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Abstract

Individuals receiving palliative care often face substantial symptom burdens that affect both themselves and
their families. Emotional distress, including depression and anxiety, should not be considered a normal part of
advanced illness; it requires routine assessment, timely intervention, and ongoing monitoring. Psychological
distress has been associated with worse physical symptoms, increased suffering, and higher mortality in
patients with cancer. Comprehensive yet concise tools are needed to capture both physical and psychosocial
needs, and the Integrated Palliative care Outcome Scale (IPOS) is one such measure. This study aimed to
evaluate the palliative care needs of patients and to examine how accurately IPOS items related to anxiety and
depression identify psychological distress. A multicentre observational study was conducted in nine Portuguese
healthcare settings using convenience sampling. Eligible participants were adults (>18 years) with a diagnosis
of incurable or life-limiting illness who were cognitively able to consent. Patients experiencing acute distress
or cognitive impairment were excluded. Descriptive statistics summarized participant characteristics. The
diagnostic performance of IPOS anxiety and depression items was evaluated against the Hospital Anxiety and
Depression Scale (HADS) using Receiver Operating Characteristic (ROC) curves and Area Under the Curve
(AUC) analysis. Of 1,703 individuals screened between July 2015 and February 2016, 135 (7.9%) met
inclusion criteria. The majority were excluded for being healthy (75.2%), largely from high-volume primary
care centres. Participants had a mean age of 66.8 years (SD 12.7), with 43% female, and 80.7% had a cancer
diagnosis. The most frequently reported concerns included anxiety among family or friends (36.3%), personal
anxiety about illness (13.3%), and feelings of depression (9.6%). Applying a threshold score of 2/3, the IPOS
items for anxiety and depression achieved AUC values above 70%, demonstrating acceptable screening
accuracy. Psychological, familial, and spiritual needs were the most prominent concerns among this palliative
population, highlighting that physical symptoms may be better managed than non-physical issues. Routine
implementation of the IPOS could support healthcare teams in identifying and monitoring psychosocial
distress, improving holistic, patient-centred care for both patients and their families.

Keywords: Palliative care, Psychological distress, Depression, Anxiety, Screening accuracy, Patient-reported
outcomes

Introduction

Palliative care adopts a holistic approach that can be introduced early alongside disease-directed treatments [1],
aiming to alleviate both physical and non-physical symptoms for patients and their families [2—-7]. While physical
symptoms are often easier for healthcare professionals, patients, and caregivers to identify, non-physical
symptoms can equally impair quality of life and contribute to suffering [8]. Evidence from a rapid systematic
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review indicates that psychological interventions in patients with long-term conditions can significantly improve
at least one quality of life outcome, with effects maintained at follow-up [9]. Similarly, Ann-Yi S and colleagues
reported that 24% of palliative inpatients and 19% of outpatients at a major cancer centre benefited from
psychological services [8]. Psychological distress has also been associated with more severe physical symptoms,
increased suffering, and higher mortality among cancer patients [10, 11]. Consequently, these needs should be
assessed using validated outcome measures, and interventions tailored accordingly [12, 13].

Depression and psychological distress exemplify needs that should not be normalized in advanced disease [14].
Rather, they require systematic screening, diagnosis, and follow-up through appropriate pharmacologic,
psychological, psychiatric, or combined interventions [14]. Patient-reported outcome measures are the preferred
tools for assessing subjective symptoms, as patients are best positioned to describe their experiences. In cases of
cognitive impairment, proxy-reported versions may be employed [15-19]. These instruments are generally brief
yet multidimensional, with certain items usable to screen for common palliative needs [20].

The present study aimed to identify the primary palliative care needs of patients receiving care in Portuguese
healthcare settings and to evaluate the screening performance of two IPOS items related to psychological distress
[21, 22]. We hypothesized that: 1) anxiety and depression items would score highest among non-physical
symptoms, and 2) the Area Under the Curve (AUC) for IPOS Item 3 (anxiety) and Item 5 (depression) would
exceed 0.7 when compared to the Portuguese Hospital Anxiety and Depression Scale (HADS) subscale scores
[23].

Materials and Methods

Patients and settings

This multicentre observational study collected data from nine Portuguese healthcare centres spanning northern to
southern regions and urban to rural locations to enhance generalizability, using convenience sampling.
Participating centres included seven hospital-based palliative care services, one oncology service, and one primary
care facility. All patients attending these services were screened for eligibility by local healthcare professionals.
Inclusion criteria were: age >18 years, ability to provide informed consent as assessed by the clinician, diagnosis
of an incurable, potentially life-threatening illness, and fluency in Portuguese. Exclusion criteria included patients
experiencing distress that prevented sustained conversation or those with cognitive impairment, as judged by the
clinician. A standard operating procedures manual was distributed to all centres, with a local facilitator/champion
overseeing adherence. The full study protocol has been published elsewhere [19].

Measures

The study used the patient-reported Portuguese version of the IPOS, which had been culturally adapted and
validated for European Portuguese [21, 22]. The adaptation process involved two independent translators (clinical
and non-clinical) producing initial versions, which were reconciled into a consensus version by two independent
reviewers blinded to the original IPOS. This version underwent back-translation by two additional independent
translators and subsequent reconciliation. Three clinical reviews were performed by a specialist palliative care
physician, a specialist nurse, and a non-clinical researcher—resulting in the final Portuguese version.
Discrepancies in verb tense, word choice, and response category phrasing were resolved through discussion during
translation and clinical review stages.

Measures

A Portuguese adaptation of the Integrated Palliative care Outcome Scale (IPOS) was developed and evaluated for
psychometric properties. Internal consistency, excluding open-ended items, showed Cronbach’s alpha values
ranging from 0.68 to 0.72. Inter-rater reliability between patients and healthcare professionals was assessed using
intraclass correlation coefficients (ICC), which were highest for mobility (ICC = 0.726) and lowest for practical
problems (ICC = 0.088). Construct validity was supported through convergent and divergent validity analyses,
with Spearman’s rho ranging from 0.390 to 0.631 (p < 0.000). The instrument also demonstrated sensitivity to
change, as Wilcoxon signed-rank tests revealed significant differences in three symptoms between T1 and T2.
The IPOS is a concise, 19-item, multidimensional tool capturing core concerns in palliative care. Item 1 is an
open-ended question asking respondents to identify their three main problems or worries in the past week (these
free-text data are not reported here). Items 2-9 employ a 5-point Likert scale (0 = not at all, 1 = slightly, 2 =
moderately, 3 = severely, 4 = overwhelmingly). Item 2 lists ten common physical symptoms, with the option to
add up to three additional symptoms. Item 3 addresses anxiety, Item 4 asks about family or friends’ worry, and
Item 5 pertains to depression. Item 6 relates to feelings of peace, Item 7 to sharing emotions with significant
others, Item 8 to information needs, and Item 9 to practical problems arising from illness. The patient version
includes an additional question asking whether the questionnaire was completed independently or with assistance.
A footnote at the end encourages patients to discuss any concerns with their healthcare professional, enhancing
the tool’s real-time clinical utility.
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The Portuguese version of the Hospital Anxiety and Depression Scale (HADS) is a 14-item screening tool, divided
into anxiety and depression subscales with seven items each, using a 4-point Likert response format. A cut-off
score of 11 is recommended for both subscales. The instrument has been validated as reliable for assessing anxiety
and depression across diverse medical populations [23].

Analysis

Data quality was first examined, and Little’s MCAR test confirmed that missing data were missing completely at
random. Descriptive statistics were used to summarize demographic and clinical characteristics. All 1IPOS
psychological, emational, and spiritual items (Items 3—7) were compared to the Portuguese HADS. Receiver
operating characteristic (ROC) curves were generated to determine the two IPOS items with the highest
discriminant ability, and a cut-off score of 2/3 was selected after preliminary evaluation. Sensitivity, specificity,
positive predictive value (PPV), negative predictive value (NPV), false positive rate (FPR), false negative rate
(FNR), and positive and negative likelihood ratios weighted by prevalence were calculated. Thresholds of >70%
were considered acceptable and >80% high for sensitivity, specificity, PPV, and NPV; FPR and FNR <30% were
considered low. All analyses used 95% confidence intervals. No formal sample size calculation was performed,
as prior literature using the Palliative care Outcome Scale and HADS involved secondary analyses of multiple
datasets rather than IPOS-specific evaluation.

Ethics

Ethical approval was obtained from all relevant research ethics committees, in accordance with the 1964 Helsinki
Declaration and its later amendments. All participants provided written informed consent. Data were analyzed
using SPSS version 22 (IBM Corp., Armonk, NY).

Results and Discussion
Between July 1, 2015, and February 2016, 1703 individuals were screened, predominantly at a primary healthcare
facility. Of these, 18 patients (1.1%) declined participation, and 140 (8.2%) were excluded. A total of 135 patients

(7.9%) met inclusion criteria and were enrolled in the study (Table 1).

Table 1. Patients screened and included in the study by participating centre.

Participating Service Number Screened (N, % of Total Number Included (N, % of Total
Screened) Included)
Oncology Hospital Service 78 (4.6%) 25 (18.5%)
Palliative Care Service 1 (North) 96 (5.6%) 9 (6.7%)
Palliative Care Service 2 (North) 28 (1.6%) 17 (12.6%)
Palliative Care Service 3 (South) 18 (1.1%) 1 (0.7%)
Palliative Care Service 4 (North) 77 (4.5%) 24 (17.8%)
Palliative Care Service 5 (South) 64 (3.8%) 17 (12.6%)
Primary Care Centre 1 (South) 119 (7.0%) 3(2.2%)
Primary Care Centre 2 (South) 1177 (69.1%) 25 (18.5%)
Palliative Care Service 6 (Central) 46 (2.7%) 14 (10.4%)
Total 1703 (100%) 135 (100%)

The predominant reason for exclusion was that patients were considered healthy, accounting for 75.2% of screened
individuals. This outcome was anticipated, as the primary care centre screened the majority of participants,
reflecting its high daily patient volume, most of whom were healthy. Among the included sample (n = 135), the
mean age was 66.8 years (SD = 12.7), with 58 patients (43%) being female. Educational attainment was low for
many participants, with 74 (54.8%) having up to four years of formal education, and 74 (54.8%) resided in the
Northern region of Portugal. The majority of patients (n = 109; 80.7%) had a cancer diagnosis and were recruited
primarily from the seven hospital-based palliative care services (Table 2).

Table 2. Demographic and clinical information of participants Demographic and clinical information N(%).

Category Subcategory Value
Mean Age (years, SD) 66.8 (12.7)
Gender Male 77 (57%)

Education (Years)

Reads and writes 5 (3.7%)
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4 years 81 (60%)

6 years 20 (14.8%)

9 years 10 (7.4%)

10 years to college 19 (14%)

Geographical Region

North 74 (54.8%)

Central 25 (18.5%)

South 36 (26.7%)

Area

Urban 94 (69.6%)

Peri-urban 31 (23%)

Rural 10 (7.4%)

Place of Care

Primary care 28 (20.7%)

Hospital services 25 (18.5%)

Palliative care services 82 (60.7%)
Cancer Diagnosis 109 (80.7%)

Phase of Illness

Stable 64 (47.4%)

Unstable 28 (20.7%)

Deteriorating 43 (31.9%)

Terminal 0 (0%)
Surprise Question (Life Expectancy)

> 1 year 37 (27.4%)

6 months to 1 year 45 (33.3%)

< 6 months 48 (35.6%)

Table 3 outlines the main reasons for participant ineligibility and exclusion. Most patients (n = 98, 72.6%) were
invited to participate during external consultations. Of those included, nearly one-third (31.1%) completed the
questionnaires independently, without external assistance.

Table 3. Reasons for ineligibility and exclusion.

Category Reason for Ineligibility/Exclusion Number (N, %)
Ineligible
Under 18 years 91 (5.9%)
Does not understand Portuguese 1 (0.06%)
Cannot read or write 78 (5.0%)
IlIness with potential for cure 3 (0.2%)
Healthy 1165 (75.2%)
No reason provided 72 (4.6%)
Excluded
Distress 52 (3.4%)
Cognitive deterioration 73 (4.7%)
No reason provided 15 (0.9%)
Total 1550 (100%)

Analysis of missing data indicated that values were missing at random (Little’s MCAR test: Chi-Square =
2452.946, DF = 2398, p = .213). Missingness across items ranged from 1 to 5%, which is considered manageable,
with rates below 1% regarded as trivial and those exceeding 15% potentially compromising interpretability [24].
Given the non-parametric distribution typical of palliative care populations, missing values were addressed using
median imputation.

Regarding the prevalence of patient needs, the IPOS items with the highest proportion of severe concern (=4)
were: family or friends being anxious or worried (36.3%), feeling anxious about illness (13.3%), feeling depressed
(9.6%), feeling at peace (9.6%), sharing feelings (8.9%), and pain (7.4%). Conversely, items with the lowest
prevalence (=0) included vomiting (77%), shortness of breath (67.4%), nausea (65%), information needs (60.7%),
practical problems (45.2%), and constipation (43%) (Figure 1).
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Figure 1. IPOS scores for prevalence of main palliative needs

Screening for anxiety and depression

Items 3 (anxiety) and 5 (depression) demonstrated the highest areas under the curve (AUC) (Figure 2). The
prevalence of depression was 24.4% (95% CI: 17.6-32.7%), with an AUC of 0.72 (95% CI: 0.62-0.81, p < 0.001)
(Figure 3). For this item, sensitivity was 51.5% and specificity was 78.4%, with a positive predictive value (PPV)

of 43.6% and a negative predictive value (NPV) of 83.3%. Regarding anxiety, the prevalence was 23.7% (95%

Cl: 16.9-31.9%), and the AUC was 0.70 (95% CI: 0.60-0.80, p < 0.001) (Figure 4). Sensitivity and specificity

were 65.6% and 68.0%, respectively, while PPV and NPV were 38.8% and 86.4% (Table 4). 70
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Figure 2. Area Under the Curve for IPOS items 3 to 7
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Table 4. Estimated Values for items 3 and 5, cut-off 2/3, against the HADS subscales, using cut-off 10/11.
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In this study, the predominant palliative care needs identified among patients were psychological, family-related,
and spiritual. The Integrated Palliative care Outcome Scale (IPOS) proved effective in systematically capturing
these needs. Notably, clinical teams appeared to address physical symptoms adequately, which is encouraging.
Evidence suggests that once physical needs are managed, non-physical concerns become more salient and should
be systematically assessed and addressed using patient-centered outcome measures [25, 26].

Among non-physical concerns, the most frequently reported issue was anxiety experienced by family or friends
(36.3%), reflecting the central role of family in Portuguese culture and the common practice of involving family
in healthcare decisions. Patient-reported anxiety and depression were the next most prevalent concerns, despite
the exclusion of individuals in obvious distress. This aligns with existing literature indicating that anxiety often
arises in patients with advanced disease due to diagnostic, treatment, and prognostic uncertainty [14], and that
depression is also common in this population [27]. The prevalence rates observed in our study are consistent with
findings from Ann-Yi S. et al. though that study focused exclusively on cancer patients [8]. Symptom clusters,
combining physical and non-physical needs, are commonly observed in both cancer and non-cancer populations
[28, 29]. The observed prevalence of depression in our cohort (24.4%) was higher than that reported in Antunes
et al. using a single-item Palliative care Outcome Scale (17.5%, 95% CIl 14.1-21.6%) [21], but lower than the
30% estimated by Hotopf et al. for depressive disorders in advanced disease [30].

The screening performance of IPOS items for anxiety (item 3) and depression (item 5) was acceptable, with AUC
values exceeding 0.70, although the lower confidence interval limits were slightly below this threshold. Using a
cut-off of 2/3, sensitivity was modest, indicating limited ability to identify true positive cases; however, specificity
and negative predictive value were strong. These findings suggest that these IPOS items are particularly effective
in ruling out true negative cases, an important component of screening [31], reinforcing the external validity of
IPOS in this context.

A key limitation of the study was the absence of a diagnostic gold standard, such as a structured psychiatric
interview based on the DSM-5, due to resource constraints. Instead, the HADS was used, which, while widely
accepted and extensively validated for both clinical and research purposes, remains a screening rather than
diagnostic tool.

Systematic use of the Portuguese IPOS could assist clinical teams in monitoring and addressing both physical and
non-physical needs of patients and families. Specifically, items 3 and 5 appear suitable for screening patients with
advanced illness, particularly to exclude those without anxiety or depression [31, 32].

Conclusion

Patient-centered outcome measures serve as valuable communication tools, providing a shared language for
patients, families, healthcare professionals, institutions, and policymakers, ultimately supporting evidence-
informed care. Establishing the screening properties of these tools enables not only improved clinical care but
also the conduct of rigorous research. This study demonstrates that the Portuguese IPOS is effective in identifying
psychological needs and can be reliably used to screen patients with advanced disease for anxiety and depression.

Acknowledgments: None
Conflict of interest: None
Financial support: None
Ethics statement: None
References

1. Oliver D. Improving patient outcomes through palliative care integration in other specialised health services:
what we have learned so far and how can we improve? Ann Palliat Med. 2018;7(S3):5219-30.
doi:10.21037/apm.2018.05.05

2. Clark D. Between hope and acceptance: the medicalisation of dying. BMJ (Clinical research ed).
2002;324(7342):905-7.

3. Bajwah S, Higginson 1J, Ross JR, Wells AU, Birring SS, Patel A, et al. specialist palliative care is more than
drugs: a retrospective study of ILD patients. Lung. 2012;190(2):215-20.

4. Jocham HR, Dassen T, Widdershoven G, Halfens R. Quality of life in palliative care cancer patients: a
literature review. J Clin Nurs. 2006;15(9):1188-95.

5. Stewart AL, Teno J, Patrick DL, Lynn J. The concept of quality of life of dying persons in the context of
health care. J Pain Symptom Manag. 1999;17(2):93-108.

https://journalinpc.com/ J\PC

72


https://journalinpc.com/

Moore et al., Prevalence of Palliative Needs and Screening Accuracy of Psychological Symptoms Using the Integrated Palliative Care
Outcome Scale

6.

7.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

Kupfer JM, Bond EU. Patient satisfaction and patient-centered care: necessary but not equal. JAMA.
2012;308(2):139-40.

"WHO Definition of Palliative Care". World Health Organization. Retrieved July 10, 2018. Available from:
http://www.who.int/cancer/palliative/definition/en/

Ann-Yi S, Bruera E, Wu J, Liu DD, Agosta M, Williams JL, et al. Characteristics and outcomes of
psychology referrals in palliative care department. J Pain Symptom Manag. 2018;56(3):344-51.
doi:10.1016/j.jpainsymman.2018.05.022

Anderson N, Ozakinci G. Effectiveness of psychological interventions to improve quality of life in people
with long-term conditions: rapid systematic review of randomised controlled trials. BMC Psychol.
2018;6(1):11.

Hamer M, Chida Y, Molloy GJ. Psychological distress and cancer mortality. J Psychosom Res
2009;66(3):255-8.

Krikorian a, Limonero JT, Roman JP, Vargas JJ, Palacio C. Predictors of suffering in advanced cancer. Am
J Hosp Palliat Care. 2014;31(5):534-42.

Bausewein C, Daveson BA, Currow DC, Downing J, Deliens L, Radbruch L, et al. EAPC white paper on
outcome measurement in palliative care: improving practice, attaining outcomes and delivering quality
services — recommendations from the European Association for Palliative Care (EAPC) task force on
outcome measurement. Palliat Med. 2016;30(1):6-22. doi:10.1177/0269216315589898

Bausewein C, Daveson B, Benalia H, Simon ST, Higginson I1J. Outcome measurement in palliative care.
London: PRISMA,; 2011. Available from: http://pos-pal.org/ Resources.php

Gotze H, Brahler E, Gansera L, Polze N, Kéhler N. Psychological distress and quality of life of palliative
cancer patients and their caring relatives during home care. Support Care Cancer. 2014;22(10):2775-82.
User’s Guide for Implementing Patient-Reported Outcomes Assessment in Clinical Practice. Available from:
http://www.isogol.org/UserFiles/file/UsersGuide.pdf visited on the 27th July 2014.

Antunes B, Harding R, Higginson 1J, on behalf of EUROIMPACT. Implementing patient-reported outcome
measures in palliative care clinical practice: a systematic review of facilitators and barriers. Palliat Med.
2014;28(2):158-75.

Etkind SN, Daveson BA, Kwok W, Witt J, Bausewein C, Higginson 1J, et al. Capture, transfer, and feedback
of patient centred outcomes data in palliative care populations: does it make a difference? A systematic
review. J Pain Symptom Manag. 2015;49(3):611-24. doi:10.1016/j. jpainsymman.2014.07.010

Murtagh F, Ramsenthaler C, Firth A, Groeneveld El, Lovell N, Simon S et al. A brief, patient- and proxy-
reported outcome measure for the adult palliative care population: validity and reliability of the Integrated
Palliative Outcome Scale (IPOS) 9th world research congress of the European Association for Palliative
Care (EAPC); 2016.

Antunes B, Ferreira PL. Integrated palliative care outcome scale: protocol validation for the portuguese
population. Rev Cuidados Paliat. 2017;4:65-102.

Antunes B, Murtagh F, Bausewein C, Harding R, Higginson 1J. Screening for depression in advanced
disease: psychometric properties, sensitivity and specificity of two items of the palliative care outcome scale
(POS). J Pain Symptom Manag. 2015;49(2):277-88. doi:10.1016/j.jpainsymman.2014.06.014

Antunes B, Rodrigues PP, Higginson 1J, Ferreira PL. Validation and cultural adaptation of the integrated
palliative care outcome scale (IPOS) for the Portuguese population. Poster at 5th world congress of the
European Association for Palliative Care in Madrid, Spain on 18-20; 2017.

Antunes B, Rodrigues PP, Higginson 1J, Ferreira PL. Validation of the integrated palliative care outcome
scale (IPOS) to the Portuguese population - completion assessment and thematic analysis of the open
guestion items. Oral presentation at the 5th world congress of the European Association for Palliative Care
in Madrid, Spain on 18-20; 2017.

Pais-Ribeiro J, Silva I, Ferreira T, Martins A, Meneses R, Baltar M. Validation study of a Portuguese version
of the hospital anxiety and depression scale. Psychol Health Med. 2007;12(2):225-37. doi:10.1080/
13548500500524088

Acufina E, Rodriguez C. The treatment of missing values and its effect on classifier accuracy. In: Banks D,
House L, FR MM, et al, eds. Classification, Clustering and Data Mining Applications. Berlin: Springer;
2004. 639e648 p.

Mistry B, Bainbridge D, Bryant D, Tan Toyofuku S, Seow H. What matters most for end-of-life care?
Perspectives from community-based palliative care providers and administrators. BMJ Open.
2015;5(6):007492. doi:10.1136/bmjopen-2014-007492

Wang T, Molassiotis A, Chung BPM, Tan JY. Unmet care needs of advanced cancer patients and their
informal caregivers: a systematic review. BMC Palliat Care. 2018;17(1):96. doi:10.1186/s12904-018-0346-
9

Rayner L, Price A, Hotopf M, Higginson 1J. The development of evidence-based European guidelines on
the management of depression in palliative cancer care. Eur J Cancer. 2011;47(5):702-12.

https://journalinpc.com/ J\PC

73


https://journalinpc.com/

Journal of Integrative Nursing and Palliative Care (JINPC) | Volume 2 | Page 66-74
Moore et al., Prevalence of Palliative Needs and Screening Accuracy of Psychological Symptoms Using the Integrated Palliative Care
Outcome Scale

28. Moens K, Higginson 1J, Harding R. EURO IMPACT. Are there differences in the prevalence of palliative
care-related problems in people living with advanced cancer and eight non-cancer conditions? A systematic
review. J Pain Symptom Manag. 2014;48(4):660-77.

29. Stiel S, Matthies DM, Seuss D, Walsh D, Lindena G, Ostgathe C. Symptoms and problem clusters in cancer
and non-cancer patients in specialized palliative care—is there a difference? J Pain Symptom Manag.
2014;48(1):26-35.

30. Hotopf M, Chidgey J, Addington-Hall J, Ly KL. Depression in advanced disease: a systematic review. Part
1. Prevalence and case finding. Palliat Med. 2002;16(2):81-97.

31. Mitchell AJ. Are one or two simple questions sufficient to detect depression in cancer and palliative care? A
Bayesian meta-analysis. Br J Cancer. 2008;98(12):1934-43. d0i:10.1038/sj.bjc.6604396

32. Payne A, Barry S, Creedon B, Stone C, Sweeney C, O'Brien T, et al. Sensitivity and specificity of a two-
question screening tool for depression in a specialist palliative care unit. Palliat Med. 2007;21(3):193-8.

https://journalinpc.com/ “

74


https://journalinpc.com/

