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Abstract: Patients with advanced illnesses, especially near the end of life, often experience multiple 
complex symptoms which may have profound impact on the quality of life of not only the patients but also 
their family members. Early and prompt recognition of such clinical challenges is linked with better end of 
life care for the dying patients, their caregivers and family members. In this narrative, which is not meant 
to be an in-depth systematic review, we attempt to provide an overview of some commonly used outcome 
measurement tools available for bedside clinical assessment of the different dimensions of suffering, 
especially near the time of death. We also mention need for recognition of conditions, like delirium and 
other personal, environmental and social factors, to draw the readers’ attention towards the importance 
of such assessments, as these may influence interpretation of patient responses on the tools being used to 
measure outcomes.
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Introduction

Patients with advanced illnesses, especially near the end 
of life, often experience multiple complex symptoms (1). 
These include, but are not limited to, physical symptoms 
like pain, fatigue, nausea, drowsiness, shortness of breath, 
but also profound and often complex psychological, social 
and spiritual components like delirium, depression (suicide 
risk), challenges around advance care planning, loss of 
autonomy and meaning in life, request for hastened death 
and spiritual or existential crisis (Figure 1) (1). Early and 
prompt recognition of these clinical problems is known to 
provide relief and better outcomes for these dying patients, 
their caregivers and family members (2). This is the essence 
of quality palliative care. 

Often, symptoms of patients with advanced illnesses 
remain under recognized and not adequately managed (3,4). 
Measuring patient reported outcomes (PROs) has shown 

to improve awareness of unmet needs of patients and care-
givers by allowing clinicians to address such issues in a 
timely manner, hence, leading to improvement in overall 
quality of life (QoL) of such patients (5-7). At the same 
time, it is important to keep in mind that patients with 
advanced illnesses especially near the end of life develop 
cognitive impairment like delirium (8) and hence, in those 
circumstances, are unable to provide a reliable account of 
symptom distress. During these times, the assessments may 
be performed by the family member, when available, and if 
not, then by the bedside nurse (9-11). 

Table 1 highlights the issues, with an order of priority, 
which exist at the core of practice of palliative care both at 
a generalist and specialist care level. These core principles 
and elements of quality palliative care practice are also used 
during the process of accreditation of training programs in 
hospice and palliative care (12) and certification of palliative 
care programs (13) in United states, Canada and other 
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countries. While multiple tools have been developed over 
the years to identify and measure the different outcomes 
experienced by the patients with advanced illnesses (14), 
earlier referral to palliative care teams can improve QoL of 
cancer patients (2,15-17) and these tools aid the professionals 
in this process.

Death, a physical experience!

It would be hard to progress into any depths of psycho-

social  and emotional  assessments  without t imely 
identification and effective management of the distressing 
physical symptoms. Edmonton Symptom Assessment Scale 
(ESAS) (18-21) is one such tool which encompasses many 
such domains if included in the evaluation process. It is 
a psychometrically validated tool for regular assessment 
of symptom distress in advanced cancer patients in the 
palliative care setting around the world and translated into 
over 20 languages (19). Patients are asked to grade the 
severity of their symptoms on average from 0 (no symptom) 
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Figure 1 Multidimensional causes of patient suffering at the end of life. Reprinted with permission from the rights holder, John Wiley and 
Sons, Inc. [Dalal et al. (1)]. ADL, activities of daily living; EOL, end of life.

Table 1 Tabulated representation of different domains involved in delivery of palliative care close to end of life with emphasis for management

Domain Symptoms Urgent Important

Physical; emotional; 
delirium

Pain, nausea, shortness of breath, other (severe); severe depression (suicide 
risk); agitation, restlessness, violence

++++ +

Physical; emotional Constipation, fatigue, sedation, insomnia, anorexia; anxiety, depression, 
adjustment issues

+++ ++

Physical; social; spiritual Performance status, fall risk; financial, family/care-giver dynamics, advance 
care planning; spiritual pain

++ +++

Psychological; emotional Legacy, loss of autonomy; well being, hopelessness + ++++
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to 10 (worst symptom) in the last 24 hours. ESAS has a high 
test-retest reliability (>0.8) and has been validated in many 
clinical settings including cancer patients. A very important 
aspect of using ESAS is the ease and convenience of use 
by self-reporting symptom outcomes in a relatively low  
time (22). The minimal clinically important difference 
(MCID) for ESAS scores is 1 point for individual score 
and 3–4 points for the sum of physical, emotional and 
ESAS total scores (23,24). ESAS physical score [0–60] is 
equal to sum of individual scores for pain, fatigue, nausea, 
drowsiness, shortness of breath and appetite (23).

Functional assessment 

An important aspect of patient care involves on-going 
assessment of patient’s functional status. Loss of ability 
to perform activities independently has profound effects 
on patients’ emotional well-being and hence it is vital 
to assess this physical domain to highlight need for 
necessary support early on like preventing falls, provision 
of assistive devices like cane or walker and handicap 
parking placard. An easy and quick assessment tool for 
functional status is the Eastern Cooperative Oncology 
Group performance status (ECOG) (25,26). ECOG 
is used to assess patient’s functional abilities and then 
determine treatment options and overall prognosis. 
It ranges from “0”, fully active to “5”, death. Other 
tools to assess functional assessment include Karnofsky 
Performance Status (KPS) (25,27,28) and Palliative 
Performance Scale (PPS) (29,30). There remain inter-
observer differences among these assessments (31-35). 

Delirium screening

Delirium has been reported in approximately 60–90% of 
patients in the last weeks to hours before death (8,36,37). 
Approximately 50% to 70% of patients with delirium present 
with hyperactive or mixed subtypes, characterized by agitation, 
restlessness or violent behavior which can be highly distressing 
to patients, caregivers, and health care professionals, not to 
mention, sometimes with significant safety risks (38-40). 
Confusion Assessment Method (CAM) can be used as a quick 
screener for development of delirium (41). Memorial Delirium 
Assessment Scale (MDAS) (42), used in a more specialized 
setting, is highly correlated with existing measures of delirium 
and cognitive impairment. MDAS score of 7/30 yields the 

highest sensitivity 98% and specificity 97% for delirium 
diagnosis in cancer patients (43). 

In case of altered mental status, patient reports may not 
be reliable. Under such circumstances reports from family 
care-givers and nurse (proxy) can provide useful information 
for timely and feasible interventions (9,10). It is ideal to 
use the caregiver account as there is better association 
noted between patient and care-giver ratings for symptom 
assessment as compared to patient and the clinician (11). 

In addition, when validated tools do not exist, it is 
essential to review the PROs for a universal screening to 
better assist in management of complex issues faced by 
patients near end of life. These include: 

Review of medications

This is an important aspect of palliative care evaluation. 
Effective review of polypharmacy is essential, especially 
in cases with concurrent use of opioids and psychoactive 
medications, to reduce the risk of complications like 
excessive sedation, delirium, falls, with resulting increase in 
psychosocial distress (44-49). Having a pharmacist in the 
interdisciplinary team facilitates this process (50). 

Other physical symptoms

Effective assessment and management of symptoms like 
severe constipation, nausea and shortness of breath is 
essential to reduce the burden of overall distress (51,52).

In summary, addressing physical PROs early-on, allows 
clinicians to gain access into deeper and often much more 
vital aspects of patient distress, i.e., psychological, emotional 
and spiritual. Table 1 highlights the domains involved in 
delivery of palliative care close to end of life with emphasis 
on timeliness of management. 

Death, a psychological experience!

Hospital Anxiety and Depression Scale (HADS)

Feelings of anxiety and depression are common among 
patients with advanced illnesses. These may be measurable 
by HADS (53,54). HADS is a 14-question self-assessment 
scale which asks of patients to mark the answer which comes 
closest to how they have been feeling in the past week. It 
is a reliable instrument for detecting states of anxiety and 
depression in the setting of an outpatient clinic. 
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Each item is scored from 0 to 3 which gives a score 
between 0 and 21 for either depression subscale or anxiety 
subscale. Cut-off point has been established as 8/21 for 
anxiety or depression which gives a specificity of 0.78 and 
a sensitivity of 0.9 for anxiety (HADS-A) and a specificity 
of 0.79 and a sensitivity of 0.83 for depression (HADS-D). 
Patients with scores between 8 and 10 indicate mild 
depression, scores between 11 and 14 indicate moderate 
depression, and scores between 15 and 21 indicate severe 
depression. Similar scores are considered for anxiety 
subscale. Patients with moderate to severe depression and/
or anxiety should be referred to palliative care teams earlier 
for further evaluation, offered counseling services (55) and 
if found necessary, referred to a psychiatrist for detailed 
consultation and potential treatment. It can, however, be 
time consuming to use this tool in daily clinical settings and 
hence it is mostly used in the context of research.

ESAS (18,19)

Some elements of ESAS allow for assessment of the 
psychological symptoms, i.e., ESAS-anxiety and ESAS-
depression, alone or together as ESAS-emotional score (sum 
of individual scores for depression and anxiety) (23,24), 
and also ESAS-well-being. Routine evaluation of these 
outcomes may assist clinicians in picking up often subtle 
presentations of these domains, which may otherwise go 
unnoticed and in fact contribute to overall high symptom 
expression.

Depression and suicidality

A single item question “Are your depressed?”, has shown 
to be a reliable clinical tool (56) with greater validity than 
other brief screening measures like visual analog scale for 
depressed mood (57) and the Beck Depression Inventory-
Short Form (58-60). 

There are no other formal and validated tools which are 
routinely used for measuring outcomes related to feelings of 
selflessness, worthlessness, loss of autonomy or meaning in 
life. Patient Dignity Question (PDQ) —“Is there anything 
else about you as a person that you would like us to 
know, in order to give you the best care possible?” also by 
Chochinov and colleagues (61) can be effective in exploring 
such issues and supporting personhood. “This Is ME 
(TIME)” questionnaire developed from PDQ can also be a 
starting point for such conversations, in specialized settings, 

when time allows (62). These preliminary studies aimed 
at eliciting personhood and enhancing dignity have been 
conducted in nursing home residents. Further validation of 
this seminal work in cancer and other non-cancer patients is 
justified. 

Death, a social experience!

Assessment and documentation of the structure and 
function of the patient’s social network and support system 
is extremely important. It can aid the clinicians to aim for a 
goal of better outcomes for their patients. 

Financial distress

Socio-economic status can have a vital impact on overall 
patient outcomes. Financial suffering may impact 
patient’s way of coping and compliance with treatment 
recommendations (63,64). Financial toxicity is a clinically 
relevant patient-centered outcome (65). COmprehensive 
Score for financial Toxicity (COST) (66) has been validated 
as reliable outcome measure, however, it is lengthier and 
time consuming. Financial distress is one of the two new 
variables (along with spiritual pain) added to the ESAS 
(18,19,22) and measured in a similar way like other ESAS 
dimensions on the 11-point scale from 0 to 10 (64,67), 
which can be used as a quick tool for assessment. 

Care-givers, part of the social circle

Another important and often over-looked aspect is the care-
givers and their well-being. Care-givers play an important 
role in the well-being of a patient and defining the goals of 
care. Vast majority of Hispanic patients in US and LA (over 
80%) preferred family involvement in decision-making (68).  
In a randomized control trial Delgado et al. utilized the 
Go Wish card Game (GWG) and found that patients with 
advanced cancer gave high importance to having their 
family present with them, second after spirituality (69). 
Caregiver symptom burden and perception of their loved 
ones’ depression (70) may affect their ability to provide 
adequate care to the patient, which is crucial for care 
of patient at home. Multiple tools have been developed 
to capture different aspects of care-giver distress (71). 
Unfortunately, most of these questionnaires are lengthy, 
time consuming and used for research purposes. Performing 
a care-giver ESAS is a quick and feasible tool tested by 
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Tanco et al. (72). 

Family education regarding the signs near the time of death

Providing timely education to family regarding the 
physical signs near time of death can help with addressing 
questions related to prognostication. Most of these signs 
could also be seen in severe shock like conditions, however 
these are not unambiguous. Appropriate and timely 
delivery of education as patient nears the end of life is of 
paramount significance to assist the family thru the coping 
process (73,74) (Table 2).

Family meetings, goals of care conferences

Goals of care conference among medical teams and family 
care-givers, with or without the patient, can be effective 
tools in addressing family distress and providing timely 
education regarding the process of death and expectations 
of the family members and care-givers (75). However, 
there is limited understanding about the proper method of 
conducting such conferences and their outcomes (76).

Despite inter-personal variability in symptom ratings 
among different professionals, patients and care-givers 
(10,11,31,34), family members can identify areas of potential 
intervention for symptom relief (10). Early involvement of 
family in the care also provides opportunities for education 
of family members regarding signs and symptoms along 

the disease trajectory (10). In situation when patients 
become delirious and/or are unable to complete assessments 
particularly near the time of death, the family members’ 
accounts of complaints and assessment ratings may provide 
as an aide for feasible and timely interventions for symptom 
relief (9,10).

Understanding the structure and components of the 
family as a unit is a major element of quality palliative care 
provision. It includes an overall holistic interdisciplinary 
approach which provides psychosocial support for the whole 
family as a unit, centered round the patient, not just during 
their chronic life-limiting illness but also addresses grief 
and bereavement after the death of a loved one (51,76,77) 
focusing on preventing complicated and pathological grief 
among the bereaved (78-80).

History of substance use

Social assessment includes issues like substance use, 
which can be measured using tools like the Cut down, 
Annoyed, Guilty, Eye-opener (CAGE)-adapted to include 
drugs (CAGE-AID) (81-84) and Screener and Opioid 
Assessment for Patient’s with Pain-Revised (SOAPP-R; 
revised version with 14 items) (85-89) questionnaires. 
CAGE questionnaire is 4 item validated tool to screen 
for history of alcoholism. A score ≥1 in females and ≥2 in 
males is considered positive with 85% sensitivity and 90% 
specificity to detect alcohol abuse and/or dependency. 
Previous studies have found that patients who have a 
positive history of smoking, positive CAGE or high score 
on the SOAPP questionnaires, (SOAPP-R, being the 
revised shorter version with 14 questions), present with 
high pain symptom expression, show non-compliance with 
opioid use recommendations and exhibit aberrant drug 
behavior (90-94).

These assessments are easier carried out early on in the 
trajectory of illness. Detection of such predictors can assist 
clinicians in identifying such behaviors earlier, potentially 
providing opportunities for proactive interventions, like 
involvement of Interdisciplinary approaches including 
compassionate high alert team (CHAT) and performing 
random urinary drug testing (95-98) in out-patient clinic to 
improve outcomes.

Death, a spiritual experience!

Spiritual pain is common (more than 40%) among advanced 

Table 2 Highly specific physical signs associated with death among 
cancer patients

<3 days before death

Apneic periods

Cheyne-Stokes breathing

Death rattle

Peripheral cyanosis

Pulselessness of radial artery

Respiration with mandibular movement 

Reduced urine output

>3 days before death

Decreased level of consciousness 

Dysphagia for liquids 

Palliative Performance Scale ≤20% 
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cancer patients (67) and is noted to be associated with lower 
self-perceived religiosity and spiritual QoL (99). Palliative 
care teams need to be aware of the strong spiritual and 
religious needs of the patients with life-threatening illnesses 
(100,101). In a randomized control trial Delgado et al. 
utilized the GWG and found that patients with advanced 
cancer gave high importance to spirituality (to be at peace 
with God and to pray) (69). Spirituality, religiosity, and 
spiritual pain may affect symptom expression and coping 
skills of patients with advanced illnesses. Addressing these 
concerns is paramount to enhancing the QoL of such 
patients. 

ESAS-Spiritual pain is one of the two new variables 
(along with financial distress) added to the ESAS and 
measured in a similar way like other ESAS dimensions on 
the 11-point scale from 0 to 10, and can be used as a quick 
tool for assessment. It is well correlated with physical and 
psychological distress (64,67). 

Care-givers who report greater spiritual pain, also 
report worse psychological distress and worse QoL (102), 
supporting the importance of spiritual assessment of 
caregivers (72).

Faith, Importance and Influence, Community, and 
Address (FICA) Spiritual History Tool (101,103,104) is also 
a feasible tool for clinical assessment of spirituality. 

Functional Assessment of Chronic Illness Therapy-
-Spiritual Well-Being (FACIT-Sp) is another tool used 
in surveys (101) and in randomized controlled trials, 
supporting early integration of palliative care for advanced 
cancer patients (2).

Some of the other tools developed globally for measurement 
of PROs include:

 Palliative Care outcome Scale (POS) (6,105,106) is a 
family of outcome measurement tools that provides 
opportunity to measure the physical, emotional as well 
as spiritual and social needs of patients, over a wide 
spectrum of illnesses including cancer and non-cancerous 
conditions both in-patient and out-patient (107).  
These are validated for use in different clinical 
settings as well as research and available in different 
languages. POS is delivered as patient, care-giver and 
staff questionnaires, each consisting of 12 questions;

 POS Symptom list (POS-S) (106) comprises ten 
symptoms and two open questions. It can be used 
alongside POS to capture more information about 

symptoms, and is especially useful where a patient 
has multiple symptoms. It assesses patient physical 
symptoms on 5-scale numerical rating system from 0 
to 4 (“not at all” to “over-whelming”). For majority 
of patients near the end of life a pure numerical rated 
scale may not be feasible to complete and simpler 
options for rating symptoms like “not at all”, “slightly”, 
“overwhelmingly and so on can ease communication;

 African version of the POS (106,108) has been 
validated in resource-poor settings. It consists of seven 
patient-related and three family care-giver questions 
rated on a 6-point scale, from 0 to 5; 

 Integrated Palliative care Outcome Scale (IPOS) 
is the integrated version of the above versions 
(105,106,108,109), which is a short instrument for 
holistic assessment and has also been validated in a 
range of settings. It is considered a more streamlined 
measure which is brief, yet still captures the most 
important concerns—both in relation to symptoms, 
but also extending to information needs, practical 
concerns, anxiety or low mood, family anxieties, and 
overall feeling of being at peace;

 Other QoL questionnaires include the FACIT group 
of questionnaires which also aid in assessment of 
different dimensions. Palliative care subscale (FACIT-
Pal) is a lengthy 46-item questionnaire assessing 
physical, social/family, emotional and functional well-
being, on a 5-point rating scale from 0 to 4 (“not 
at all” to “very much”), over the last 7-day period 
(110). FACIT-Pal 14 is a shortened version (111,112). 
FACIT--Spiritual Well-Being (FACIT-Sp) is another 
tool used in surveys (101) and in randomized 
controlled trials supporting early integration of 
palliative care for advanced cancer patients (2);

 European Organization for Research and Treatment 
of Cancer (EORTC) QoL questionnaires (QLQ) 
provide range of options for assessment in different 
dimensions, with EORTC-QLQ-C15-PAL being the 
shortened version of EORTC-QLC-C30 (112-116),  
consisting of 14 questions assessing physical well-
being and functional domains on a 4-point rating scale 
1 to 4 (“not at all” to “very much”) with question 15 
assessing overall QoL on a Likert scale 1 (very poor) 
to 7 (excellent); 

 Symptom Assessment Scale (SAS) is an Australian 
validated numeric rating symptom score where 0=  
“no distress” experienced from the problem and 
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10= the “worst imaginable distress experienced”. 
Symptoms covered by the SAS include bowel 
problems, pain, difficulty sleeping, nausea, breathing 
problems, appetite problems, and fatigue. It mainly 
serves as a screening tool to summarize the amount 
of distress from a symptom that in turn dictates the 
urgency of conducting a comprehensive assessment 
(117,118).

These QoL questionnaires are ideally self-reported but 
when not possible, the family or, in the absence of, nursing 
staff (proxy) may score these tools in some cases.

Time is of the essence… which tools to use and 
how often?

With so many outcome measurement tools available, all 
these tools are not intended for use in all or even most 
case. Care teams may select the tools most suitable to the 
needs of their patient population and practice patterns. 
The most basic assessments that can be performed 
in more general settings can be carried out by using 
tools like ESAS, for most common PROs including the 
physical and emotional domains, POS-S or SAS. In 
addition, screening for delirium can be performed using 
very simple tools like CAM and screening for opioid-
misuse risk, when opioids are being considered, by using 
the CAGE questionnaires. 

For patients who eventually get referred to specialized 
teams of palliative care professionals, the assessments are 
usually more in-depth and may use tools like revised ESAS 
(ESAS-FS) to assess additional domains of distress related 
to financial issues and spiritual distress, more sophisticated 
assessments for opioid misuse screening like SOAPP-R, 
more sophisticated instruments for assessments of delirium 
like MDAS and frequently more in-depth assessments of 
family and care-giver network.

Which of these evaluations should be conducted every 
single encounter or repeated periodically as compared to 
just as a onetime assessment? For some elements like the 
CAGE and smoking history, it might not be necessary to 
do more than once if it is done properly. Assessments like 
ESAS (18,19), which takes a short time to be completed (22),  
can be self-completed by the patient or family member 
or assisted by a nurse at the bedside and provides 
comprehensive information about not only the physical but 
also the psychological, emotional, social and spiritual issues, 
as well as POS-S, IPOS (106) and SAS (118) which are also 

quick and provide a global, multi-dimensional assessment 
of PROs, it may be appropriate to perform periodically at 
each patient encounter. For other tools it is not clear how 
often those should be repeated. Further research is needed 
to understand the feasibility of such assessments to develop 
global tools which are simple and easy to use especially for 
patients near the end of life. 

There is no gold standard tool for assessment of different 
symptoms that patient with advanced illnesses especially near 
the time of death experience. Many of the available tools 
measure dimensions which are similar and decision to use a 
particular tool over the other lies with team of palliative care 
providers based on practice patterns, geographical location 
and experiences. While some of these tools are developed 
and used routinely for clinical and practical implementation, 
others are used for research purposes (14). There is need for 
more global multi-center collaboration to understand these 
complex interactions (119). Table 3 lists some commonly 
available instruments which can be used both in out-patient 
supportive and palliative care clinic and in-patient to quickly 
measure patient report outcomes.

Conclusions

A global, multi-dimensional assessment of PROs is 
paramount to providing a holistic multi-disciplinary 
quality palliative care experience for these patients. 
While patients may be suffering from physical symptoms 
of pain, nausea and fatigue due to burden of the illness 
and associated treatments, they may be facing social 
isolation and lack of family support (e.g., divorce) while 
having financial toxicity and suffering from spiritual pain  
(Figure 1) (1). In addition, evaluation of care-giver burden 
should be performed to provide needed support for a 
positive coping experience and to prevent complicated 
grief. At the same time daily bedside clinical practice 
requires that we conduct the evaluation of the patients in 
a timely and effective manner without imposing on the 
patients, their families and also the healthcare delivery 
system. Successful implementation and utilization of PRO 
measures may be better achieved by not only presence of 
the palliative care clinicians, to provide relief from physical 
symptoms, but also involvement of a multi-disciplinary 
team including counselor, palliative care psychologist, 
chaplain and social worker to address the multiple other 
dimensions that contribute to overall suffering for the 
patients and care-givers (109,120). 
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