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ABSTRACT:

Introduction: Providing necessary healthcare to complex chronic degenerative patients, including
palliative care, is a current important demand in order to increase the life expectancy of these
populations.

Objective: To describe the main needs regarding palliative care of persons living with complex chronic
degenerative conditions in an institution of 3rd level of attention. The theoretical framework is Wagner's
Chronic Care Model.

Methodology: This is a descriptive, transversal, quantitative research. A total of 50 hospitalized
patients without oncologic diagnosis from an institution of 3rd level of attention were assessed in order
to identify their palliative care needs. The NECPAL CCOMS-ICO® 3.1 (2017) instrument was used. The
Kuder-Richardson Reliability Test turned out to be 0.73.

Results: Most participants showed some degree of cognitive deterioration regarding the areas of
attention and language. Based on the Karnofsky index, 60% of the participants were physically disabled
to carry out their daily activities. Fragility was evident in 82% of the participants, while 64%, 58%, and
62% showed delirium, pressure sores, and dysphagia respectively.

Discussion and Conclusions: The present study contributes to the knowledge regarding the special
care needs of persons living with complex chronic degenerative conditions. An objective is to reduce the
long and costly hospital stays by implementing a home-extended palliative care plan which actively
integrates the family members in the care process and decision making.

Keywords: palliative care, complex chronic degenerative ilinesses, care needs, nursing.
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RESUMEN:

Introduccidn. Brindar los cuidados necesarios a los pacientes cronicos, con la consiguiente inclusion
de los Cuidados Paliativos, es una demanda actual debido al aumento de la esperanza de vida y la
complejidad de los problemas de salud crénico degenerativos.

Objetivo. La presente investigacion tiene por objetivo describir las principales necesidades de atencion
paliativa en las personas con enfermedades crénicas degenerativas complejas en una unidad de tercer
nivel de atencion. Los referentes tedricos provienen del Modelo de Cuidado Crénico de Wagner (MCC).
Metodologia: Investigacion cuantitativa descriptiva, transversal. Se valoré a un total de 50 pacientes
hospitalizados en una unidad de tercer nivel de atencién con diagndstico no oncoldgico para identificar
las necesidades de cuidados paliativo a través del instrumento NECPAL CCOMS-ICO® 3.1 (2017). La
confiabilidad alcanzada tras recoleccion fue de .73 KR20.

Resultados: La mayoria de los participantes tienen deterioro cognitivo en Atencion y en Lenguaje. El
declive funcional relacionado con el ‘indice de Karnofsky nos sefiala que el 60% estan incapacitados
fisicamente para llevar a cabo sus actividades diarias. La presencia de fragilidad se manifiesta por el
82% de los participantes presenta infecciones, delirium el 64%, el 58% manifiesta Ulceras por presion y
62% problemas de disfagia.

Discusién y Conclusiones: El presente estudio contribuye a valorar las necesidades de cuidados
paliativos, disminuye internaciones hospitalarias largas y de alto costo econdmico y social para las
familias y permite implementar un plan de cuidados paliativos extendidos al domicilio y tener previsto

un plan de informacion sobre la toma de decisiones en la familia.

Palabras clave: cuidados paliativos, enfermedades crénicas degenerativas complejas, necesidades de
cuidado, enfermeria.

INTRODUCTION

Some changes in the epidemiological transition of the last decade have been
characterized by increases in the life expectancy of the populations, and therefore, by
increases in chronic degenerative illnesses as well. In order to address this new
reality, healthcare professionals are required to adjust their perspective of care and
provide the necessary attention to chronic patients, including Palliative Care (PC).

Palliative Care, as a special care approach, is mainly focused on improving the quality
of life of chronic patients through addressing the symptoms and secondary effects of
the treatments. Palliative Care has a goal of helping patients suffering from a serious
illness to live as best as possible and for as lodieng as possible; in other words, to live
with quality, or as Cicely Saunders expresses "... to live until the day you die" (). The
WHO estimates that annually 40 million persons - of which 78% live in low or middle
income countries - are in need of palliative care .

Around 75% of all people will die due to one or several chronic progressive illnesses,
meaning that simultaneously, they will require a great deal of attention, will face
important ethical and clinical decisions, and will use diverse healthcare and social
services @); therefore, the timely identification of patients requiring palliative care can
increase the likelihood of improving their quality of life, while at the same time,
respecting their values and beliefs through the best care practices 24

Palliative Care Needs

It is estimated that in 2015, 41 million people worldwide died due to chronic
degenerative illnesses. According to the National Institute of Statistics and Geography
of Mexico, in 2018, 101,257; 149,368; 93,372; and 35,300 persons died due to
complications of diabetes, heart illnesses, tumors, and cerebrovascular illnesses
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respectively ®). These patients are in need of permanent monitoring because of their
special fragility. This is why they are referred to as complex patients. In other words,
complex chronic degenerative patients are those who are suffering from one or more
chronic illnesses in advanced stages and other chronic related illnesses, disabilities,
as well as insufficient social support to address their needs. Some characteristics of
these patients are:

A high probability of suffering crises or decompensations.

A need of being monitored and followed up.

The use of urgency or emergency services.

A limited life expectancy forecast.

The use of diverse medical appliances.

A situation of fragility with high risk of functional and cognitive decline.
An adverse social situation.

The World Health Organization defined Palliative Care (PC) as the improvement of the
quality of life of patients and their families through prevention and relief of suffering by
means of an early identification and appropriate treatment to the physical and spiritual
symptoms ©),

In Mexico, access to palliative care is limited because less than 10% of patients
requiring this kind of healthcare actually receive it. The four main illnesses groups
which require more palliative care for their addressing are: cardiovascular, oncologic,
chronic respiratory, and metabolic.

People who die from cancer generally have a predictable short terminal course. In
contrast, patients with cardiac, pulmonary, hepatic, or renal insufficiency can
experience a slow and fluctuating decline over the years (1 to 5 years). Nevertheless,
those patients rarely have palliative care.

Chronic non transmissible illnesses are closely related to the aging process and the
adoption of unhealthy lifestyles (). Behind these conducts are the psychological and
social factors, including the socioeconomic status, the education level, the family
environment, etcetera, which all need to be thoroughly considered as well. This
situation is similar worldwide but it becomes even more critical in countries with lower
incomes. Therefore, it is very important that all governments join efforts in fostering
healthy environments.

For healthcare providers, it is particularly relevant to timely identify the special needs
of patients requiring palliative care; to reassure the control of pain and other
symptoms; and to promote the psychological, emotional, and spiritual wellbeing to
both the patients and their families. Wagner's Chronic Care Model is one of the first
widely shared system which addresses all these special issues. The model has been
in use for about 20 years. It is focused on the interactions of well informed and active
patients with proactive and well prepared healthcare teams ®). Moreover, this model
requires a health system which is well organized and linked to the resources of the
community. Simultaneously, the healthcare teams should have the appropriate skills
on the usage of assessment instruments, clinical guidelines, and related information
technologies.
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The synchronization of patients and their families with the functions of nurses is an
interacting process aimed at improving the communications, solving doubts, and
lowering the number of hospitalizations for situations which can be handled by
telephone, video-calling, or home visits.

MATERIALS AND METHODS

This is a quantitative, descriptive, transversal, and correlational study on a population
of 50 patients with complex chronic degenerative illnesses, hospitalized in an
institution of 3rd level of care in the City of Mexico [N=157]. The unit of analysis was
the hospitalized patient (in floors 1,2, or 3), of both sexes, who were in the hospital
because of illness (1 to 3 months).

A pilot was carried out with 11 patients having similar characteristics. The NECPAL
CCOMS-ICO® 3.1 @ instrument adapted by Ayala, Carmona and Ponce 2019 was
used.

The criteria of inclusion were:

e Hospitalized patients on units of 1st, 2nd, or 3rd floors of a selected
institution of 3rd level of attention with the corresponding authorization and
informed consent from the patient or the responsible family member.

e Patients with chronic illnesses in situation of advanced or terminal stages
(oncologic, and/or chronic pulmonary, cardiac, neurological, hepatic, renal).

e Patients with decompensations due to other illnesses including chronic and
autoimmune.

The sample was by convenience due to the current sanitary emergency because of
COVID-19. The variables of interest considered were:

01: Function decline.

02: Cognitive decline.

03: Nutrition decline.

04: Severe dependency.
05: Geriatric syndrome.
06: Psychosocial aspects.

The Kuder-Richardson Reliability Test turned out to be 0.73 suggesting a good internal
consistency. The clinical history, medical appliances checklist, and patients and their
families interviews were used. Patients were assessed from the 7th day of their
registration during a 2-3 days period. Descriptive statistics; instrument scores weights;
and inferential statistics were all calculated.

Enfermeria Global



Table No. 1
NECPAL Scores Label Meaning

0-1 Situation of complexity | Patients are relatively

with low need of palliative | independent but have
care some limitations

regarding their selfcare

2-4 Situation of complexity | Patients are unable to
with moderate need of | find enough resources or
palliative care energies to meet their
own needs and partially
depend on others for
their selfcare

5-7 Situation of complexity | Patients are incapable of
with  high need of|finding resources or
palliative care energies to meet their
own needs and almost
totally depend on others
24 hours a day for their
selfcare

8-10 Situation of complexity | Patients are critically sick
with very high need of | and require life support
palliative care measures to maintain
their lives. They are
totally dependent.

Source: authors.

Data were processed using SPSS version 25. The study was approved by the ethics
committee of the hospital. An informed consent was obtained from all the participants
regarding their assessments and data gathering. The study followed the guidelines of
the General Law of Health article 4th as well as those of the Deontological Code of
Nursing.

RESULTS

The average age of the participants was 58 years old. Fifty eight percent were female.
The average hospital stay was 44 days. Most participants had their residencies in
other states; and 56.6% were married. The average of existing comorbidities in the
participants was 3. Chronic pulmonary illnesses accounted for 30% of the total.
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Cardiac illness accounted for 27% of the total. The average weight loss was 3.38

kilograms (Graph 1).

Graph 1

Nutrition decline / Weight loss

18

44% of the participants were postrated on bed 24 hours a day with a serious health
status; nevertheless, 84% of these hospitalized patients required some degree of

nursing medical attention, including total support (Graph 2).

Graph 2

Functional decline / Karnofsky Scale

H Very ill, totally postrated

16; 16% 16; 16% B Seriously incapacitated, needs

support treatments

M Incapacitated, needs special care
and attention for more than half of
the day.

16; 16%

Requires attention, including
medical. Postrated less than 50% of
the day.

B Capable of caring his/her self but
incapable of completing normal or
active work activities.
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Cognitive decline in terms of orientation, memory, and language was detected in 54%

of these patients in a moderate to severe level, making it necessary to have nursing
interventions.

Fragility was found in 82% of these patients regarding infections (41%), delirium
(64%), and dysphagia (62%) (Graph 3).

Graph 3.

Fragility Signs / geriatric syndrome

Dysphagia Infections Pressure Sores Delirium

® YES ® NO

Regarding persistent symptoms, 84% of these patients manifest chronic pain, 74%
had no appetite, 70% showed respiratory distress, 64% were in a state of somnolence
most of the day (Graph 4).

Graph 4

Physical distress symptoms
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All patients (100%) showed progressive illnesses with 8 or more persistent symptoms.
The NECPAL dimensions are shown in Graph 5. Nine out of ten participants
manifested psychological distress, and 7 out of 10 presented social vulnerability. All
these indicators highlight the magnitude of the pain, risk, and vulnerability which these
patients undergo.

Graph 5

Percentage of population which is affected / NECPAL
Dimension

Functional Decline
100
90
Social Vulnerability 80 Cognitive Decline

68 70
60

20 56
40

50

Progressive lliness Indt&%or Nutritional Decline

Multi-morbidity Fﬁgility
100
Psychological Distre5950 Persistent Symptoms

100

The needs regarding palliative care were from high to very high in 95% of the
population (Graph 6).
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Graph 6.

% with needs of Palliative Care

4; 4%

22; 22% '

Moderate needs

M High needs
74; 74% H Very high needs

Inferential statistics were calculated with a confidence interval of 95%. The
Spearman’s R for non parametric samples (n = 50) yielded the following significant
values:

Regarding the dimensions of fragility and age, a weak and positive association was
found (R Spearman = .471, p=.001), suggesting that the older the patients are, the
more symptoms of fragility they suffer.

Regarding the dimensions nutritional decline and physical distress, a weak and
positive association was found, reflecting what happens in 40% of cases of the study,
and suggesting that the more nutritional decline the patients have, the more physical
distress they suffer (R Spearman = .424, p=.002).

A weak and positive association was found between fragility and nutritional decline
which reflects what happens in 33% of the cases in this study, suggesting that the
more fragility the patients show, the more nutritional decline they have (R Spearman
336, p=.017).

A mid size and positive association was found between fragility and the palliative care
need (R Spearman .424 y p= .002), suggesting that, the more fragility the patients
show, the more palliative care needs they have. This was clear in 42% of the cases of
the study.

A mid size and positive association was found between cognitive decline and palliative
care (R Spearman .550, p=.000), suggesting that the more cognitive decline the
patients have, the more palliative care they need.

An association was also found between palliative care needs and nutritional decline (R
Spearman .550, prob= .000), suggesting that the more nutritional decline the patients
have, the more palliative care they need.
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Regarding differences in sex and palliative care needs, Mann-Whitney U test was
calculated. There were no significant differences between women and men ( p=.05).

DISCUSSION

The nutritional decline of these patients reveals that 7 out of 10 participants have
some degree of weight loss. A similar finding was reported in Colombia ('%. Moreover,
in women between 60 and 74 years old, a weight loss of more than 5% has been
associated with a double risk of disability in comparison with those without weight
loss(1"),

Regarding the functional decline measured with the Karnoksky scale (2, and
considering the retrospective study by Zamora et al., in Spain ('3, it is believed that
pain and other oncologic signs are related with the functional decline; nevertheless, in
this study such association was not found.

Camargo and Laguado in Colombia ("% refer that 41.7% of the participants in their
study showed some cognitive decline in the dimensions of orientation, balance,
memory, and language. In this study, 54% of patients demonstrated such association.

Escuin et al’®., detected in more than 50% of the participants in their study some
nutritional, functional, and cognitive decline, as well as severe dependency in more
than 90% of the cases which also presented geriatric syndromes and persistent
symptoms. This finding is similar to what was found in the present study.

Regarding the presence of a component of fragility in terms of Wagner's Model (16), in
relation to a syndrome of biological reduction and accumulation of stress and multiple
physiological problems in older adults with complex chronic problems, a study carried
out in Latin America showed that fragility was clearly associated with the number of
comorbidities and the degree of cognitive decline (7).

CONCLUSIONS

The present study contributes to acknowledging the needs of palliative care which
older adults with complex chronic conditions require. Moreover, the palliative care can
reduce the burden of economic and social costs to the families.

The promotion of planning of palliative care avoids unnecessary treatments, a situation
which can reduce further body intervention complications. The healthcare teams
should share the objectives of palliative care in order to provide comfort to the patient
and also reduce the stress on a single healthcare provider.

This study also promotes a reflection on the design of better palliative care protocols
based on the early identification of needs and the use of modern and validated
instruments in order to address the diverse and complex needs of these populations.

Palliative care should be extended to patients with chronic illnesses who are not
necessarily in advanced stages. People requiring palliative care are not only persons
with cancer, but also those suffering from complex chronic illnesses of the heart,

Enfermeria Global



lungs, kidneys, or because of complications from HIV. Palliative care should always
consider the relief of pain and suffering and the security all basic needs.

A fundamental function of healthcare teams is to contribute to the improvement and
support of patients in their final stage of life. These healthcare teams should constantly
be trained and updated, just as Murray and Sheikh suggest ('®). The Model of Palliative
Care of Wagner for chronic patients is a successful reference guide. Therefore, the
health system in Mexico should evolve in its health politics and personnel formation
regarding the provision of palliative care.
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