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Clinical
Abstract

Palliative care is an integrated approach that promotes the 
quality of life of patients and families who are confronted with 
the physical, psychosocial and spiritual problems associated 
with a life-threatening illness.1

The palliative patient is not necessarily a terminal patient 
(estimated prognosis of 3–6 months), or a moribund or 
agonising patient (estimated prognosis of days or hours).1

According to the World Health Organization (WHO) and the 
National Plan of Palliative Care, palliative care: affi rms life 
and accepts death as a natural process, without trying 
to delay the process; constitutes a global and holistic 
approach to the patients suffering from a physical, 
psychological, social and spiritual point of view; seeks 
the wellbeing and quality of life of the patient; is centered 
on the needs of patients and their families, life and death; 
should not be restricted to terminally ill and agonised 
patients; and, should be addressed by a multidisciplinary 
team.1,2

The person with a life-threatening illness feels in total 
pain.1 Patients with an advanced life-limiting illness 
experience great suffering, a complex negative state of 
malaise (bodily, affective, cognitive, spiritual) characterised 
by feeling threatened and destroyed in the integrity or 
continuity of their existence, a sensation of powerlessness 
to face this threat and an exhaustion of their personal and 
psychosocial resources.1

The main sources of suffering in palliative care patients are 
poorly controlled symptoms, loss of autonomy and dependence 
on others, alterations in body image, loss of social roles and 
status, impairment in interpersonal relationships, feelings of 
abandonment, changes in expectations and future plans, and 
loss of dignity and meaning of life.1

In most cases, palliative patients have severe functional and 
cognitive limitations requiring support in basic needs, such 
as hygiene, food, money, medication and mobility, relying on 
others for daily life activities, with increasing dysfunctionality 
and psychological repercussions.2

According to number 7 of the Administrative Rule 66/2018 
in Diário da República (Portugal),3 a palliative care unit must 
ensure: permanent medical and nursing care; psychological 
intervention for patients, relatives and professionals; social 
intervention and support; support and intervention in 
mourning; spiritual intervention; complementary examinations; 
prescription and administration of drugs contained in the 
National Formulary of Medicines; hygiene, comfort and 
food; conviviality and leisure; training in palliative care; and, 
assistance in the area of palliative care for health professionals, 
namely primary, hospital and continuing healthcare.3

Psychosocial rehabilitation can be understood as, ‘a 
comprehensive and continuous process that provides 
individuals with disability due to mental illness the opportunity 
to achieve the greatest possible functioning potential (in the 
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hospital and/or community). It is carried out through a set 
of procedures and a system of residential and occupational 
support, seeking to give back and develop the instrumental 
and social skills necessary for autonomy and quality of life – 
in a global attitude of empowerment, self-determination and 
recovery’ [V Cotovio, Unpublished data].

Therefore, psychosocial rehabilitation may play a role in the 
mental health and wellbeing of patients undergoing palliative 
care, contributing to the minimisation of symptoms, support 
in daily life activities, the improvement of quality of life and 
the preparation for death.

Literature search

This work constitutes a literature review on the potential role of 
psychosocial rehabilitation in mental health in palliative care. 

This paper aims to describe and discuss the state of the 
current science from a theoretical and contextual point of 
view, providing readers with up-to-date knowledge.

We carried out a search in Pubmed using the keywords 
“palliative”, “psychosocial” and “rehabilitation”, from 2000 
to September 2017. This work was complemented with 
the consultation of the Portuguese legislation in force on 
palliative care and psychosocial rehabilitation.

Initially, the abstracts covering the theme under study were 
included (n = 91). Subsequently, works that did not provide 
clear, explicit, coherent and structured information were 
excluded (n = 43).

A total of 48 articles (one meta-analysis, 34 original articles, 
two clinical case articles, eight review articles, two national 
administrative rules and one economic analysis) and two 
books (one manual on palliative care and one on psycho-
oncology) on the topic were selected for this review. 

The review is structured in three parts that aim to 
address the key psychosocial aspects of palliative care: 
needs assessment, psychosocial intervention and quality 
assessment.

Key psychosocial aspects of palliative care

Needs assessment

The needs of a person suffering from a serious and 
irreversible illness are multidimensional, and include physical, 
psychological, social and spiritual aspects.1,4,5

Chronic and advanced disease is complex and often 
multisymptomatic. In palliative care the most widely used 
symptom assessment scale is the Edmonton Symptom 
Assessment System (ESAS). The most recent reviewed 
version of ESAS comprises eight symptoms (pain, fatigue, 
dyspnoea, nausea, appetite, drowsiness, depression, anxiety) 
and a general question on wellbeing.1

Pain is an unpleasant sensory and emotional experience 
associated with tissue damage, actual or potential. The 
prevalence of pain in the last year of life is 80–90% in 
patients with cancer and 60–70% in other terminal illnesses. 
Pain is often underestimated owing to the diffi culties of 
objective measurement. However, pain leads to physical and 
mental suffering of a human being affecting their decisions 
and behaviours.1 Patients with cancer experiencing pain 
are twice as likely to have a psychiatric complication. The 
most frequent psychiatric diagnoses in people with pain are 
adjustment disorders with depressive or mixed mood (69%) 
and major depression (15%).6

Psychological symptoms are frequent in palliative care 
but are often underdiagnosed. It is common to assume 
that depression and anxiety represent a natural and 
understandable reaction to an incurable disease, which may 
delay or even prevent its adequate treatment.1

Depression and anxiety are the most common psychiatric 
comorbidities in palliative care. In a Canadian National 
Palliative Care Survey, 381 patients receiving palliative care 
for cancer were assessed. The prevalence of depressive 
disorders was 20.7% and that of anxiety disorders was 13.9%, 
according to the Diagnostic and Statistical Manual of Mental 
Disorders, Fourth Edition diagnostic criteria. Patients with a 
diagnosed psychiatric disorder were signifi cantly younger, had 
less functionality, had fewer social networks and had lower 
participation in religious services.7

The wish of the terminally ill to die has been associated with 
depression and anxiety, but not all patients expressing this 
desire actually have a psychiatric disorder. A study of patients 
with cancer receiving palliative care found that the majority of 
participants (69.5%) had no desire to die. Of those who had 
this desire, 18.3% expressed occasional transient thoughts 
and 12.2% reported an apparent genuine desire to die. Of 
these patients, 52.2% had diagnosed mental disorders and 
44.8% had not.8

One in three patients with cancer has a moderate-to-high 
level of emotional distress.9 Emotional distress has been 
proposed as the sixth vital sign, and can range from a healthy 
psychological adaptation to oncological disease to a mental 
illness.10 High levels of hopelessness, emotional instability and 
distortion of self-image are associated with high psychological 
distress in patients with advanced cancer.11

Psychological symptoms may infl uence physical symptoms. 
A study of the relationship between depression and 
the burden of physical symptoms in cancer found that 
depression was signifi cantly related to the number and 
severity of physical symptoms.12

Social support is another factor that infl uences the quality 
of life in patients eligible for palliative care.13

Approximately 77% of caregivers of patients with advanced 
and terminal illness admitted to palliative care also reported 

significant distress.14 In a study of informal caregivers 
of patients with advanced-stage cancer, almost 52% of 
participants had at least one psychiatric disorder, with anxiety 
disorder being the most prevalent condition.15 About 20% of 
caregivers develop complicated grief, a syndrome that includes 
recurrent thoughts and emotional reactions exacerbated 
in relation to the deceased.1 Long-term risk factors for 
complicated grief are a spousal relationship to the patient, 
the patient’s heavy reliance on care, poor family functioning 
and low levels of optimism.16 Wives and parents manifest more 
psychiatric symptomatology than other relatives.15

Finally, patients, families and caregivers have spiritual needs. 
Spirituality is a complex, comprehensive, multidimensional, 
systemic and integrative personal perspective of human 
experience, which through processes of questioning, 
reflection, contemplation, meditation or prayer, looks 
for possible meanings and purposes of life, feelings of 
connection and inner peace.1 Spirituality also reduced 
distress for patients and caregivers.17,18 According to two 
studies, those who believe in life after death have lower levels 
of distress, anxiety and depression, and despair, since they 
see life as a ritual of passage.19,20

Psychosocial intervention

Service set up

The general organisation of palliative care should be 
integrated into the national health system, and the different 
levels of palliative care must be flexible, dynamic and 
accessible, with professionals trained in the area and guided 
according to holistic thinking.1

Four levels of palliative care were identifi ed:

1. palliative actions: integration of the principles of palliative 
care in any service even if not specialised in this kind 
of care;

2. basic: care provided by primary healthcare professionals 
or specialists in life-limiting diseases who have good skills 
and knowledge in palliative care;

3. specialised: care provided by teams whose fundamental 
and unique activity is the provision of palliative care; and

4. centres of high complexity or excellence: centres for 
training, research, dissemination and development of 
palliative care.1

At an early stage in the development of palliative care, 
the services were directed essentially to cancer patients. 
Following the WHO’s changes to the concept of palliative 
care, focusing on patients’ needs rather than their prognosis, 
the target population for palliative care has become more 
comprehensive (including people with progressive, chronic 
illness, acute, severe illness and life-threatening illness with 
needs of support from third parties).1

The WHO has identifi ed several models of action in end-
of-life patients. At one extreme, the ‘therapeutic obstinacy 
model’ emerged, which comprised attempts to diagnose and 

treat until the last moment of life, with scarce possibilities 
of response and high costs for the patient, family and 
system. Another model identifi ed was the ‘abandonment 
model’, in which after a period of intense search for curative 
strategies one reaches the point where one considers that 
there is nothing left to do, ‘abandoning’ the patient. With the 
emergence of palliative care, the ‘separate model’ arose, in 
which, after a curative approach without success, the patient 
would move to a palliative approach. With the evolution 
of palliative care the ‘integrated model’ emerged, which 
advocates for decreasing curative and increasing palliative 
interventions, depending on the evolution of the disease and 
the needs of patients. Currently, the most recommended 
model is the ‘cooperative model with crisis intervention’, 
a model characterised by permanent collaboration and 
articulation between curative and palliative measures from 
the onset of the disease.1

The early start of palliative care is increasingly advocated. A 
study on the early implementation of palliative care concluded 
that this can improve quality of life and increase the degree 
of satisfaction of oncology patients with advanced disease 
and their caregivers.21

Four types of palliative phases are described:

1. acute: unexpected development of a problem or 
exacerbation of an existing problem;

2. deterioration: gradual negative evolution;
3. agonising: patients in which death is imminent; and
4. stability: patients not in any of the other phases listed.1

The goals of care depend on which palliative phase the patient 
is in. In the acute phase symptomatic control is paramount. 
In the deterioration phase it is important to give information 
about the disease and to manage the expectations of the 
patient and family. In the agonising phase the goal of care is 
focused on maximising comfort. In the stabilisation phase, 
the objectives are quality of life and the restoration of 
possible autonomy with adequate social support.1

The complexity of the disease and the associated psychosocial 
complications require a multidisciplinary approach to better 
meet the needs of end-of-life patients.6 A palliative care team 
should basically comprise a doctor, a nurse and a social 
worker.1 The importance of other professional categories in 
palliative care (such as psychologists and physiotherapists) 
is increasingly recognised.1 Within the medical category, 
psychiatry increasingly plays a relevant role in the management 
of high-intensity psychological problems at the end of life.22 
Palliative care requires a transdisciplinary approach, in which 
the team formed of a diversity of professionals use a common 
approach to solve their problems.1

In order to test the case management model (a model of 
care delivery that integrates patient needs according to their 
specifi c health issues in a holistic perspective) in specialised 
palliative care, a study was conducted that concluded that 
the case manager may contribute to greater collaborative 
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significant distress.14 In a study of informal caregivers 
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treat until the last moment of life, with scarce possibilities 
of response and high costs for the patient, family and 
system. Another model identifi ed was the ‘abandonment 
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effi ciency among different professionals in palliative care. 
The results suggest that the case management model 
relieves some members of the team of organisational and 
administrative tasks, which allows a greater dedication to the 
patient with improved quality of care.23

However, the care provided does not depend exclusively on 
the initiative of the professionals themselves, it also depends 
on the resources available. There are many disparities 
between countries, especially in Africa and Asia. The austerity 
policies implemented in Mediterranean countries and Eastern 
European countries have also had a negative impact on the 
psychosocial care of patients with cancer.24

Communication 

Communication is essential for the satisfaction of patients and 
their families regarding the quality of care. It can establish a 
relationship of trust, explore expectations and goals for care, 
report on illness, listen to and validate concerns and needs of 
patients, and provide a space for conversation about death.25

Giving bad news is an extremely diffi cult task. More than 
content itself, the way in which information is transmitted 
can have repercussions on the patient’s reaction. There 
is evidence that communication training for professionals 
working with patients with cancer has a benefi cial effect on 
their practice.26,27

The incidence of disclosing bad news to a patient increased 
from 2006 to 2012. The receiver of bad news also changed 
from family members only, to patients and family members 
together.28

In a study of cancer awareness and the relationship to distress 
and satisfaction in patients with cancer, most patients were 
informed about their diagnosis, but this was not the case 
with their prognosis. Full awareness of their diagnosis and 
prognosis did not signifi cantly increase emotional distress.29 
The majority of palliative care patients express a desire for a 
shared decision regarding their treatment.30

Another study with patients with cancer found that patients 
who manifested hopelessness and distress tended to 
perceive their physicians as being disconnected and less 
supportive. This points to the importance of the physician–
patient relationship in managing emotional distress.9 In 
another study, patients reported that, unlike sympathy, 
empathy and compassion were considered benefi cial by 
patients, compassion being the preferred approach.31

Two studies in an intensive care unit also emphasised the 
importance of effective communication with the family in 
reducing the psychological symptoms of the patient and the 
family.32,33

Psychological interventions

In order to improve the symptomatology and the quality of life 
of patients in palliative care, several therapeutic approaches 
have emerged.

Pain can be addressed by cognitive-behavioural techniques, 
biofeedback and hypnosis.6 In a pilot study, patients who 
received the relaxation intervention by palliative care 
physicians reported improvements in pain.34

Physical symptoms can also condition psychological 
symptoms that may interfere with the patient’s quality of life. 
A Cochrane study concluded that massage and aromatherapy 
massage confer short-term benefits on psychological 
wellbeing. The effect on anxiety and depression is supported 
by little evidence, and its benefi t is limited to 2 weeks after 
the intervention.35,36

Psychotherapy is a strategy for the treatment of depression in 
patients with cancer. Another Cochrane study concluded that 
psychotherapy was associated with a signifi cant decrease 
in the rate of depression in patients with incurable cancer. 
The evidence, of moderate quality, provided by randomised 
placebo-controlled trials has suggested that psychotherapy 
is useful for the treatment of advanced depressive states.37

Adjuvant psychological therapy, a cognitive behavioural 
treatment developed to alleviate cancer-related anxiety and 
depression, has also been used in emotionally distressed 
patients with terminal illness.38

Several forms of psychotherapeutic intervention have been 
created to include existential and spiritual dimensions into 
palliative care:

• Existential psychotherapy: individual or group 
psychotherapeutic modality that seeks to identify 
existential confl ict (such as freedom, lack of meaning, 
isolation), dysfunctional defence mechanisms and the 
destructive influence of self, as well as to alleviate 
secondary anxiety and to develop coping strategies.1

• Logotherapy: therapeutic modality based on the search 
for meaning of life, which deepens the unique personal 
existence.1

• Group therapy centered on meaning: group modality 
that promotes personal self-knowledge and search for 
meaning, peace and life purpose.1

• Therapy of dignity: therapeutic modality that explores 
dignity at the end of life, focusing on physical, 
psychological, relational, social, cultural and spiritual 
aspects. This individualised and brief approach invites 
patients to share important end-of-life issues. These 
matters will be recorded with the consent of the patient, 
transcribed and edited in a document as a fi nal legacy 
that is usually delivered to the family and loved ones.1,39

Biological interventions

In order to control the symptoms presented by patients in 
palliative care, painkillers, antipsychotics, anxiolytics and 
antidepressants are often used to control pain, psychomotor 
agitation, anxiety and depression. Some authors argue that 
some of these interventions are inappropriate in terminally 
ill patients. There is concern that antipsychotics or 
sedatives may make the person more sedated or confused. 
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Management should be carried out on a case-by-case 
basis, in order to provide the greatest possible comfort in a 
personalised way.1,6

In palliative care, fatigue can be severely debilitating, 
impacting daily activity and quality of life. Some drugs, such 
as amantadine, methylphenidate and modafi nil, may be 
benefi cial in the treatment of fatigue. A Cochrane review and 
meta-analysis concluded that in the face of limited evidence, 
it is not possible to recommend a specifi c medication for the 
treatment of fatigue in palliative care.40

Another controversial issue is the application of 
electroconvulsive therapy in palliative care. There are authors 
who argue that their use should not be completely ruled out 
and should be considered if it can provide a better quality of 
life for selected patients.41

Quality assessment

One study suggests that spiritual wellbeing is an important 
component in the quality of life of patients with advanced 
cancer. It verifi ed that depression and anxiety were negatively 
correlated with spiritual wellbeing. Therefore, adequate 
treatment approaches can reduce suffering and improve 
quality of life.17

In palliative care quality of life is closely related to the quality 
of death. One study identifi ed 11 main items of a ‘good 
death’: preference for a specifi c death process (such as 
how, who, where, and when); painless state; religiosity and 
spirituality; emotional wellbeing; fullness of life; treatment 
preferences; dignity; family presence; quality of life;  
relationship with healthcare providers; and other. The three 
main themes in all groups (patients, family and healthcare 
providers) were preferences for the dying process (94%), the 
painless state (81%) and emotional wellbeing (64%). Family 
members included the fullness of life (80%), quality of life 
(70%), dignity (70%) and presence of family members (70%) 
as the main themes. By contrast, religiosity and spirituality 
was reported more frequently in patients (65%) than in their 
relatives (50%).42

Most patients wish to die at home.43 This desire may have 
an impact on the decentralisation of end-of-life care from 
the hospital environment to the outpatient setting (Domus 
Model).44,45

An economic analysis on healthcare at the end of life found 
that care by a home-based palliative team was associated 
with a signifi cant reduction in hospital admission and in the 
number of emergency room visits in the last 2 weeks of life, 
as well as a lower risk of dying in the hospital. The results 
suggest that this approach may meet the patient’s desire to 
reduce healthcare costs.46

In order to improve the quality of palliative care, scientifi c 
studies are necessary. To evaluate the burden of psychosocial 
research at the end of life, a study was carried out with 
patients in palliative care, and it concluded that end-of-
life psychosocial research can be performed with terminal 
patients in an ethical way, since most patients are open 
to discuss the end of life, and may even benefi t from such 
discussions.47

To provide better care to the patient, it is necessary to invest 
in palliative care training directed to health professionals and 
caregivers.26,27,48,49

Future directions

Most palliative care patients have some degree of psychosocial 
disability, manifesting a total or partial reduction in a person’s 
ability to perform activities of daily living in the social, family 
and professional contexts. The degree of disability is variable, 
but severity tends to increase as the end of life approaches. 
This dysfunctionality places people with advanced disease 
in a situation of disadvantage and dependence. Physical 
deterioration has signifi cant psychological repercussions 
that affect a person’s quality of life. 

Patients are human beings with physical, psychological, 
social and spiritual needs. Psychosocial rehabilitation as ‘the 
development process of the remaining psychic abilities and of 
new skills for self-care, activities of daily living, interpersonal 
relationships, social and professional integration and 
community participation’50 may have a role in patients in 
palliative care.

Finally, integrated psychosocial interventions, targeted 
towards patients and their families, could allow the reduction 
of suffering, provide support in basic daily life activities, 
provide an improvement in quality of life and wellbeing, and 
aid in preparation for a death with dignity. 
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