leading to potential
false positives.

The Schedule for Evaluation of
Individual Quality of Life
(SEIQoL) is a respondent-
generated tool allowing
individuals to define their own
QoL domains. It measures how
patients are doing in these areas
and their perceived importance
to overall QOL. It requires a
trained interviewer for
administration

Both the CBT mobile app and
health education program
improved anxiety, mood, and
quality of life. However, the app
was more beneficial for patients
with severe anxiety.
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Physical activity was associated
with lower ESAS scores for
pain, fatigue, nausea,
depression, anxiety, drowsiness,
dyspnea, and general well-
being. No significant difference
between groups regarding
appetite or sleep ESAS scores.
Physically active patients
reported higher rates of
complementary medicine
(CAM) use (especially herbal
supplements and acupuncture).
Lower ESAS well-being scores
correlated with being physically
active, suggesting improved
quality of life.

The Geriatric Depression Scale
(GDS) scores declined over
time, but the decline was slower
in patients with higher pain
levels on the ESAS (P = .04).
The Geriatric Anxiety Inventory
(GALI) scores also declined over
time, but the decline was slower
in patients reporting physically
distressing symptoms on the
Patient Dignity Inventory (PDI)
(P =.04). There was no
significant difference in
symptom burden between
inpatients and outpatients based
on ESAS scores, despite
inpatients having significantly
more medical comorbidities (P =
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.02). Integrating palliative care
tools in geriatric mental health
may improve symptom tracking
and treatment outcomes.
Integration of GSF-PIG and PPS
enhanced team communication
about patient/resident illness
burden and palliative care needs.
Patients/residents whom teams
would not be surprised to die
within 1 year were significantly
older, had lower PPS scores, and
more indicators of decline. PPS
and GSF-PIG helped stratify
patients according to illness
severity and prompted
discussions about goals of care.
Staff reported the tools helped
initiate earlier palliative
approaches and facilitated better
interprofessional
communication.

A conversion chart was
developed to translate scores
between the Clinical Frailty
Scale (CFS) and PPS,
facilitating communication
between geriatric and palliative
care teams. Interrater reliability
was high: CFS: Weighted kappa
=0.92 (almost perfect
agreement) PPS: Weighted
kappa = 0.80 (substantial
agreement) Moderate correlation
found between the two scales
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(Spearman correlation
coefficient =-0.67, p < 0.001),
indicating an inverse
relationship. The optimal score
conversion was determined as
follows: CFS 3-4 — PPS 70-90
CFS 5 — PPS 60 CFS 6 — PPS
40-50 CFS 7 — PPS 10-30 The
conversion chart enables
palliative care teams to interpret
frailty scores and geriatrics
teams to understand palliative
performance scores, leading to
better collaboration.

Depression severity was the
strongest single predictor of
poor QoL in patients with
advanced cancer after adjusting
for systemic inflammation,
symptom burden, and physical
performance status. The Patient
Health Questionnaire-9 (PHQ-9)
non-somatic items (depressed
mood, anhedonia, guilt, trouble
concentrating, and suicidal
ideation) accounted for 5.8% of
the variance in QoL scores (P <
.001).

Patients with advanced cancer
and depression report
significantly higher symptom
burden compared to non-
depressed patients. Depression
was independently associated
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with increased somatic symptom
burden even after controlling for
disease, treatment, and
prognosis.

Seriously ill, older adults
presenting to the ED had
substantial palliative care needs
across multiple domains. The
most common needs identified
(above intratest severity cutoffs)
were: Physical symptoms
(47/50, 94%) Financial
difficulties (36/50, 72%) Mental
health distress (31/50, 62%)
Access to care issues (29/50,
58%) The most common
physical symptoms reported
were fatigue, pain, dyspnea, and
depression as measured by the
ESAS. Caregiver burden was
also high, with 50% of
caregivers exceeding the severe
stress threshold on the Caregiver
Strain Index.

9.8% of the patients made a
DDS: 7.3% made a DDC, and
2.5% made an EUC. DDC group
showed higher percentages of
moderate-severe symptoms for
well-being, depression, and
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anxiety than the EUC group.
EUC patients considered
themselves less spiritual
compared to DDC patients. The
most frequent reason for a DDS
was pain or physical suffering,
although nonphysical reasons
predominated. 62% of patients
were in favor of the legalization
of euthanasia.

A single VR intervention
resulted in significant pain
reduction for palliative care
patients, both during and up to
an hour after the intervention.
High levels of patient
satisfaction were recorded, with
over 80% rating the VR
experience positively and
expressing interest in future
sessions. Side effects were
minimal, with only mild nausea,
headaches, and dry eyes
reported.

A significant correlation was
found between the wish to
hasten death (WTHD) and
meaning in life (MiL),
performance status, and
depression. The mediation
analysis showed that MiL plays
the most significant role in the
mediation effect, accounting for
76.5% of the effect. The study
proposes that interventions to
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enhance MiL could help address
or prevent the emergence of a
WTHD in advanced cancer
patients.

The QUALI-PALLI-Patient tool
was developed and validated to
assess the quality of palliative
care from the patients'
perspective. It includes 35 items
across eight domains:
availability of caregivers,
serenity, quality of information,
pain management, willingness to
listen, psychosocial and spiritual
aspects, right of refusal, and
respect for the patients. The
questionnaire showed strong
internal consistency and
construct validity, with global
satisfaction inversely correlated
with the severity of symptoms.
The QUALI-PALLI-FAM
questionnaire is a valid, reliable,
and well-accepted tool for
assessing relatives’ perception
of quality of inpatient palliative
care. The final version consists
of 14 items across three
domains: Organization of care
and availability of caregivers
Medical information provision
Confidence and involvement of
relatives The tool has good
internal consistency (Cronbach’s
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alpha: 0.74-0.86) and has shown
stability across various strata,
including age, gender, care
settings, and patient
performance status. It is
correlated with the FAMCARE
questionnaire (r = 0.71),
confirming its validity.

The study compared the
symptoms reported by post-
operative patients with cancer
after palliative surgery with the
nurses’ perception of those
symptoms, using the ESAS. No
significant difference was found
between the symptoms reported
by patients and the nurses'
perceptions, except in the pain
category. Patients reported
significantly more pain than
nurses perceived.

72.72% of patients experienced
moderate to severe symptomatic
distress (ESAS > 40), with a
mean distress score of 48.04.
Loss of appetite (92.73%) and
tiredness (84.55%) were the
most common symptoms, while
pain (40%) and shortness of
breath (34.55%) were the most
distressing symptoms. 64.55%
of patients reported symptoms
that interfered with their sleep.
The study confirmed the high
prevalence of symptom burden
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among critically ill cancer
patients in ICU, highlighting the
need for integrated palliative
and intensive care.

AY As reporting moderate or
severe symptoms (as assessed
by the Edmonton Symptom
Assessment System [ESAS])
were more likely to receive
specialty palliative care (SPC)
services. For decedents, SPC
involvement was associated
with a decrease in pain severity,
but no significant change was
observed in other symptoms
such as tiredness, depression, or
nausea. Pain was the most
notable symptom with
improvement after SPC
involvement (mean pain scores
decreased from 3.41 to 3.07 for
case patients vs. increased from
1.86 to 2.16 for control patients;
P =.003).

The most frequently reported
severe symptoms were lack of
appetite (52%), tiredness (45%),
and poor well-being (41%). The
highest symptom burden was in
the first S months after
diagnosis, with a moderate
improvement in symptom
burden observed during the
second half of the first year.
Common characteristics
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associated with severe
symptoms included female sex,
high comorbidity, lower
socioeconomic status, urban
residence, and symptom
assessment close to diagnosis.
Treatment modality did not
significantly affect the
frequency of severe symptoms,
although chemoradiotherapy
was associated with an increased
likelihood of reporting severe
pain and poor well-being.

The Spanish-modified version
of the Palliative care Outcome
Scale-Symptoms Renal (POS-S
Renal) is a reliable and valid
tool for assessing symptoms in
Spanish-speaking patients with
advanced chronic kidney disease
(stage 4-5). The tool was
successfully cross-culturally
adapted and showed good
psychometric properties,
including satisfactory test-retest
reliability (r = 0.887), good
internal consistency for the first
factor (a = 0.78), and moderate
consistency for the second factor
(o= 0.56). The two-factor
structure of the tool was
confirmed by both exploratory
and confirmatory factor
analysis. The tool demonstrated
good concurrent criterion-
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related validity with the MSAS-
Short Form (MSAS-SF),
indicating high correlation (r =
0.860) with a previously
validated instrument.

PPS: Assesses functional status,
strongly correlates with survival
across time frames (e.g., 6-
month mortality risk stratified
by score). CARING: Efficient
identification of high 1-year
mortality risk using clinical info
on admission. P-CaRES: Simple
ED screening tool using the
"surprise question" and unmet
needs; correlates well with PPS
and predicts 6-month mortality.
Checkpoint inhibitors (ICIs)
were associated with similar or
improved health-related quality
of life (HRQoL) compared to
chemotherapy. Patients on ICIs
maintained baseline HRQoL
more effectively and reported
fewer declines in symptoms.
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The ESAS depression score >2
was used to identify symptoms.
Despite high prevalence (46%)
of depressive symptoms, only
17.1% received palliative care,
8.4% had social work referral,
1.7% received
psychiatric/psychology
assessment, and 4.3% of eligible
patients received
antidepressants. Depression
scores decreased in 63.7-71.4%
of patients following
interventions.

Symptom burden remained
stable up to one year post-
surgery. No substantial
symptom worsening due to
surgery or adjuvant therapy.
Most prevalent moderate to
severe symptoms: tiredness
(57.8%), poor well-being
(51.9%), and lack of appetite
(39.3%).
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Patients with advanced
hepatocellular carcinoma (HCC)
most frequently experienced
lack of energy, pain, and
drowsiness. There was
significant between- and within-
patient variability in global,
psychological, and physical
distress over time. The MSAS
effectively captured multiple
symptom domains. Despite
evident symptom burden, none
of the patients were referred to
palliative care, and only two to
hospice.

Most frequent, severe, and
distressing symptoms: pain, lack
of energy, difficulty sleeping,
feeling drowsy. Lack of energy
was the most severe and
frequent; pain was the most
distressing. The MSAS was
used to track psychological,
physical, and global distress.
Total MSAS score showed a
slight declining trend in the final
3 months of life.

MR-guided HIFU led to
substantial improvements in
pain and physical functioning.
Improvements were seen in
fatigue, appetite loss,
constipation, and pain,
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particularly in responders.
Quality of life gains extended
beyond pain control alone.

High prevalence of physical
(e.g. pain, drowsiness, lack of
energy) and psychological (e.g.
sadness, worry) symptoms.
Hunger was one of the most
burdensome symptoms,
alongside pain and weight loss.
Being female and having lower
physical function were
associated with higher symptom
burden. Use of antiretroviral
therapy (ART) was not
associated with lower symptom
burden. The MSAS - Short
Form (MSAS-SF) effectively
captured multi-dimensional
symptom burden.

Tools used: FACIT-G + FACIT-
Pal: Functional Assessment of
Chronic Illness Therapy -
General + Palliative module
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APCA African POS: African
Palliative Outcome Scale
“Social/family wellbeing” was
the highest-scoring (best)
domain across countries.
Uganda had consistently lower
scores than South Africa and
Kenya across physical,
functional, and overall
wellbeing. Functional status
significantly influenced both
FACIT and POS scores; worse
function was associated with
poorer wellbeing. Moderate
correlations were found between
the FACIT tools and APCA
African POS, indicating the
tools measure overlapping but
distinct aspects of wellbeing.
ESAS was used pre-
radiotherapy and at 1, 2, 4, 8,
and 12 weeks post-treatment.
Statistically significant
deterioration was observed in
fatigue, drowsiness, and appetite
over time after radiotherapy.
ESAS scores were feasible to
collect even via telephone in
advanced disease.
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PPS scores declined on average
by 13.8 points from hospice
enrollment to death. Three
trajectories of functional decline
were identified: Fast decline:
cancer (8.44 points/week),
stroke (7.67) Moderate decline:
pulmonary (5.02), cardiac
disease (4.53) Slow decline:
dementia (1.98), debility (1.86)
Decline was faster for those
enrolled closer to death (e.g.,
14.21 points/week for those
enrolled within 7 days). 22.6%
had a PPS score recorded in the
last 24 hours of life. Of these,
12.5% had PPS >40, indicating
retained physical/cognitive
function.

Lower PPS scores were
associated with significantly
higher visit frequency in the first
week of hospice care. Patients
with PPS <40 received 1.78
visits/day compared to 1.41
visits/day for those with PPS
>60. Presence of pain and prior
hospital discharge were also
strong predictors of more
frequent visits. A visit-based
acuity index was proposed based
on PPS and other clinical
characteristics to better allocate
hospice resources.
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Automatic referral triggered by
an ESASr score >3/10 increased
palliative care team involvement
(141 visits vs. 9 in control). No
significant differences in
symptom severity, quality of
life, survival, hospital use, or
place of death between groups.
Almost half of patients with
high scores did not require
specialist care. Triaging by
oncology nurses was essential to
streamline referrals and avoid
overwhelming palliative care
services.

The AQEL demonstrated
moderate to strong construct
validity when compared with
EORTC QLQ-C30, HADS,
SOC-13, and SSS. The tool
captured multi-dimensional
aspects of quality of life relevant
in palliative care: basic and
advanced physical function,
emotional and cognitive states,
existential needs, social support,
and perception of care. Principal
components and multitrait
scaling analysis supported five
key dimensions: Emotional
Function, Basic Function,
Cognitive Function, Social
Support, and Activity. Internal
consistency was acceptable for
most scales (Cronbach’s alpha
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0.55-0.76), though Social
Support and Perception of Care
scales were weaker.

Patients in the intervention arm
(IA) had slightly less decline in
QoL (FACT-G score) over 9
weeks compared to the control
arm (CA), but differences were
not statistically significant. The
intervention led to favourable
trends in physical, functional,
and emotional well-being.
Depression was the strongest
predictor of lower QoL scores.
Overall survival was longer in
IA (648 days) vs CA (389 days),
though not statistically
significant.

Patients in the intervention
group (weekly teleconsultations)
experienced higher symptom
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burden at week 12 than those
receiving care as usual,
measured by the ESAS. Anxiety
(via HADS) was significantly
higher in the intervention group
compared to controls. No
significant difference in
depression scores, unmet needs,
continuity of care, or hospital
admissions. High satisfaction
scores for teleconsultations
reported by both patients and
clinicians.

Identified 18 multi-dimensional
measures (17 PROMs, 1 PROM
with PREM elements). Only 7
out of 18 measures had evidence
of being tested for validity with
people living with frailty. No
measure was specifically
developed for a frail population.
Tools varied widely in their
coverage of the five domains of
palliative need (physical,
psychological, social, spiritual,
and practical). Measures like
IPOS, ICECAP-SCM,
WHOQOL-BREF, WHOQOL-
OLD, and Patient Dignity
Inventory covered all five
domains.

Lower PPS scores were strongly
associated with increased risk of
death within 14 days. PPS was a
significant independent
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predictor of short-term
mortality, even after adjusting
for frailty, age, dyspnea, edema,
CRP, and WBC count. A PPS of
<30% was identified as the
optimal cutoff for predicting 14-
day survival (sensitivity 80.3%,
specificity 79.9%). Frailty was
associated with shorter survival
but was not independently
predictive of 14-day mortality
after adjusting for other factors.
Functional impairment (Barthel
index) and frailty were highly
prevalent among patients with
limited survival.

SPARC was found to be easy to
complete (93%) and easy to
understand (94%) by most
participants. A minority (12%)
found certain questions
(especially regarding end-of-life
thoughts and sexuality) too
sensitive. 59% found SPARC
currently relevant, while 83%
believed it would be relevant in
the future. Users endorsed
SPARC’s ability to enhance
communication between patients
and health professionals.
Participants felt SPARC would
be useful across all patient
groups with serious illness, not
just those in advanced palliative
care stages.
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Four major predictors of in-
hospital death were identified:
higher education level, presence
of hematologic malignancy,
presence of delirium, and higher
ESAS global symptom distress
score. Developed the In-
Hospital Mortality Prediction in
Advanced Cancer Patients
(IMPACT) Score based on these
predictors. The IMPACT model
showed good discrimination
(Area Under Curve = 0.83) and
good calibration (Hosmer-
Lemeshow p = 0.66). Higher
IMPACT scores were associated
with higher in-hospital death
risk: scores of 6, 10, 14, 17, and
21 corresponded to 10%, 25%,
50%, 75%, and 90% risk,
respectively.

Identified 20 criteria for
outpatient palliative care
referral, with 6 recurring
themes: Physical symptoms
Cancer trajectory (diagnosis of
advanced or metastatic cancer)
Prognosis Performance status
Psychosocial distress End-of-life
care planning ESAS (used in
33% of studies) and distress
thermometer (10%) were most
commonly used tools. Wide
variation in definitions, tools,
and cutoffs for referrals-no



Hwang, F., Pentakota, S.
R., McGreevy, C. M.,
Glass, N. E., Livingston,
D. H., & Mosenthal, A. C.
(2019). Preinjury
Palliative Performance
Scale predicts functional
outcomes at 6 months in
older trauma patients.
Journal of Trauma &
Acute Care Surgery,
87(3), 541-551.
https://doi.org/10.1097/T
A.0000000000002382
Ibanez Del Prado, C., &
Cruzado, J. A. (2020). A
screening method for
sleep disturbances at the
end-of-life [Observational
Study]. Palliative &
Supportive Care, 18(4),
468-472.
https://doi.org/https://dx.
doi.org/10.1017/S1478951
520000024

Cohort study

Cross sectional
study

Palliative
care
patients

Palliative
care
patients

176
completed
follow-up.

150

Hospital;
Other:
United States

Hospital;
Other: Spain

Prognosis;
Quality of life;
Functional
status;
Psychological
support

Symptom
management;
Quality of life

consensus established. Very few
studies used validated tools with
specific referral thresholds (e.g.,
ESAS >6/10). Need for
operational definitions of terms
like “advanced cancer” and
standardized cutoffs for
symptom-based referrals.

The preinjury PPS was a
statistically significant predictor
of both in-hospital mortality and
6-month functional outcomes.
Patients with low PPS (<70) had
higher mortality, worse
discharge disposition, and lower
GOSE and QoL scores at 6
months. PPS was more
predictive than age or Injury
Severity Score (ISS) for long-
term outcomes.

87% of patients presented sleep
disturbances according to the
Pittsburgh Sleep Quality Index
(PSQI). ESAS-Sleep subscale,
Sleep-Worry-Q, and Sleep-
Problem-Q were all valid tools
for screening sleep disturbances.
Sleep-Worry-Q had the highest
diagnostic accuracy (AUC =
0.854), followed by Sleep-
Problem-Q and ESAS-Sleep.
ESAS-Sleep (cut-off 3):
sensitivity 0.87, specificity 0.58.
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Sleep-Worry-Q (cut-off 4):
sensitivity 0.95, specificity 0.68.
Sleep-Problem-Q (Yes/No):
sensitivity 0.92, specificity 0.65.
Sleep disturbances were
associated with lower PPS
scores, indicating worse
functional status.

ESAS (Edmonton Symptom
Assessment System) is
perceived by RNs as a useful
tool for identifying the
subjective symptom experiences
of patients. ESAS facilitates
meaningful conversations and
increases symptom awareness
among patients and nurses.
When used routinely, it
enhances symptom relief and
supports better care planning.
The ESAS demonstrated high
intra-day reliability across
multiple time points. Most
symptoms (e.g., pain, tiredness,
anxiety) were consistent across
time points within the same day.
Exceptions were slight
variations in drowsiness,
appetite, and well-being.

Moderate quality of life (mean
MQOL total = 6.1). High
symptom burden (mean ESAS
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score = 36.3; median of 6
symptoms). Existential and
psychological domains were
more strongly correlated with
overall QoL than physical
symptoms. Fatigue and pain
were the most commonly
reported and severe symptoms.
Women and younger patients
reported lower QoL and higher
symptom burden.

Strong positive correlations
were observed between WtL and
ESAS total score, ESAS
physical subscore, and ESAS
psychological subscore. WtL
fluctuated significantly over 28
days and was most strongly
correlated with well-being,
depression, pain, and anxiety
scores. Symptoms such as
shortness of breath and
drowsiness were less strongly
associated with WtL. Tracking
daily ESAS scores provided
objective evidence of the
patient's "total suffering"
experience. Regular ESAS use
supported real-time, needs-
based symptom management
and care planning.

Significant reductions in
symptoms such as pain, nausea,
vomiting, dyspnea, sleep
disorders, and sweating after
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participation in the integrated
multidisciplinary palliative care
(IMPC) program. No change in
performance scores (Karnofsky,
ECOG), but symptom severity
decreased significantly using the
extended ESAS.

Fatigue, anorexia, and dyspnea
were most prevalent among
patients with higher PPS (better
functional status). Pain,
depression, nausea, and
constipation were more
prevalent among those with
lower PPS (poorer functional
status). Thirty percent of all
patients had one or more
moderate-to-severe symptoms;
16% had three or more. Cancer
patients reported a higher
number of moderate/severe
symptoms compared to
noncancer patients. Distinct
symptom clusters (e.g., dyspnea,
fatigue, anorexia) could predict
impending functional decline.
The Royal Marsden Triggers
Tool identified patients with
significant needs (high IPOS
symptom burden, low QoL).
Tool sensitivity was moderate
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(63%) when compared to
clinician judgment. Patients
captured by the tool had greater
symptom burden and worse
function than non-identified
patients. Clinicians found the
tool helpful in normalising
referrals, prompting earlier
action.

Embedding specialist palliative
care (PC) into a cystic fibrosis
(CF) clinic was feasible and
acceptable. 94% of intervention
participants stated the PC
intervention was not
burdensome, and 97.6% would
recommend it to others. ESAS
scores were used to screen for
symptom severity (>3/10) and
helped guide quarterly palliative
care interventions. 90.9% of
participants reported moderate
or greater improvement in
physical symptoms, mood, or
quality of life. 72% reported an
improved understanding of their
illness and ability to cope with
CF
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Significant reduction in
symptom severity (pain,
depression, anxiety, fatigue,
nausea, drowsiness, dyspnea)
from 1999-2002 to 2006-2009.
No significant change in loss of
appetite. Depression showed the
largest drop Sense of well-being
scores worsened over time. Tool
captured evolving symptom
trends that may reflect improved
care and earlier referral.

The ESAS detected high
prevalence of moderate-to-
severe symptoms: Pain (81%)
Anorexia (72%) Poor well-being
(70%) Fatigue (69%) Insomnia
(54%) Symptoms such as
nausea, depression, anxiety, and
well-being significantly
improved at follow-up.
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Key Findings of the Assessment
Tools: No single tool was
clearly superior across all
psychometric domains. FACIT-
Pal showed the highest internal
consistency and test-retest
reliability. EORTC QLQ-C15-
PAL had higher completion
rates but poorer reliability. Short
forms (FACIT-Pal-14, FACT-
G7) showed good feasibility but
sacrificed content breadth and
reliability. Responsiveness to
clinical change varied by tool
and clinical scenario.

The Czech version of the PDI
(PDI-CZ) demonstrated
excellent internal consistency
(Cronbach’s alpha = 0.92).
Factor analysis revealed four
factors: Loss of purpose of life
Loss of autonomy Loss of
confidence Loss of social
support Test-retest reliability
was acceptable (AC1 = 0.584 to
1.00), supporting stability of the
measure.
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SPARC was successfully
integrated into nurse-led
consultations to guide holistic,
needs-based care. The tool
helped patients discuss
underreported issues such as
anxiety, spiritual concerns, and
family impact. Domains
showing most patient-reported
concern: breathlessness, fatigue,
low mood, death/dying
concerns, and family worries.
Over time, small-to-moderate
reductions in unmet needs were
observed, especially in
psychological, social, and
spiritual domains.

The Brief Pain Inventory (BPI)
is valid and reliable for use in
cancer pain populations across
diverse settings. Measures both
pain severity and interference
with daily activities. Adapted
and validated in multiple
languages including Hindi,
Italian, Korean, Malay, Russian,
Spanish, Thai, etc.
Demonstrated strong
psychometric properties:
construct, concurrent, and cross-
cultural validity, as well as
internal consistency and test-
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retest reliability. Effective for
quantitative and qualitative
analysis.

Tool used: Electronic Lung
Cancer Symptom Scale -
Quality of Life (eLCSS-QL)
The eLCSS-QL was feasible to
implement and was well-
tolerated. Although not
statistically significant, patients
in the intervention group had
slightly higher palliative care
referral rates (48% vs. 41%). No
significant difference in HRQoL
scores or number of
chemotherapy cycles
administered between the arms.
Demonstrated potential for
improving clinical discussions
and referrals, though more
targeted implementation
strategies may be needed.

Pain was the most frequently
reported symptom across all
subscales (PHY'S, GDI). Other
prevalent symptoms included
nausea, difficulty sleeping,
nervousness, and feeling sad.
Greater symptom burden was
found in patients with stage 3
(metastatic) disease. There was
a statistically significant
relationship between duration of
illness and symptom occurrence:
longer disease duration



Kutner, J. S., Bryant, L.
L., Beaty, B. L., &
Fairclough, D. L. (2007).
Time course and
characteristics of
symptom distress and
quality of life at the end
of life. Journal of Pain &
Symptom Management,
34(3), 227-236.
https://doi.org/10.1016/j.j
painsymman.2006.11.016

Kutner, J. S., Bryant, L.
L., Beaty, B. L., &
Fairclough, D. L. (2000).
Symptom Distress and
Quality-of-Life
Assessment at the End of
Life: The Role of Proxy
Response. Journal of
Pain & Symptom
Management, 32(4), 300-
310.
https://doi.org/10.1016/j.j
painsymman.2006.05.009

Qualitative
research

Cohort study

Palliative
care
patients;
Caregivers;
Healthcare
professiona
Is

Palliative
care
patients;
Caregivers;
Healthcare
professiona
Is

86 patients Home-based

86 nurses 49 | care;

caregivers Hospice;
Other:
United States

86 patients, Hospice;

86 nurses, 49 = Other:

caregivers United States

Symptom

management;
Quality of life;

Functional

status; Caregiver

support ;

Psychological

support

Symptom

management;
Quality of life;

Functional
status;

Psychological

support

correlated with greater symptom
distress.

The MSAS and the McGill
Quality of Life Questionnaire
(MQOL) were used to track
distress and QOL. Pain was the
most distressing symptom
despite others like fatigue being
more prevalent. Nonpain
physical symptoms were
significantly associated with
pain distress. Psychological
distress, not physical symptom
burden, was significantly
associated with lower QOL.
MSAS McGill Quality of Life
Questionnaire (MQOL) Also
used: Karnofsky Performance
Scale (functional status) Proxy
responses (caregiver and nurse)
were similar in average to
patient responses for physical
and psychological symptoms.
However, correlations between
patient and proxy ratings were
moderate at best, especially for
psychological symptoms.
Nurses’ assessments were more
correlated with patients’ reports
than family caregivers,
particularly for existential well-
being and total quality of life.
Pain and appetite were among
the best-agreed physical
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symptoms between patients and
proxies.

Patients expressed relatively low
barriers to cancer pain
management across physiologic,
fatalism, communication, and
harmful effect domains.
Nonwhite race was associated
with a higher total BQ-II score,
suggesting racial disparities in
perceived barriers. Depression,
pain severity, opioid dosage, and
satisfaction with pain control
were not significantly associated
with higher barriers scores.
Education level (less than
college) was linked to higher
communication barrier scores.
Overall, pain-related factors
were not major determinants of
patient-perceived barriers.

Used the MD Anderson
Symptom Instrument-Brain
Tumor (MDASI-BT), which
evaluates 22 symptoms and 6
interference items. Most severe
symptoms at diagnosis of brain
metastases: fatigue (47%),
distress (40%), sleep
disturbances (37%), drowsiness
(35%), and sadness (32%).
Higher symptom burden
(severity and interference) was
significantly associated with
worse overall survival.
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Interference included reduced
enjoyment of life (47%), work
capacity (44%), and mobility
(35%). Symptom severity was
significantly higher in females
than males.

ESAS showed a statistically and
clinically significant reduction
in symptom burden in the
intervention group at 6 months,
but not at 12 months. PAINAD
scores remained stable in the
intervention group but trended
upward in controls (not
statistically significant). PWB
(Psychological Well-Being)
scores remained unchanged in
both groups. SWC-EOLD
(proxy satisfaction with care)
declined over time in both
groups, with no significant
differences.

Delirium was diagnosed using
the Confusion Assessment
Method (CAM), with additional
tools like Nu-DESC, MDAS,
and Clinician Global Rating
(CGR) used to assess severity.
21 patients (35%) developed
delirium: 11 in the melatonin
group and 10 in the placebo
group. Melatonin did not
significantly reduce the
incidence of delirium; there was
a non-significant trend toward
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earlier delirium onset in the
melatonin group. Patients who
developed delirium had
significantly worse functional
and cognitive status at baseline
(PPS, SOMCT). The Edmonton
Symptom Assessment System -
Revised (ESAS-r) and Insomnia
Severity Index (ISI) were also
used.

Validated the Vietnamese
translation of the MSAS - Short
Form (MSAS-SF). Cronbach’s
alpha: total MSAS = 0.91,
PHYS = 0.85, PSYCH = 0.81,
GDI = 0.83. Mean number of
symptoms reported: 7.66, with
25% reporting more than 12
symptoms in the past 7 days.
Most common symptoms:
worrying (41.6%), lack of
energy, feeling irritable,
sadness. Poverty, AIDS
diagnosis, and low physical
function were associated with
greater symptom burden.
Psychological symptoms had
higher burden than physical
symptoms. Validated construct
validity using ECOG
performance scores.

Used the Korean version of the
Edmonton Symptom
Assessment System (K-ESAS).
Patients with moderate/severe
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symptoms (mean ESAS > 5)
showed significant symptom
improvement after palliative
care. Patients with mild
symptoms (ESAS < 5) showed
stable scores over time. Mean
total ESAS, physical, and
emotional scores significantly
decreased in the high-burden
group, especially in pain,
fatigue, anxiety, and appetite.
Authors proposed ESAS > 5 as a
suitable threshold for triggering
palliative care referral.

The EORTC QLQ-C15-PAL
Polish version was validated
with high reliability and
concurrent validity. Compared
with ESAS, BPI-SF, and KPS.
Statistically significant
improvement seen in symptom
scales and some functional items
after 7 days of palliative care.
Strongest improvements in
dyspnoea, insomnia, pain,
appetite, nausea/vomiting,
constipation, emotional
functioning, and global QOL.
Significant correlations
observed between the EORTC
tool and other validated
instruments (e.g., fatigue <>
ESAS fatigue, pain <> BPI,
global QOL < Karnofsky). All
internal consistency scores
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(Cronbach’s o) were above 0.78
for both functional and symptom
scales, indicating excellent
reliability.

Tools used: PPS and
standardised symptom severity
scales (pain, anxiety, nausea,
dyspnea rated on a 4-point
scale). Patients with heart failure
(HF) were older, had lower PPS
scores, and were referred to PC
later than cancer patients. HF
patients more likely to present
with dyspnea, less with pain,
nausea, or anxiety. Symptom
improvement: Pain: HF patients
less likely to improve (OR 0.41)
Dyspnea: HF patients more
likely to improve (OR 2.17)
Anxiety: Similar rates Nausea:
HF patients less likely to
improve (OR 0.39) HF patients
were more often referred for
care planning rather than
symptom relief. Hospice
referrals were lower in the HF
group (OR 0.50) even when
discharged alive.

Symptom severity (as measured
by ESAS) did not consistently
correspond with symptom
bothersomeness (as measured by
QUAL-E). Tiredness, sleep
disturbances, and appetite loss
were the most severe symptoms
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rated by ESAS. Pain and
tiredness were most frequently
reported as the most bothersome
symptoms. Only 42% of
patients' most severe symptom
matched their most bothersome
symptom. Pain, nausea, and
tiredness had the highest
likelihood of being both severe
and bothersome. Symptoms like
appetite loss were often rated as
severe but not perceived as most
bothersome.

Developed and tested the
FAMCARE-Patient scale
(FAMCARE-P), a 16-item
modified version of the original
FAMCARE tool. Demonstrated
a single-factor structure with
high internal reliability
(Cronbach’s o= 0.94).
FAMCARE-P16 was inversely
associated with symptom
burden, especially depression
and anxiety, measured via
ESAS. Satisfaction scores were
not correlated with ECOG
performance status. ESAS
distress score negatively
correlated with FAMCARE-P16
(r=-0.19, p=0.02).
FAMCARE-P was sensitive to
change-satisfaction improved in
follow-up after palliative care
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intervention in the associated
phase II trial.

The Swedish ESAS-r was well
accepted by patients and RNs.
No items were reported as
difficult, confusing, or
offensive. The appetite scale
revision (direction of scores)
and body figure illustration were
particularly helpful. The
optional tenth symptom field
was used by most patients (e.g.,
dizziness, diarrhea, sleep
issues). Some patients found the
space to write the tenth
symptom too small. The revised
version was preferred over the
older ESAS for clarity and ease
of use.

PROMs used: EORTC QLQ-
C15-PAL HADS (Hospital
Anxiety and Depression Scale)
MFI-20 (Multidimensional
Fatigue Inventory) HeartQoL
SF-36v1 (including self-rated
general health) 42% of patients
were NYHA class III/IV.
Patients with NYHA III/IV had
significantly more severe
symptoms (mean 5.4 vs 1.6 in
NYHA II) and worse HRQoL.
Fatigue and dyspnea were the
most burdensome symptoms
reported. Women, older patients,
and those with advanced HF had
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the highest symptom burden
across tools. 67% of NYHA
III/TV patients had >4 severe
symptoms, compared to only
19% of NYHA II. High burden
of anxiety (21.9%) and
depression (25.1%) was detected
(HADS >3).

Used multiple validated tools:
ESAS-PD (Edmonton Symptom
Assessment System - Parkinson
Disease) PDQ-39 (Parkinson’s
Disease Questionnaire) HADS
(Hospital Anxiety and
Depression Scale) FACIT-SP
(Spiritual well-being) QOL-AD
(Quality of Life in Alzheimer’s
Disease - for both patient and
caregiver views) ZBI (Zarit
Burden Interview - outcome
variable) Multivariate regression
found that patient HRQoL
(PDQ-39) and spiritual well-
being (FACIT-SP Faith) were
key contributors to caregiver
burden. Caregiver burden was
significantly associated with:
Caregiver anxiety and
depression (HADS) Caregiver-
rated QOL for the patient (QOL-
AD Caregiver Reported) Study
site (notably lower burden in
Canadian cohort)
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Tools used included: MSAS
PPS Missoula-VITAS Quality
of Life Index (MVQoLI) OASIS
(for ADLs) SIGNET model (risk
screening) 70% of patients had
PPS < 60%, indicating life
expectancy < 180 days. Top
symptoms: lack of energy
(81.1%), pain (66.3%),
shortness of breath (59.1%).
Enrollment in hospice increased
to 30%, and median survival for
decedents was 50 days. PPS and
dyspnea were significant
predictors of decreased survival
time (p < 0.05). Hospice and
homecare referrals were
strongly associated with
functional status and symptom
burden.

Tools used: Palliative Care
Screening Tool (PCST) ESAS
ESAS Palliative Care Outcome
Scale (POS) 71% of patients
scored <50 on KPS; 70% had
diagnosis >2 years; most had
neurological or cardiovascular
diseases. Mean symptom score
on ESAS was low overall, but
pain, fatigue, and depression
were commonly reported. POS
mean score: 14.16 (moderate);
greatest unmet needs were in
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information for families and
psychosocial aspects. Only
28.5% had homecare, and only
10% had access to
physiotherapy; none accessed
psychological services. 79%
received medications; 59%
received professional orientation
or consult in past month. Most
patients were cared for by
female informal carers,
primarily spouses or children.
The ESAS-FS is an expanded
12-item version of the ESAS
that includes “spiritual pain” and
“financial distress.” 70% of
patients experienced spiritual
pain (mean 2.9/10); 49%
reported financial distress (mean
2.2/10). Spiritual pain
significantly correlated with
pain, fatigue, drowsiness,
appetite, dyspnea, depression,
anxiety, sleep issues, and well-
being. Financial distress
significantly correlated with
drowsiness, dyspnea,
depression, and anxiety. The
two new items were well
accepted: 80% of patients found
them relevant; 91% found the
terms appropriate. Cronbach’s
alpha = 0.85 indicates good
internal consistency; [-CVI =
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0.84 reflects strong content
validity from professionals.
SPICT-4ALL was used to assess
need for PC; all 256 patients met
general and/or cancer-specific
criteria. ESAS was used to
assess symptom severity; 56.6%
had >1 moderate-severe
symptom. Most common
moderate-severe symptoms:
tiredness, pain, appetite loss.
Triaged patients into high
(13%), medium (48%), and low
(39%) priority for PC based on
ESAS scores.

ESAS total symptom burden
scores strongly correlated with
ECOG performance status (R =
0.48; p <.0001). Patients with
higher symptom burden (ESAS
> 31) were: Less likely to
receive systemic chemotherapy
(43% vs. 66%) Had significantly
lower overall survival (median
0OS: 5.5 vs. 9.9 months) Among
those receiving chemotherapy,
symptom burden still affected
OS (9.7 vs. 11.7 months).
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Used a shortened version of the
MSAS and CES-D (depression).
Patients reported an average of
10 symptoms; most common:
fatigue, pain, dry mouth,
drowsiness, loss of appetite,
shortness of breath. Significant
moderate correlation between
depressive symptoms and total
symptom distress (r = 0.49, p <
.001). 38% of patients had CES-
D scores >4, indicating potential
clinical depression. High
distress symptoms included
diarrhea, fatigue, constipation,
pain, and shortness of breath.
Hospice Quality-of-Life Index
(HQLI) showed: Validity
through significant negative
correlation with MSAS-HF (r =
-0.41, p = .025), indicating that
as symptom distress increased,
QOL decreased. Cronbach’s
alpha = 0.78 Constipation
Assessment Scale (CAS)
showed: Significant correlations
with HQLI constipation item (r
=-0.49), MSAS constipation
intensity (r =.72), and MSAS
global distress (r = .64)
Cronbach’s alpha = 0.71

Used the MSAS for both
patients and family caregivers
(proxy version). Agreement
between patients and caregivers
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was variable, with better
agreement for observable
symptoms (e.g. vomiting,
nausea) than for psychological
symptoms (e.g. sadness,
worrying). Caregivers tended to
overestimate symptom
severity/distress, especially for
psychological symptoms.
Concordance was influenced by:
Caregiver mood and burden
Male caregivers showed lower
agreement Patient’s perceived
burden slightly influenced
accuracy Perspective-taking (as
rated by patients) was weakly
related to improved agreement
on a few symptoms (e.g.,
nausea, sadness)

ESAS and Memorial Delirium
Assessment Scale (MDAS) were
used at admission and discharge.
Both planned and unplanned
(UP) admissions showed
significant symptom
improvement during hospital
stay. No statistically significant
differences were found in
symptom burden (ESAS scores)
between planned and unplanned
admissions. Opioid dose at
discharge was higher for UP-
admissions (134 mg vs 92 mg
oral morphine equivalent, p =
0.036). UP-admissions had:
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Longer hospital stays (8.5 vs 6.6
days, p = 0.032) Higher in-
hospital death rate (p = 0.025)
Less likely to be discharged
home (p =0.031)

Used ESAS to measure
symptom burden and CAGE for
alcoholism screening. Higher
symptom scores (nausea,
dyspnea, and well-being) were
reported in CAGE-positive
patients. No significant
correlation was found between
smoking or alcoholism and
overall opioid dose, escalation,
or ESAS global score. Smoking
status and alcoholism did not
significantly impact clinical
outcomes or response to
palliative interventions. ESAS
helped monitor
physical/psychological
symptoms at admission and
discharge; some differences
(e.g., drowsiness at TO in NS-
patients) were noted.

Used Memorial Delirium
Assessment Scale (MDAS) and
ESAS. 30.5% had delirium at
admission (MDAS >7);
decreased to 25.6% after 7 days
of palliative care. Delirium
correlated with amplified
symptom expression (e.g., pain,
depression, poor well-being).
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Patients without delirium
showed significant improvement
in all ESAS items after one
week. Those with persistent
delirium had less symptom
reduction, but those who
recovered (MDAS <7) improved
across multiple symptoms (pain,
depression, insomnia, well-
being). Patients who developed
delirium during admission had
worse symptom burden than
those delirium-free throughout.
Memorial Delirium Assessment
Scale (MDAS) identified
delirium in: 25.3% of patients
(score 7-12) 8.2% with full
delirium (score >13) Total
33.5% with MDAS >7 Delirium
was significantly associated
with: Higher age, male gender,
low KPS Low education levels
Poor disease awareness End-of-
life care admissions Longer
hospital stay and death ESAS
scores improved in all delirium
groups, but MDAS scores only
slightly decreased, not
significantly in severe delirium
group. Most patients shifted to
lower MDAS categories by
discharge, but 6 patients
worsened.
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Tools used: ESAS and HADS.
Religiosity was not correlated
with most ESAS physical items,
but was associated with higher
anxiety. Female gender, older
age, lower KPS, and higher
anxiety (HADS-A) scores were
all independently correlated
with: Increased religiosity
Greater frequency of prayer
More significant role of religion
in life Drowsiness (an ESAS
item) was also significantly
associated with increased
frequency of prayer. No
significant correlation between
religious belief and depression
or other ESAS symptom items.
Tools used: ESAS, HADS, Brief
Pain Inventory (BPI), Barriers
Questionnaire I (BQ-II), and
Medication Adherence Rating
Scale (MARS). Depression
(HADS-D) was significantly
associated with higher barriers
to pain management (BQ-II).
Poor adherence to medication
(especially opioids) was mostly
manifested through negative
side effects and psychotropic
attitudes (e.g., "feeling tired or
like a zombie"). Most frequent
nonadherence symptom:
“Medication makes me feel tired
and sluggish” (42.3%). Poor
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adherence was more common in
females and was significantly
associated with pain and
depression (from ESAS and
HADS). BQ-II scores were also
significantly correlated with
ESAS total, weakness, and poor
well-being.

Used ESAS at multiple
timepoints (TO, T7, T14, T-end).
Also used Memorial Delirium
Assessment Scale (MDAS) and
CAGE (alcohol/drug use). Total
ESAS scores were significantly
lower at admission in patients
referred from ASPCU (better
symptom control). Significant
symptom improvement (pain,
insomnia, weakness, well-being)
over hospice stay. Cognitive
deterioration (MDAS >13)
limited ESAS usability in 64%
of patients nearing death.
Palliative sedation was required
in 10.1% of cases, mainly for
delirium and existential distress.
17% of patients died within 48
hours of hospice admission,
highlighting late referrals.

Tools used: Memorial Delirium
Assessment Scale (MDAS) and
ESAS. Prevalence of delirium
(MDAS >7): At admission (TO0):
41.8% After 1 week (T7):
67.3% Severe delirium (MDAS
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>13): TO: 19% T7: 65.8% Most
common associated risk factors:
age, dehydration, cachexia,
recent chemotherapy,
drowsiness, dyspnea. Delirium
worsened after 1 week of
palliative care in a large
proportion of patients (mean
MDAS increase = 2.2). Opioid
use and corticosteroids were
associated with less delirium
progression, while worsening
drowsiness was linked to
increased MDAS.

Tools used: Memorial Delirium
Assessment Scale (MDAS) and
ESAS. Delirium (MDAS >7)
was present in: 41.8% at
admission (T0) 63.5% after 1
week (T7) Delirium was more
common in: Older patients
Males Those with lower
Karnofsky scores Home care
recipients ESAS showed
significantly higher scores for:
Weakness, nausea, drowsiness,
appetite loss, and poor well-
being in delirious patients After
1 week: Weakness, poor
appetite, and poor well-being
remained significantly worse in
those with delirium
Unexpectedly, pain was lower in
patients with delirium at T7
Patients transitioning from
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delirium to non-delirium
showed improvements in
weakness, depression, and
appetite Those who developed
delirium at T7 reported
increased depression and poor
appetite

Tools used: Bowel Function
Index (BFI), ESAS, and
Memorial Delirium Assessment
Scale (MDAS). 66.3% had
constipation (BFI >28) at
admission. Mean BFI decreased
significantly from 42.4 to 35.7
over 1 week (p =.000). Those
initially constipated improved
significantly (mean BFI change:
-17.9). Those not constipated
(BFI <28) worsened
significantly (mean BFI change:
+17.1); 56.6% became
constipated. Dehydration and
benzodiazepine use were
independently associated with
higher BFI scores. Increased
laxative use at T7 corresponded
with symptom improvement in
initially constipated patients.
Tool used: CAGE questionnaire,
a validated alcoholism screening
tool. 4.06% of patients were
CAGE positive (lower than
previous North American
studies). CAGE-positive
patients were significantly
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younger and more likely to be
male. Informal interviews
confirmed a strong correlation
with alcohol misuse. No
significant difference in
alcoholism prevalence between
PCU and HCP. CAGE positivity
was not associated with cancer
diagnosis or performance status.
CAGE has high sensitivity and
specificity (>90%) even in
advanced disease.

Developed the Perceptions of
Palliative Care Instrument
(PPCI), a 37-item self-report
tool. PPCI was psychometrically
validated and showed: Four
domains: Emotional reactions,
Cognitive reactions, Palliative
care needs, Perceptions of
burden. Eight subscales:
Negative feelings, Positive
feelings, Hopeless, Supported,
Disrupted, Emotional needs,
Practical needs, Perceived
burden. Strong internal
consistency across domains
(Cronbach’s o> 0.76) and
intraclass correlation for test-
retest reliability (ICC range:
0.66-0.88). Convergent validity
established via correlations
with: Palliative Care Outcome
Scale (POS): emotional needs (r
=0.53), pain (r = 0.35) ESAS:
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distress score correlated with
PPCI emotional needs (r =
0.53), total needs (r =0.59)
Distress Thermometer (DT):
significant correlation with
perceived burden (r = 0.50)
Used ESAS. ESAS was useful
in capturing fatigue, anxiety,
and wellbeing, but showed no
significant correlation with
radiation dermatitis (RD)
severity, including erythema,
edema, desquamation, and pain.
Oral analgesic use was
associated with increased scores
in ESAS fatigue, drowsiness,
pain, nausea, lack of appetite,
SOB, and wellbeing. Dressing
use was associated with anxiety.
ESAS did not reflect RD
symptoms, despite their clinical
relevance and prevalence.

Most prevalent symptoms
reported were tiredness (86% of
visits), low sense of wellbeing
(78%), and poor appetite (69%).
Most severe symptoms (ESAS
>4): tiredness (55% of visits),
poor appetite (42%), and low
sense of wellbeing (38%).
Symptoms were addressed in
Shared Care Plans (SCPs) less
often than their prevalence
would suggest (e.g., tiredness
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addressed 35% of time, low
wellbeing only 6%). Treatment
plans focused more often on
nonpharmaceutical interventions
(70%) than pharmaceutical ones
(30%). Pain and nausea were
more likely to be addressed with
medications, while tiredness,
poor appetite, and wellbeing
were often targeted with
nonpharmaceutical strategies.
Used ESAS and a custom 11-
item expectations/understanding
survey pre- and post-
consultation. 23-25% believed
their cancer was curable both
before and after consultation.
15-17% believed radiotherapy
would cure their cancer; 40-45%
believed it would prolong life.
Significant improvements were
noted after consultation in:
Understanding radiotherapy was
for symptom relief (from 38% to
52%, P =0.0094) Reduced
concerns about treatment
efficacy and side effects (P <
0.0001) Patient satisfaction with
information from the radiation
team was 96% post-
consultation. No demographic or
ESAS variable (e.g., pain,
anxiety, appetite) predicted
change in perception.
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Inter-rater reliability was high
for most symptoms: intra-class
correlation coefficients (ICCs)
ranged from 0.02-0.89 at referral
and 0.20-0.92 at 7 days.
Symptoms like delirium, nausea,
vomiting, and abdominal
swelling showed "almost
perfect" reliability (ICC >0.81).
Symptoms like pain, numbness,
dyspnea, constipation, and
insomnia had "substantial"
reliability (ICC 0.61-0.80).
Symptoms like fatigue, appetite
loss, anxiety, and drowsiness
had "moderate" reliability (ICC
0.41-0.60). Fever and sensation
of thirst showed lower reliability
(ICC <0.40). Overall, 18 out of
20 symptoms achieved at least
moderate reliability. Allowing a
1 score difference, concordance
rates were very high (71%-
100%).

Compared two versions of
ESAS: ESAS-m (modified
version): included dry mouth,
constipation, and sleep problems
explicitly. ESAS-r (revised
version): allowed only one
“Other problem” to be added by
patients. Dry mouth was
reported by 83% (ESAS-m) vs.
3% (ESAS-r). Constipation was
reported by 73% (ESAS-m) vs.
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15% (ESAS-r). Sleep problems
were reported by 71% (ESAS-
m) vs. <1% (ESAS-r). The
severity scores for these
symptoms were higher when
added manually in ESAS-r, but
not statistically significant due
to small sample sizes.
Demonstrated that symptoms
not explicitly listed are
significantly under-reported,
even when important to the
patient.

Older patients had lower levels
of nausea and pain across
various settings. Older patients
experienced higher levels of
dyspnea, fatigue, emotional
distress, and unmet needs
(information and decision
making support). In metastatic
outpatients, older adults had
lower scores in "maintaining
hope and pleasure," "good
relationship with family," and
"independence." Proxy reports
for terminally ill patients
indicated lower reported
independence but lower pain,
physical, and psychological
discomfort in older adults. Older
patients felt less burden to
others compared to younger
patients.
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ESAS scores collected by
research staff were significantly
higher (more symptom burden)
than those collected by HBPC
clinical nurses (difference of
about 10 points). Proxy-assisted
or proxy-completed ESAS
scores were higher than patient-
completed scores. Internal
consistency of ESAS
(Cronbach’s alpha) was good
(~0.75 across groups).
PROMIS-10 Physical Health
component had poor
responsiveness and was less
reliable for palliative
populations. There were
systematic differences between
research staff and clinical
collection of symptom data that
persisted over time.

Compared the STAS-J (peer-
only) and IPOS-J (combined
peer + patient-reported outcome
tool). Agreement rate between
STAS-J and IPOS-J (peer
evaluations) for intervention
categories was 97.3%.
Agreement between peer and
patient IPOS-J evaluations was
83.6%. Most divergence was
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seen in the items: “sufficient
information by physicians” and
“practical problems,” indicating
patients may perceive unmet
needs even if clinicians do not.
Interventions were implemented
when patient ratings indicated
need and peer ratings did not.
More than 70% of patients who
had these interventions were
reassessed as needing no further
intervention after one week.
Developed a French version of
the ESAS-r using a five-step
standardized translation
protocol. Participants completed
the French ESAS-r and provided
structured feedback. Based on
feedback, four symptoms were
reworded for clarity:
Drowsiness: “somnolence”
lacked clarity - added
descriptors “se sentir trés
éveillé/trés endormi” Nausea:
“envie de vomir” used instead of
“nausée” for comprehension
Lack of appetite: positive
phrasing used (e.g., “trés bon
appétit”) Shortness of breath:
added “manquer de souffle” for
clarity Three other symptoms
(depression, anxiety, well-being)
were hard to rate but not due to
translation. Final version was
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rated as easy to understand and
complete by most participants.
Pain and all seven BPI
functional interference scores
(e.g., general activity, mood,
walking ability) significantly
decreased over 3 months post-
radiotherapy (P < 0.0001). 64%
of patients achieved a pain
response (complete or partial)
by 3 months. Pain improvement
was associated with significant
mood improvement (P =
0.0031). Radiotherapy (both
single 8 Gy fraction and
multiple fraction regimens) was
effective, and location within
the vertebral column (cervical,
thoracic, lumbar) did not
influence outcomes. Breast and
prostate cancers had higher
response rates compared to lung
cancers at 2 months. No other
demographic or treatment
variable predicted pain response.
Tools used: IPOS Australia-
modified Karnofsky
Performance Status (AKPS)
Phase of Illness (POI) Symptom
burden at first contact was
similar between older people
with multimorbidity (BCC
group) and SC patients, despite
differences in age, diagnosis,
and setting. BCC patients had:



comparative cross-
sectional study using
routinely collected Phase
of Illness, Australia-
modified Karnofsky
Performance Status and
Integrated Palliative Care
Outcome Scale data
[Comparative Study].
Annals of Palliative
Medicine, 7(Suppl 3),
S164-S175.
https://doi.org/https://dx.
doi.org/10.21037/apm.201
8.06.07

Noel, C. W, Forner, D.,
Chepeha, D. B., Baran,
E., Chan, K. K. W.,
Parmar, A., Husain, Z.,
Karam, 1., Hallet, J.,
Coburn, N. G., &
Eskander, A. (2021). The
Edmonton Symptom
Assessment System: A
narrative review of a
standardized symptom
assessment tool in head
and neck oncology
[Research Support, Non-
U.S. Gov't Review]. Oral
Oncology, 123, 105595.
https://doi.org/https://dx.
doi.org/10.1016/j.oralonc
ology.2021.105595

Other:
Narrative
review

Palliative
care
patients

Not
applicable
(review)

Hospital;
Other:
Canada

Prognosis;
Symptom
management;
Quality of life;
Functional
status

Lower AKPS scores (median 40
vs. 50) Longer episodes of care
(median 56 vs. 41 days) More
concerns with mobility Fewer
concerns with pain, nausea,
vomiting, anxiety, and family
worry IPOS revealed a cluster of
weakness, poor mobility, and
appetite in BCC patients,
aligning with frailty models.
Patterns of symptoms were
different over time, not just in
overall severity.

ESAS-r is reliable and valid for
use in cancer patients, including
head and neck cancer patients.
ESAS-r scores are strongly
predictive of emergency
department visits and unplanned
hospitalisations. In head and
neck cancer, ESAS-r can
discriminate between high and
low symptom burden and is
responsive to treatment changes
over time. The minimal
clinically important difference
(MCID) for symptom change is
1 point on the ESAS-r scale.
Head and neck cancer patients
experience symptom burdens
(especially dyspnea, fatigue,
depression, swallowing
difficulties) that may be partly
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but not completely captured by
ESAS-r.

Tools used: Modified Simpson-
Angus Scale (MSAS) Barnes
Akathisia Rating Scale (BARS)
MSAS Results: 50% of patients
scored <3 (normal) 44% scored
3-5 (minimal movement
disorder) 6% scored 6-11
(clinically significant movement
disorder) BARS Results: 94%
scored 0/5 (no akathisia) 6%
scored 1/5 (questionable
akathisia) 12.5% were
physically able to complete the
BARS standing component.
EPSE-related medication use:
66% were on at least one
medication associated with
EPSEs 25% were on two or
more such medications Notably,
some patients who scored
positive for EPSE were not on
EPSE-related medications,
indicating possible under-
recognised causes.

Tools evaluated: PPS Lung
Cancer Symptom Scale (LCSS)
Eastern Cooperative Oncology
Group (ECOG) The LCSS was
most predictive of survival (HR
=1.25, p =.013). The ECOG
was also predictive (HR =2.12,
p =.027). The PPS was not
predictive of survival (HR =
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1.02, p = .49). Changes in PPS
over 1 month did not predict
survival. PPS only gained
predictive utility when stratified
around the median score.
Symptom burden (LCSS) was
significantly associated with
decreased survival, while PPS
and ECOG trends were non-
linear and less robust.

Turkish version of the Palliative
Performance Scale v2 (PPS-TR)
was developed using forward-
backward translation and expert
committee review. Excellent
inter-rater and intra-rater
reliability: ICCs for inter-rater
agreement: Time 1: 0.982 Time
2: 0.991 Intra-rater reliability:
Rater 1: 0.984 Rater 2: 0.974
Rater 3: 0.956 Strong positive
correlations: PPS-TR and KPS:
perfect correlation PPS-TR and
Katz ADL: almost perfect
correlation (r = 0.967) PPS-TR
scores varied significantly by
setting (inpatient vs outpatient
Vs emergency), supporting
construct validity. Outpatients
had significantly higher
performance scores, no one
scored below 40%. Inpatients
and emergency patients had
mostly scores below 60%.
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Significant reductions were
observed in pain, depression,
anxiety, and tiredness scores at 3
and 12 weeks after program
enrollment. Loss of appetite
trended toward significant
improvement but reached
statistical significance only at 12
weeks. 58% of patients with
baseline depression and 45%
with baseline tiredness had no
symptoms by 3 weeks.
Improvements were sustained at
12 weeks for all symptoms.
Symptom management success
was achieved through
interdisciplinary home visits,
symptom-focused management,
and coordinated care.

Tool used: MSAS - Turkish
version (validated). Most
common symptoms: Lack of
energy (95.4%) Weight loss
(91.2%) Lack of appetite
(89.4%) Pain (88.2%) Dry
mouth (87.6%) Feeling sad,
nervous, worrying, irritable
(>80%) Five symptom clusters
identified through hierarchical
cluster analysis: Pain,
nervousness, dry mouth, worry,
irritability, weight loss
Drowsiness, numbness, sleep
difficulty, dizziness,
constipation, “I do not look like
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myself” Nausea and vomiting
Shortness of breath, dysphagia,
cough, taste change Bloating,
urinary issues, diarrhoea,
itching, mouth sores, hair loss,
limb swelling, skin changes
Developed and validated a
culturally specific tool: Quality-
of-Life Concerns in the End of
Life Questionnaire (QOLC-E).
Built upon the McGill Quality
of Life Questionnaire (MQOL)
and adapted it for advanced
COPD and cancer patients in
Hong Kong. Factor analysis
yielded 7 subscales: Value of
life Negative emotions Sense of
alienation Physical discomfort
Health care concerns Existential
distress Food-related concerns
Support (added post-hoc from
factor 2) Cronbach’s alpha for
total scale = 0.87, with subscale
reliabilities ranging from 0.57 to
0.83. Moderate to strong
correlations with: HADS
(psychological subscales) P-
ADL & I-ADL (physical
functioning) Single Item Scale
(SIS) for overall QOL
Comparison Between Groups:
No significant differences in
total QOLC-E scores between
COPD and cancer patients.
COPD patients experienced



Park, K. U. (2008).
Assessment of change of
quality of life in
terminally ill patients
under cancer pain
management using the
EORTC Core Quality of
Life Questionnaire
(QLQ-C30) in a Korean
sample [Multicenter
Study]. Oncology, 74
Suppl 1, 7-12.
https://doi.org/https://dx.
doi.org/10.1159/00014321
2

Park, S. J., Park, Y., Han,
M., Kim, S. H., Hwang, 1.
C.,Wo0,G. U, Lee, Y. J.,
Kim, Y. S.,Jho, H. J., &
Chang, Y. J. (2024).
Validity and reliability of

Cohort study

Other:
Observational
prospective
study

Palliative
care
patients

Palliative
care
patients;
Healthcare
professiona
Is

159

147

Hospital;
Other: South
Korea

Hospice;
Other: South
Korea

Symptom
management;
Quality of life;
Functional
status

Symptom
management;
Psychological
support ;
Spiritual support

more physical discomfort but
reported higher value of life.
Both groups shared similar
existential distress and
psychosocial concerns,
confirming the applicability of
QOLC-E beyond cancer.

Tool used: EORTC QLQ-C30
(Korean version) High internal
consistency for most scales:
Cronbach’s alpha 0.80-0.92
(except cognitive function: 0.52-
0.45) 68.1% of patients
improved in pain severity after 2
weeks. Statistically significant
improvements post-treatment in:
Global QOL Pain Fatigue Sleep
disturbance Nausea Constipation
Emotional functioning Known-
group validation with ECOG
Performance Status showed
significantly lower QOL scores
in patients with poorer
functional status. Between-
group analysis: Those with
improved pain had significantly
greater improvement in QOL
scales compared to those with
no change or worsened pain.
Korean [POS was translated and
culturally adapted following
EORTC and POS guidelines.
Psychometric validation
showed: Cronbach’s alpha: 0.74
(patients), 0.81 (staff) for total
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patients

Enrolled: Hospital; Prognosis;

145 Other: Functional

Completed United States = status

follow-up:

131

N/A Hospital; Prognosis;
Other: Symptom
Canada management;

score Test-retest reliability: ICC
=0.722 (IPOS total score)
Moderate to strong correlations
with: EORTC QLQ-C15-PAL
(e.g., pain, fatigue, emotional
functioning) FACIT-Sp-12 (e.g.,
meaning, peace, and faith)
Known-group validity: IPOS
scores differed significantly
across illness phases (stable,
unstable, deteriorating) Inter-
rater reliability between patients
and staff was low-to-moderate,
highlighting the need for
PROMs.

Two tools assessed: Palliative
Care and Rapid Emergency
Screening (P-CaRES) PPS
Kaplan-Meier curves showed
significantly lower survival for
both P-CaRES positive and PPS
10-50 groups. Older age also
independently predicted
mortality.

A total of 16 instruments were
identified, including: ESAS
(used in 5 studies) PPS (used in
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3 studies) Palliative Care
Screening Tool (PCST) (2
studies) KPS (2 studies) Others:
BPI, POS, RSCL, RAI-HC,
FACIT-Sp-12, CNAT,
NAT:PD-C, WHOQOL,
Elixhauser index, Lawton &
Brody Index, RDRS, 3D-Ticino
2019-nCov Score Tools
evaluated dimensions such as:
Symptom burden (ESAS, BPI,
RSCL) Functionality and
mobility (PPS, KPS, Lawton &
Brody, RDRS) Spiritual well-
being (FACIT-Sp-12)
Comorbidities and prognosis
(Elixhauser index, 3D-Ticino
score) Palliative needs and care
planning (POS, PCST, CNAT,
NAT:PD-C) PPS and ESAS
were the most frequently cited
tools for routine assessment of
functional and symptom
domains in palliative care.
FAMCARE-P (2 items): care
satisfaction - symptom treatment
speed & coordination Edmonton
Symptom Assessment System
(ESAS-r): physical & total
symptom burden PHQ-4:
depression and anxiety PC-
PTSD: trauma symptoms High
care satisfaction reported
overall: 90% satisfied or very
satisfied with coordination 89%
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satisfied or very satisfied with
speed of symptom treatment
Correlations: Higher satisfaction
was significantly associated
with: Lower physical and
psychological symptoms
(ESAS, PHQ-4, PTSD) Shorter
hospital length of stay No
significant relationship between
care satisfaction and hospital
readmission rates.

65% (196/300) of patients
achieved clinically improved
pain (CIP) after palliative care
intervention. Among those, 43%
(85/196) achieved CIP without
an increase in their opioid
(morphine equivalent daily dose
- MEDD). CIP without MEDD
increase was associated with:
More frequent use of adjuvant
medication changes (e.g.,
corticosteroids, neuroleptics).
Less opioid rotation. Lower
symptom distress scores (SDS)
on ESAS. Pain control was
achieved through
multidimensional strategies
beyond opioid escalation.

The Quality-of-Life Concerns in
the End of Life Questionnaire
(QOLC-E) was developed and
validated. The tool included 28
items grouped into 8 subscales:
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enrolled, 92

Hospital;
Other:
Pakistan

Hospital;
Home-based
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management;
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Functional
status;
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support ; Other:
Effect of
outpatient
consultation
Physical
symptom burden

Symptom
management;
Quality of life;

Physical discomfort Negative
emotions Sense of alienation
Existential distress Food-related
concerns Support Value of life
Healthcare concerns Both
COPD and cancer patients
shared similar QOL concerns;
COPD patients experienced
greater physical discomfort,
while cancer patients had lower
life value scores. Good construct
and concurrent validity
confirmed via correlations with
SIS, P-ADL, I-ADL, and
HADS.

Tools used: ESAS PPS
Significant reductions in median
scores for: Pain: 5.0 — 2.5 Loss
of appetite: 5.0 — 4.0
Depression: 2.0 — 0.0 Anxiety:
1.5 — 0.0 Overall total
symptom burden decreased:
Median ESAS total score: 25.5
— 20.0 (p <0.001) Symptom
clusters (via PCA): Cluster 1:
Anxiety, depression, wellbeing
Cluster 2: Nausea, loss of
appetite, tiredness, shortness of
breath Cluster 3: Drowsiness
Tools used: Modified ESAS
Modified Medical Research
Council Dyspnea Scale



Saarto, T. (2018).
Marked deterioration in
the quality of life of
patients with idiopathic
pulmonary fibrosis
during the last two years
of life. BMC Pulmonary
Medicine, 18(1), N.PAG-
N.PAG.
https://doi.org/10.1186/s1
2890-018-0738-x

Rantala, H. A., Leivo-
Korpela, S., Lehtimiki,
L., & Lehto, J. T. (2022).
Assessing Symptom
Burden and Depression
in Subjects With Chronic
Respiratory
Insufficiency. Journal of
Palliative Care, 37(2),
134-141.
https://doi.org/10.1177/08
258597211049592

Rojas-Concha, L.,
Arrarras, J. L., Conroy,
T., Chalk, T., Guberti,
M., Holzner, B., Husson,
0., Kulis, D., Shamieh,
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followed
until death

Palliative 149
care
patients

Palliative 161
care
patients

care; Other:
Finland

Hospital;
Other: China

Other:
Oncology,
internal
medicine,
and palliative

Functional
status;
Psychological
support ; Other:
End-of-life
needs

Symptom
management;
Quality of life;
Functional
status;
Psychological
support ; Other:
Existential
distress Food-
related concerns
Health care
experiences

Symptom
management;
Quality of life;
Psychological
support ; Other:

(MMRC) RAND-36 Health
Survey Significant declines in
HRQOL (Health-Related
Quality of Life) occurred up to
24 months before death.
Physical functioning, vitality,
emotional and social functioning
declined markedly (p < 0.001).
Symptom severity increased
near death: Breathlessness
(7.1/10) and fatigue (7.0/10)
were most prominent. Other
elevated symptoms: dry mouth,
cough, and pain with movement.
The QOLC-E was developed
based on ethnographic
interviews and contains 28 items
grouped into 8 subscales:
physical discomfort, negative
emotions, sense of alienation,
existential distress, support,
value of life, healthcare
concerns, and food-related
concerns. Both COPD and
cancer patients reported similar
QOL concerns. The QOLC-E
successfully captured physical,
emotional, and existential
domains of QOL at the end of
life.

WISP allowed patients to report
up to three personally significant
symptoms or problems. It
uncovered issues that standard
symptom checklists often miss.
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care units in = Patient-centred

hospitals care

Country communication

Austria,

Chile,

France,

Jordan,

Netherlands,

Norway,

Spain,

United

Kingdom

Hospital; Symptom

Other: Chile = management;
Functional
status;
Psychological
support ; Other:
Appropriateness

and relevance of
tool content in a
Chilean context

Notably, 60.6% of the reported
symptoms were not captured by
traditional EORTC QLQ-C15-
PAL tools. Patients reported a
broad range of concerns,
including dry mouth, sleep
disturbances, existential distress,
and financial worries. The tool
demonstrated high acceptability
and ease of use across diverse
linguistic and cultural contexts.

The EORTC QLQ-C15-PAL
demonstrated strong content
validity in the Chilean palliative
care setting. Pain, physical
functioning, sleeping
difficulties, emotional
functioning, and fatigue were
identified as the most important
dimensions. Both patients and
HCPs supported the relevance
and appropriateness of the
included items. Linguistic issues
were identified in the dyspnea
and constipation items, leading
to official revisions. Additional
domains such as satisfaction
with care, psychological
support, and social functioning
were suggested by participants.
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Patients were given the option to
choose between full use,
symptomatic use, or no use of
antimicrobials. 79.2% chose
limited use (symptom relief
only) or no antimicrobials.
Symptom relief was achieved in
most cases of urinary tract
infections, but less consistently
for respiratory tract,
mouth/pharynx, or skin
infections. Antimicrobial use did
not significantly alter survival or
infection-related deaths. Most
patients who chose symptomatic
or no use cited their poor
condition or a desire to avoid
life-prolonging interventions.
The Spanish adaptation of the
Demoralisation Scale (DS)
showed good psychometric
performance. A five-factor
model (excluding item 18) was
the best fit for the data. The DS
reliably differentiated between
anxiety, depression, and
demoralisation, with
helplessness and dysphoria
being uniquely related to
demoralisation and not
depression. The scale is useful
in identifying psychological and
existential needs in palliative
care.
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The Japanese version of IPOS is
a valid and reliable patient-
reported outcome measure for
cancer palliative care. It showed
excellent test-retest reliability
(ICC range: 0.522-0.951) and
acceptable missing data rates
(<3% on all items). IPOS scores
were significantly correlated
with established measures
(EORTC QLQ-C30, FACIT-
Sp12, and STAS),
demonstrating good criterion
validity. Known-group validity
was supported by significantly
higher scores among patients
with worse performance status
(ECOG PS >2).

Using the EORTC QLQ-C30 at
admission and one week later,
significant and clinically
meaningful improvements were
observed in both groups.
Improvements included global
QoL, emotional functioning,
nausea, vomiting, pain,
insomnia, appetite loss, and
constipation. No major
differences in outcomes were
found between patients with or
without prior outpatient
palliative care.
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ESAS was brief, easy to
administer, and helped quickly
identify symptom concerns.
Facilitated patient engagement
by encouraging direct symptom
reporting rather than caregiver
proxy. Enabled symptom
monitoring over time,
identifying trends. Served as a
teaching tool for less
experienced staff.

Patients with one or more ESAS
symptoms scored >7 were 10
times more likely to report
severe symptom burden. Severe
symptom burden was strongly
associated with worse reported
physical, emotional, and social
functioning. Median Total
Symptom Burden score was 7
(severe) for both inpatients and
outpatients. Common qualitative
themes for symptom burden
included "inability to perform
usual activities," "psychological
suffering," and "severe specific
symptoms." Gender differences
were noted: women reported
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higher burden and emotional
impact than men. PPS score did
not significantly predict self-
perceived burden.

PPS scores declined steadily
from ~70 to 40 over the 6
months before death, with a
sharper drop in the final 4
weeks. ESAS symptoms fell
into two patterns: some
symptoms (pain, nausea,
depression, anxiety) remained
relatively flat, while others
(tiredness, drowsiness, shortness
of breath, appetite, well-being)
worsened, especially in the last
month. Over one-third of
patients experienced moderate
to severe symptom scores (=4)
for most symptoms in their final
month.

The PROVIEW model
accurately predicted survival
using demographic, clinical, and
patient-reported outcomes, with
high discrimination (C-statistic
>(0.90) sustained over 5 years.
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Multistate models using ESAS
data revealed detailed symptom
progression over time.
Accounting for interval
censoring yielded more accurate
estimates of symptom transition
and duration. Ignoring interval
censoring consistently
overestimated symptom duration
and underestimated transition
risk.

63% of patients had clinically
significant symptom burden
(MSAS-GDI >1.0) VAS-P and
MSAS-SF identified high
symptom burden, especially
pain 100% of patients completed
the tools; nurses found them
useful and acceptable Validated
tools provided structured
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assessment supporting timely
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IPOS-Pol showed strong test-
retest reliability (ICC = 0.83)
and internal consistency
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correlation with EORTC QLQ-
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QLQ-C15 items. Tool
differentiated between patients
with higher vs lower prognosis
and functional status.
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status (PPSv2 > 40%), pain
scores > 2, or a preference for
non-home death were more
likely to receive terminal care in
institutional settings (hospital or
inpatient hospice). Marital status
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inpatient hospice care. Male
patients were more likely to die
in hospital. Goal-concordance
with patients’ preferences was
only moderate (72.6%, kappa =
0.39), though substantially
better for families (89.9%,
kappa = 0.79).

Moderate correlations were
observed between: ESAS and
MLHEFQ (r = 0.483, p<0.01)
ESAS and VAS (r=-0.345,p <
0.01) PPS and MLHFQ (r = -
0.54, p <0.01) PPS and VAS (r
=0.53, p<0.01) PPS and ESAS
provided complementary
information not captured by
traditional heart failure tools.
PPS had poor correlation with
SHFEM (r = -0.062), limiting its
prognostic utility for long-term
survival prediction.

94.4% of patients reported at
least one moderate to severe
symptom (ESAS >4) in the first
year following diagnosis. Most
common symptoms: tiredness
(84.1%), lack of well-being
(80.7%), appetite loss (71.7%),
shortness of breath (67.8%).
Symptoms peaked within 1-2
months post-diagnosis and
remained high throughout the
year. Moderate to severe
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symptoms were associated with
comorbidities, low income,
urban residence, and recent
treatment (radiation or systemic
therapy).

49% of patients improved in
their primary target symptom
(most commonly fatigue) 78%
improved in at least one
symptom Harms were minimal
(12% reported any harm, all
mild) Patients with AKPS of 40-
50% had the greatest likelihood
of improvement No strong
predictors of benefit based on
hemoglobin or comorbidity
indices

78% of patients reported >1
unmet palliative care need Most
common unmet needs were in
the physical (72%) and
psychological (66%) domains
Symptom burden (measured by
ESAS) was more strongly
associated with unmet needs
than clinical metrics like FEV,
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The Supportive Care Needs
Survey (SCNS-34) showed
acceptable reliability and
correlated strongly with CF-
specific QoL tool (CFQ-R)
Depression and anxiety
symptoms (measured via ESAS)
were significantly associated
with higher unmet needs across
all domains

89% of patients found the
ESASI12-F easy to understand.
Sleep and appetite items needed
clarification or rereading by
some patients. Patients noted
difficulty using a 0-10 numeric
scale and preferred options like
“yes/no” or descriptive labels.
Minor adjustments to wording
and item order (e.g., grouping
psychological and digestive
symptoms) improved clarity and
flow. Patients highlighted that
symptom experiences fluctuate,
suggesting “last 24 hours” might
be a preferable reference rather
than “now.” Overall, ESAS12-F
was found to be highly
acceptable and feasible, taking
an average of 10 minutes to
complete.

ESAS depression and anxiety
items showed moderate
correlation with HADS
depression and anxiety
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subscales (Spearman’s r = 0.39
and 0.50, respectively). Optimal
cutoff point for detecting
depression or anxiety was
identified as >2/10 on ESAS.
Using a cutoff of >2/10:
Sensitivity for depression: 77%
Specificity for depression: 55%
Sensitivity for anxiety: 86%
Specificity for anxiety: 56%
Moderate/severe depression and
anxiety were best detected using
a cutoff of >4/10. ESAS was
effective as an initial screening
tool, but not sufficient for
diagnosis; positive screens
required follow-up with
structured psychiatric
interviews.

Czech IPOS demonstrated
strong internal consistency
(Cronbach’s .= 0.789) and test-
retest reliability (ICC = 0.88).
Exploratory factor analysis
revealed a 2-factor model: one
for emotional/information
needs, another for physical
symptoms. [POS had moderate
correlation with ESAS (r =
0.414) and weak non-significant
correlation with PPS (r = -
0.249). Most problematic items
in terms of temporal stability:
family anxiety, drowsiness,
practical problems, and anxiety.
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Median of 3 ESAS symptoms
per patient (range 0-8) reported
at the point physicians
recognised death as foreseeable
Most commonly reported
symptoms: fatigue (83%),
drowsiness (65%), decreased
intake (57%), shortness of
breath (42%) Pain, anxiety, and
depressed mood were present in
30%, 17%, and 16% of patients
respectively Symptom
prevalence differed by
underlying condition (e.g.,
cancer patients had higher
prevalence of pain and nausea)

NAT showed moderate to
substantial agreement on key
items (PABAK values > 0.4 on
most items) Strong negative
correlation between NAT daily
living item and AKPS (r =-0.84,
p <0.001); positive correlation
with RUG-ADL (r = 0.74)
Concurrent validity established
between NAT and PCPSS items:
physical, psychological, and
caregiver wellbeing domains
NAT prompted more thorough
discussion of needs and
appropriate referrals High
acceptability among health
professionals, although time
demands were noted
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Patients with dementia had
lower symptom burden but
significantly poorer functional
performance and higher
dependency. Dementia patients
entered palliative care later, with
shorter episodes (median 11
days), and more often at the
terminal phase. Compared to
CVD and lung cancer: AKPS
scores were significantly lower
(mean 29.1 vs 41.0 [CVD] and
55.5 [lung cancer]) RUG-ADL
scores were significantly higher,
indicating severe dependency
Symptom severity (SAS and
PCPSS) was milder in dementia
across all domains except family
concerns Dementia care needs
focused more on mobility,
toileting, feeding, and caregiver
burden rather than symptom
control

Tools used: BDI-II, BDI-PC,
HADS, and MSAS-SF High
correlation found between
scores on depression screening
tools and physical symptom
clusters (e.g.,
fatigue/anorexia/cachexia, pain,
debility, neuropsychology) The
BDI-II cognitive subscale was
the only measure not
significantly correlated with
somatic symptom burden
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Depression was indicated in
24.6% (BDI-II), 23.1% (HADS-
D), and 10.8% (BDI-PC)
Physical symptom burden may
inflate depression scores in
palliative care assessments
Statistically significant
improvement in anxiety and
appetite (ESAS scores) at first
follow-up (p <0.01 and p =0.03
respectively) High satisfaction
among patients and family
physicians Each telehealth visit
saved on average: 471.13 km
travel 7.96 hours C$192.71
Videoconferencing reduced
access barriers and improved
patient convenience without
compromising care quality

The ESAS and revised ESAS-r
are feasible and valid for
distress screening in advanced
cancer Think-aloud study
showed patients struggled with
certain terms (e.g., well-being,
drowsiness, appetite) and
interpreted numerical scales
differently ESAS-r (with
definitions, reordered
symptoms, and clarified
timeframe) was preferred by
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more patients and rated as easier
to understand (p = .008) ICCs
showed acceptable intrarater
reliability but variability in
symptoms like well-being (ICC
= (0.65) and appetite (ICC =
0.74) ESAS-r included
clarifications and structural
improvements based on
psychometric analysis and
patient feedback

The CHESS Scale is an
acceptable predictor of 90-day
mortality (c-statistic = 0.68),
comparable to the full version of
the PPS (¢ =0.69). When
combined with other interRAI
PC items (e.g., ADLs, IADLs,
nutritional intake, fatigue),
CHESS Scale performance
improved (c = 0.723). For every
one-point increase in CHESS,
the odds of dying within 90 days
nearly doubled (OR = 2.04 to
18.05 from scores 1 to 5).
CHESS Scale also associated
with increased nursing service
use, validating its utility as a
complexity marker.
Self-completion time was
significantly shorter (median 73
sec) than assisted completion
(median 109 sec) (p <.0001).
With nurse review added, self-
completion time was 117 sec-
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comparable to assisted (p = .28).
Low health literacy and
shortness of breath were
significantly associated with
longer completion times.
Despite concerns about time
burden, ESAS can be completed
in under 2 minutes. 97% of
patients previously reported
ESAS was easy to complete;
however, 87.5% preferred
having a healthcare professional
present for guidance.

At 12 weeks: significantly fewer
readmissions in intervention
group (33.6%) vs control
(61.0%) ESAS showed
significant clinical improvement
in: Depression (45.9% vs
16.1%) Dyspnoea (62.2% vs
29.0%) Total symptom burden
score (73.0% vs 41.4%) QOL
scores (McGill QOL & Chronic
Heart Failure Questionnaire)
improved significantly in the
intervention group No
significant difference in PPS
over time Higher satisfaction
with care in intervention group

Optimal ESAS-r cutoff scores
for severe symptoms were
generally between 5-7, and for
moderate/severe symptoms
between 3-4. Depression item
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cutoff point of 2 provided the
best balance between sensitivity
(0.57-0.81) and specificity
(0.71-0.88) for both general and
moderate/severe depression.
Area under the curve (AUC) for
most symptoms exceeded 0.90,
indicating strong agreement
with Verbal Rating Scale (VRS)
and Quick Inventory of
Depressive Symptomatology
(QIDS-SR). ESAS-r effectively
reflected verbal symptom
ratings across 9 domains: pain,
tiredness, drowsiness, nausea,
lack of appetite, shortness of
breath, depression, anxiety,
well-being.

45% of participants had severe
symptom burden (ESAS score
>6 on >1 symptom). Severe
symptom burden was
significantly associated with:
Younger age (82.0 vs. 85.5
years) More comorbidities
(Charlson Index 3.2 vs. 2.5)
Higher rates of depression (43%
vs. 12%) Severe burden
independently predicted shorter
time to first hospitalisation (HR
=1.51, 95% CI 1.06-2.15) No
association was found between
symptom burden and nursing
home placement or death Most
common severe symptoms:
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tiredness, poor well-being,
anxiety, depression

Two distinct and consistent
symptom clusters (SCs) were
identified: Physical SC: fatigue,
pain, nausea, drowsiness,
dyspnea, appetite loss, poor
well-being, sleep disturbance
Psychological SC: depression
and anxiety SCs remained stable
between baseline and follow-up
(~14 days) Mean ESAS scores
for all symptoms significantly
improved from baseline to
follow-up (p <.0001) except for
appetite Total Symptom Distress
Scores (SDS) dropped from 36.1
to 32.3 Cronbach’s alpha for
internal consistency.

Fatigue (measured via FACIT-
F) was significantly associated
with: Anxiety (p = 0.03)
Drowsiness (p = 0.006)
Anorexia (p = 0.014) Poor well-
being (p = 0.0003) These 4
variables together explained
21% of the variance in fatigue
intensity Performance status
(Zubrod scale) was significantly
associated with fatigue Fatigue
was not associated with age,
gender, cancer type, or MMSE
score
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Symptom screening using
ESAS-r successfully identified
patients with moderate to severe
symptoms who benefited from
early palliative care (EPC). 77%
of patients completed ESAS
screening for >70% of visits.
Screen-negative patients (those
without moderate/severe
symptoms) had stable, high
quality of life and symptom
control throughout the 6-month
study without needing EPC.
Screen-positive patients who
accepted EPC showed
improvements in symptom
control (ESAS-r-CS scores) and
mood (PHQ-9 depression
scores) over time. Patients who
declined EPC had worsening
symptoms and mood compared
to those who received EPC.
Acceptance of EPC was
associated with better symptom
trajectories but did not
significantly affect global
quality of life scores.



