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SUMMARY

OBJECTIVE: Evaluating the degree of cognition, functionality, presence of symptoms and medications prescribed for patients under
palliative home care.

METHOD: Descriptive, cross-sectional study where 55 patients under palliative home care were interviewed. Cognition was evaluat-
ed using the Mini-Mental state examination (MM), with patients being separated into two groups: with preserved cognitive ability
(MM=24), or altered (MM <24). The functionality was verified by the Palliative Performance Scale (PPS) and the patients were divided
into two groups: PPS<50 and PPS260. The symptoms presence was evaluated by ESAS (Edmonton Symptom Assessment System)
being considered as mild (ESAS 1-3), moderate (ESAS 4-6) or severe (ESAS 7-10) symptoms. Medications prescribed to control the
symptoms were registered. Statistical analysis used Student’s t test (p <0.05).

RESULTS: Most of the 55 patients were women (63.6%), 70.9% of these had MM> 24, 83.6% had PPS <50 and 78.2% presented chronic
non-neoplastic degenerative disease. There was a significant relationship between PPS<50 and MM=24. Symptoms were present in
98% of patients. Asthenia was more frequently reported and was not treated in 67% of the cases. Severe pain was present in 27.3%:
46% without medication and 13% with medication, if necessary. Most patients with severe dyspnea used oxygen.

CONCLUSIONS: Most of the analysed patients had their cognition preserved, presented low functionality and 98% reported the presence
of symptoms. Severe pain was present in almost 1/3 of the patients without effective treatment. Re-evaluate palliative home care is
suggested to optimize patient’s quality of life.
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INTRODUCTION

Population aging associated with increased con-
trol of chronic-degenerative diseases leads to a
systemic commitment of the patient, with greater
dependence and consequent loss of quality of life,
which leads to an increase in hospital admissions
and a high financial expense on healthcare'.

The hospital is not the place for such patients be-
cause it increases the risk of infection, causes isola-
tion from the family, and exposure to technological
resources that do not bring them benefits'. In this
reality, palliative care (PC) is inserted as a necessary

measure that provides humanized medical care di-
rected to the sick person and not only to the disease,
and whose main goal is the quality of life. WHO esti-
mates that 20 million people every year require PC at
the end of life, and that another 20 million need this
care in the years before death?

The medical world opinion today is preferably
curative/restorative. Consequently, patients with
chronic degenerative diseases are often submitted to
unnecessary examinations and treatment, with loss
of quality of life. These patients, if questioned, would
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not want any kind of invasive therapy. However, the
paternalistic view of medicine does not offer these
patients the right to exercise their autonomy. On the
other hand, the palliative view allows the patient to
live as actively as possible, redeem their pending is-
sues and exercise their autonomy?. This philosophy
is aligned with home treatment, which allows pa-
tients to be in their space, to determine their sched-
ules, to live with friends and family, maintaining
their daily life routine3.

One of the challenges of palliative medicine is to
respect the autonomy of the human being, combin-
ing their perception and way of living to the disease
and death. For the evaluation of the patient’s au-
tonomy, the determination of their cognitive status
becomes important. The Mini-Mental State Exam-
ination (MM) is the most widely used scale for this
purpose, with high sensitivity and specificity. In
Brazil, there are different versions of the MM, with
several cut-off points4. The Almeida version® points
out the value of 24 for the cut-off level of the MM as
the most suitable for educated elderly people. Ac-
cording to the authors, patients with MM equal or
above 24 are with cognitive capacity preserved and
able to exercise their autonomy. On the other hand,
patients below this value have impaired cognitive
ability®.

Functionality is an important item for the prog-
nostic evaluation of the patient, and the palliative per-
formance scale (PPS) is used for this purpose®’. It is
described that patients with PPS equal to or less than
50 have a prediction of survival around six months
and therefore should preferentially receive PC®8.

Adequate symptom control is one of the anchors
of PC and for such, there is a need for a systematic
evaluation that allows identification of the physical,
psychic and social symptoms of these patients®®.
In order to verify an adequate control of the symp-
toms, the Edmonton Symptom Assessment System
(ESAS)™ is indicated. The greatest limitation in the
use of this scale is that requires the patients commu-
nication ability.5°.

Considering the need for PC to be optimized in
home care, to encourage respect for patients’ au-
tonomy and for healthcare professionals to be ade-
quately trained to control the symptoms of patients
under such care, this study was idealized, which
aimed to evaluate the degree of cognition, function-
ality and the presence of symptoms in the patients
under home PC of an health plan in the city of Flo-

riandpolis. Secondarily, medications used to control
the identified symptoms were noted.

METHODS

Cross-sectional and descriptive study, approved
by the Ethics Committee on Research in Human
Beings of the University of Southern Santa Catarina
(Unisul), under report No. 1,193,273, which evaluat-
ed adult patients over 18 years of age enrolled in a
private health plan, who were under home PC in the
city of Florianépolis, in the year of 2016. In this plan,
PC is provided at the request of the attending physi-
cian and are carried out by a multi-professional team,
through home visits according to the periodicity es-
tablished by the professional in charge of the case.
Inclusion criteria were patients over 18 years old and
able to answer questions. At the time of the study,
the total number of adult patients under PC was 215.
Sixty-five patients who would receive visits from the
researcher in charge were randomly selected. This
number was obtained taking into account a sample
margin of error of 10%, with a confidence level of 95%
and a maximum percentage of 40%. During the study
period, 10 patients were excluded due to death or
discharge. Fifty-five patients were evaluated between
March and August 2016. The interviews were carried
out by the author of this study, who, as an observ-
er, did not appear at any time as a provider of any
professional services, such condition being informed
to the subjects of the study prior to all interviews.
All the patients have signed a informed consent form
(TCLE), being guaranteed the secrecy to collected
data. Preceding the interview, the researcher made
telephone contact with all the patients to know the
possibility of accepting participation in the study
and to schedule the visits, always carried out at the
patient’s home. During the visit, after obtaining the
TCLE, the questionnaire was applied, which includ-
ed questions about demographic and clinical data.

For the clinical evaluation of the patients’ cogni-
tive status, and indirect evaluation of their auton-
omy, the MM was administered at the time of the
visit. Patients were then separated into two groups,
those considered to have preserved cognitive ability,
which had a value of MM>24, and that of patients
who had an MM<24 and, therefore, had altered cog-
nitive ability®.

Patients’ functionality, an important item for
prognostic identification, was verified by the Pallia-
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tive Performance Scale (PPS), which is based on five
dimensions: ambulation, activity and evidence of
disease, self-care, intake, and conscious level. The
score of this scale ranges from 0 to 100, in intervals
of 10 points, and the higher the score, the better the
performance status®. Patients were divided into two
groups, with PPS<50 and PPS>608™.

The presence of symptoms was analysed using
ESAS10. This scale can evaluate the presence and
intensity of nine symptoms: pain, asthenia, nausea,
depression, anxiety, drowsiness, appetite changes,
dyspnea and malaise. The patients were grouped
according to the intensity of each symptom investi-
gated: O absent; 1-3 mild; 4-6 moderate and 7-10 se-
vere. It was found in the patients’ records whether
they were receiving medication for their symptoms
and whether they were using oxygen. For statistical
analysis, Student’s t test (Windows Excel) was used,
being considered a p <0.05.

RESULTS

Analysing the clinical-demographic character-
istics of the patients evaluated, 35 (63.6%) were fe-
male and 20 (36.4%) were male, with ages ranging
from 25 to 105 years old and a mean of 71.3+19.3, and
60% of the patients were over 71 years old. In rela-
tion to schooling, 5 (9.1%) patients had 0-3 years of
schooling, 15 (27.3%) 4-8 years and 35 (63.6%) over 8
years of schooling. Regarding mental capacity/MM
(Mini-Mental State Exam), 16 (29.1%) had MM<24 and
39 (70.9%) MM>24. Regarding the PPS functionality,
46 (83.6%) had PPS<50 and 9 (13.4%) had PPS>60.
There was a significant relationship between altered
cognitive ability (MM<24) and female (p <0.01), old-
er age (p <0.01) and low functionality (p <0.03). It
should be noted that there were a small number of
patients with PPS>60. Regarding the diagnosis of the
underlying disease, 12 (21.8%) patients had neoplas-
tic disease and 43 (78.2%) had non-neoplastic chron-
ic-degenerative disease.

Regarding the evaluation of the symptoms, 54
(98%) of the 55 patients studied reported some type
of symptom. Figures 1, 2 and 3 indicate the results
regarding the presence of symptoms and the suit-
ability of the prescribed treatment for the control of
these symptoms. It can be verified that almost all the
patients reported some type of malaise sensation,
and the majority, 39 (70.9%), considered this malaise
as mild or moderate. In general, the most prevalent

symptoms were asthenia (n=37/67%), drowsiness
(n=31/56%), anxiety (n=30/54%), pain (n=28/51%),
depression (n=26/47%), dyspnea (n=25/45%), appe-
tite change (n=25/45%) and nausea (n=11/20%). The
most prevalent symptom severity was asthenia
(n=20/36%), followed by dyspnea (n=18/33%) and anx-
iety (n=16/29%). It is noteworthy that 15 (27.3%) pa-
tients reported severe pain.
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FIGURE 1. Presence of mild/moderate and severe symptoms
(ESAS), in relation to the number of patients studied.
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FIGURE 2. Relationship between the presence of mild/mod-
erate symptoms (ESAS) and the prescription of medication to
control these symptoms.
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FIGURE 3. Relationship between the presence of severe
symptoms (ESAS) and prescription of medication for the
control of the symptoms studied.
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DISCUSSION

In this study, a significant relationship can be
observed between the impaired cognitive state
(MM<24) of the patients analysed, female sex, older
age and low functionality. These data are within the
expected, because with advancing age, worsening
functionality and cognitive status are part of aging.
Harris et al.® demonstrated that age and sex also
contribute to the prognosis, with patients under 65
years old being less likely to die within six months
and male patients being more likely to die within
six months. It should be noted that the majority of
patients analysed (70.9%) presented MM=>24 and,
therefore, preservation of cognitive ability, essen-
tial for the patient to be able to exercise their auton-
omy. The MM may present a bias because people
may have difficulty performing the test. However,
since in this study patients had good education lev-
el, this did not occur.

In the sample analysed, there was no difference
between the degree of cognition of the patients and
the level of education or the diagnosis of the under-
lying disease. The majority of patients suffered from
chronic non-neoplastic degenerative disease, which
corroborates the current trend regarding the aging of
the population and consequent increase in prevalence
of these diseases. It is worth noting that the diagnosis
of the disease also interferes with the prognosis. Pa-
tients with severe cardiac disease, but with PPS still
high, are likely to suffer cardiorespiratory arrest, and
patients with certain neoplastic diseases, with any
PPS value, have a high probability of death within six
months. On the other hand, it is difficult to predict ad-
equate life expectancy for patients with neurological
disease or dementia, who may present a very low PPS
and no quality of life, but still live for a long time®.

Regarding the functionality (PPS) of the patients
studied, it can be seen that the majority (83.6%) had
low functionality and, therefore, an important im-
pairment of their quality of life and social life. A sig-
nificant correlation between PPS<50 and altered cog-
nitive ability was also identified. Therefore, it can be
said that the majority of the patients who composed
the sample of this study would prefer PC preferen-
tially or exclusively. A study that evaluated patients
with non-neoplastic and neoplastic chronic-degener-
ative diseases pointed out a life expectancy for those
with PPS<50 around 90 days™. Other papers, includ-
ing only patients with neoplasm, demonstrated an
even shorter survival of these patients (34 days)®.

Thus, it can be concluded that the lower the PPS val-
ue, the shorter the patient’s survival®®. It should be
emphasized that prognostic evaluation is important
for the definition of the treatment, and more specif-
ically the planning of end-of-life care, which should
be guided by the values of the patients and their rel-
atives™.

One of the foundations of PC is symptom con-
trol, which allows comfort and quality of life to the
patient. At the stage where the patient only needs
palliative medical care, events must be predicted for
decisions to be shared with the patient/family bino-
mial®". The control of pain and suffering is consid-
ered a fundamental human right, being an important
therapeutic competence and ethical responsibility of
healthcare professionals™. Since 1999, WHO has rec-
ommended as priority the effective control of pain,
which is considered the fifth vital sign® In palliative
medicine, there is the definition of “total pain”, so
that this symptom is evaluated in its physical, emo-
tional, social and spiritual dimension™.

The multicentre study Support®™, conducted in 1995
with 10,000 patients with terminal disease, showed
that half of them died with moderate or severe pain,
without any analgesic prescription. A recent study with
hospitalized patients, not on PC, showed patients with
various non-medicated symptoms, including pain®. On
the other hand, studies with chronic patients under PC
demonstrate a good control of symptoms and improve-
ment of the quality of life of these patients™®.

When the patients are under home PC, relatives
are responsible for their care, therefore they must be
adequately informed about the real condition of their
beloved relative and the prognosis of their disease™.
They also need to receive technical support for care,
especially regarding the supply of drugs to control
symptoms”. This will avoid unnecessary use of care
in emergency sectors?®. Inadequate control of symp-
toms will lead to patient and family suffering, ren-
dering it unsafe, which will certainly contribute to
a difficult mourning, and may lead to conflicts with
healthcare professionals and consequent lawsuits'.

A fact observed in this study was the high preva-
lence of poorly controlled symptoms in the patients
analysed, especially regarding the control of mild,
moderate or severe pain. The adequate control of pain
must ask for individualized prescription, scheduled
medication and rescue doses, if necessary.?'. Unfortu-
nately, in this study only 30% of the patients were re-
ceiving scheduled medication, 45% of which received
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no drugs to control pain and 20% received prescription
“if necessary”. Another poorly controlled symptom
in almost 70% of the patients studied was asthenia.
A study that evaluated the symptoms of 168 patients
hospitalized in a university hospital showed similar re-
sults, indicating poor control of pain reported as mod-
erate. The prescriptions for pain control were predom-
inantly “if necessary”, prevailing the use of non-opioid
analgesics and weak opioids. In the same study, anxi-
ety was not treated in over 75% of the patients™.

Regarding the evaluation of dyspnea, it was ver-
ified that 30 patients were asymptomatic, one of
which was submitted to non-invasive ventilation,
another was nebulized with bronchodilators and a
third one used oxygen associated with nebulization
with bronchodilators. Severe dyspnea was reported
by 18 patients (32.7%), of which two patients received
no medication to control this symptom. Non-invasive
ventilation was provided for three patients with se-
vere dyspnea, and 11 were on oxygen therapy. The
use of oxygen was detected in 61.11% of the patients,
with nebulization associated with bronchodilators,
the second most commonly prescribed medication
for dyspnea control (n=12).

Thus, a high prevalence of severe dyspnea was
observed, in which about 70% of the patients were
being medicated with the administration of oxygen.
It is worth noting that the use of oxygen in the final
stage of life, and more specifically for the control of
dyspnea, is controversial, since, besides the benefit of
this medication not being proved, it generates a high
cost for the treatment. On the other hand, simple mea-
sures like the act of opening a window or connecting a
ventilator can decrease the patient’s dyspnea by stim-
ulating receptors on the face. It is emphasized that the
standard treatment indicated for the control of termi-
nal dyspnea is the use of opioids??. This medication
was not prescribed for any of the patients with severe
dyspnea who participated in this study.

It is worth mentioning that the inadequate control
of one symptom may negatively interfere in the devel-
opment or aggravation of another correlated symp-
tom®®. It is described that, for each symptom spon-
taneously reported by the patient, nine are no longer
communicated™ For the mentioned reasons, the stud-
ies recommend the systematization of the evaluation
of the symptoms and their control, the ESAS scale
being the most used for this purpose™*. Evaluation
and re-evaluation, carried out using the ESAS and PPS
scales, should be done at all visits and is essential for

the monitoring of symptom control and prognosis,
which may vary with the evolution of the disease,
serving as a parameter to determine the most appro-
priate treatment for each moment®". Studies indicate
that the presence of uncontrolled symptoms leads
to a deterioration in the quality of life and its control
leads to a rapid improvement in patients’ well-being,
suggesting that the use of checklists can have a funda-
mental influence on the quality of care®?*.

Many symptoms are poorly controlled dued to the
doctor’s fear of double effect drugs. However, there
is an ethical and legal definition regarding the PC to
be administered in the final stage of life. The Medical
Ethics Code states that in cases of incurable and termi-
nal illness, the physician should offer all PC available, but
avoid unnecessary therapies. It is described in Resolu-
tion n. 1805/2006 of the Federal Council of Medicine®
that, in the terminal stage of serious and incurable dis-
eases, the doctor can suspend treatments and must guar-
antee the necessary care to relieve the symptoms that
lead to the suffering, within an integral care, respecting
the patient’s wishes. Therefore, the patient has the
right to a care that allows them to not suffer, with their
symptoms controlled, and as the physician has an eth-
ical duty to provide this type of care®. It also influenc-
es in the inadequate conduction as to the treatment
of patients with terminal illness the lack of technical
training of the professionals involved. Brugnolli et al.
showed that, although physicians knew the concept
of PC, they did not know how to actually apply it in
practice. Other studies show the difficulties of physi-
cians in controlling symptoms, alleviate, treating pain
adequately and talking about death?. Collins et al.,?®
in their study of “a decade after the Support study,”
show that the end-of-life quality desired by patients
and families should incorporate shared decisions, con-
tinuity of care, emotional and spiritual support, and
adequate symptom control. These items should be
associated with comfort care and the organizational
support of healthcare services®.

CONCLUSION

Most patients had preserved cognition, had low
functionality and reported the presence of symp-
toms. Severe pain and major dyspnea were present
in almost 1/3 of the patients, not being prescribed ef-
fective treatment to them. It is suggested that home
PC should be reassessed in order to optimize pa-
tients’ quality of life.
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RESUMO

OBJETIVO: Avaliar o grau de cognigdo, a funcionalidade, a presenca de sintomas e as medicagées prescritas para pacientes sob cuidados
paliativos (CP) domiciliares.

METODO: Estudo transversal, descritivo, em que foram entrevistados 55 pacientes sob CP domiciliares. A cognigdo foi avaliada pelo
miniexame do estado mental (MM), sendo os pacientes separados em dois grupos: com capacidade cognitiva preservada (MM=24)
ou alterada (MM<24). A funcionalidade foi verificada pela performance paliativa (PPS), sendo os pacientes divididos em dois grupos:
PPS=50 e PPSz60. A presenga de sintomas foi analisada pelo ESAS, sendo considerados sintomas leves (ESAS 1-3), moderados (ESAS
4-6) ou graves (ESAS 7-10). Foram anotadas as medicagdes prescritas para o controle dos sintomas. Para andlise estatistica, foi uti-
lizado teste t student’s (p<0,05).

RESULTADOS: Dos 55 pacientes entrevistados, a maioria era de mulheres (63,6%), 70,9% tinham MM>24, 83,6% tinham PPS<50 e
78,2% apresentavam doenga crénica degenerativa ndo neopldsica. Houve relacdo significante entre PPSs50 e MM=24. Sintomas es-
tavam presentes em 98% dos doentes. Astenia foi mais frequentemente apontada, ndo sendo tratada em 67% dos casos. Dor grave
estava presente em 27,3%: 46% sem medicagdo e 13% com medicacdo se necessdrio. A maioria dos pacientes com dispneia grave
usava oxigénio.

CONCLUSAO: A maioria dos pacientes tinha cognigdo preservada, apresentava baixa funcionalidade e referia a presenca de sintomas.
Dor grave estava presente em quase 1/3 dos pacientes, ndo lhes sendo prescrito tratamento eficaz. Sugere-se que sejam reavaliados

os CP domiciliares com o objetivo da otimizagdo da qualidade da vida dos pacientes.

PALAVRAS-CHAVE: Cuidados paliativos. Avaliagdo de sintomas. Dor. Assisténcia domiciliar.
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