www.um.es/eglobal/

Preliminary study of the end-of-life process through data

triangulation in a regional Hospital
Estudio preliminar del proceso fin de vida mediante triangulacién de datos en un
hospital comarcal

Maria del Mar Alfaya-Gongora’
Maria Angustias Sanchez-Ojeda’
Miguel Angel Gallardo-Vigil?
Silvia Navarro-Prado'

"Facultad de Ciencias de la Salud de Melilla. Universidad de Granada. Departamento de Enfermeria.

Espafa. maso@ugr.es
2 Facultad de Educacion y del Deporte de Melilla. Universidad de Granada. Departamento de Métodos
de Investigacion y Diagnéstico en Educacion. Espana.

https://doi.org/10.6018/eglobal.428511

Received: 19/05/2020
Accepted: 21/12/2020

ABSTRACT:

Objective: To know the characteristics of the end-of-life process in a Regional Hospital, according to
the actors involved, establishing convergence/divergence elements in care process, decision-making,
information and knowledge.

Method: Observational, cross-sectional, descriptive, convergent of mixed methods and data
triangulation study. Carried out on a sample of 63 subjects, of which 25 were health professionals, 19
family caregivers and 19 medical records of patients who died in the course of a year.

Results: Data triangulation shows discrepancies between family members and health professionals
regarding care quality and the information provided. The lack of documentation in medical records of
care aspects related to decision-making or terminal sedation stands out.

Conclusion: This study provides an integrated view of end-of-life care provided in a Regional Hospital,
identifying priority areas of intervention in order to improve quality of life in this process, such as patient
involvement in decision-making, appropriate completion of medical records and health professional
training.

Key words: Palliative Care; Research Techniques; Patient Care; Family; Health Personnel.

RESUMEN:

Objetivo: Conocer las caracteristicas del proceso de final de vida en un Hospital Comarcal, segun los
actores implicados, estableciendo los elementos de convergencia/divergencia en el proceso asistencial,
toma de decisiones, informacién y conocimientos.

Método: Estudio observacional, transversal, descriptivo, convergente y analitico de métodos mixtos y
triangulacion de datos. Se realizé sobre una muestra de 63 sujetos, de los que 25 fueron profesionales,
19 familiares cuidadores y 19 historias clinicas de pacientes fallecidos a lo largo de un afio.
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Resultados: La triangulacion de datos muestra discrepancias entre familiares y profesionales de salud
en cuanto a la calidad de la asistencia y la informacion facilitada. Destaca la falta de registro en las
historias clinicas revisadas sobre aspectos del proceso asistencial relacionados con la toma de
decisiones o la sedacién terminal.

Conclusién: Este estudio proporciona una visién integrada sobre la atencién sanitaria en el proceso de
final de vida prestada en un Hospital Comarcal. Muestra areas prioritarias de intervencién, para mejorar
la calidad de vida en este proceso, como son la implicacion del paciente en la toma de decisiones, la
cumplimentacion adecuada en las historias clinicas y la formacién de los profesionales.

Palabras clave: Cuidados Paliativos; Técnicas de Investigacion; Atencién al paciente; Familia;
Personal de Salud.

INTRODUCTION

Terminally ill patients, as well as their families and the health professionals who care
for them, face a complex situation(!) that requires comprehensive assistance aimed at
each of the actors involved in this process. In addition to presenting physical signs and
symptoms such as pain, malnutrition and the effects of treatment, patients require
attention to other needs such as respect for their decisions, privacy, adequate
information, understanding, compassion and assistance in facing their situation. This
implies the need to provide psychological, social and spiritual support to both patients
and their families and to have a health team with specialized training, especially in
bioethical aspects, communication skills, emotional support and teamwork dynamics,
working in a coordinated and effective way among the different health care network
settings®.The multidisciplinary nature of the health teams requires that, beyond
specific training and skills of each professional field, a shared training is provided, in
which each team member knows what the other does in order to offer a real and
quality comprehensive care.

Regarding the aspects that determine proper care in this process, the majority of the
reviewed studies highlight access to palliative care, training and experience of health
professionals, treatment objectives, comprehensive care provision, patient and family
involvement, end-of-life planning and respect for patient wishes®-9).

In clinical practice, the high rate of hospitalization of patients in this situation is more
associated with aggressive treatments directed towards prolonging life rather than
alleviating symptoms. Likewise, it is frequent that during hospitalization patients have
scarce information, communication and participation in the process®6).

The existence of different organizational models, heterogeneity of resources, diversity
of the level of training of health professionals, as well as cultural, political, ethical and
religious aspects, determine the approach of the end-of-life process. All of these
factors make up a care complexity that must respond to different areas of need,
knowing the perspective of the different participants involved in the process(’-19).

Several studies have analyzed these issues from health professionals experience,
highlighting the need for adequate training to provide quality care("-13), In relation to
the selection of the place where care is provided, some authors find discrepancies in
the perception that health professionals and families have when deciding on home
care, highlighting the importance of learning to work in conjunction with good
professional-caregiver coordination, the provision of resources and patient
participation in this decision®). It is important to analyze the quality of life of the
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caregivers, the extent of knowledge about diagnosis and prognosis and
communication between patients, families and health professionals in hospital units
that provide end-of-life care('4).

The project was carried out at the Melilla Regional Hospital, which is the only one in
the city and has a capacity of 172 beds, serving a population of 86,120 inhabitants,
according to recorded data from the National Institute of Statistics in 2017('%), Due to
the frontier nature of this city, this health center serves a population with a significant
cultural diversity that increases the complexity of health care at the end-of-life. The
aims of this study were: to analyze how the end-of-life care procedures are developed
in oncological and non-oncological patients hospitalized in this city according to the
actors involved, identifying elements of convergence/divergence in pre-established
categories: care process, information and knowledge about diagnosis, prognosis and
treatment, and decision-making.

METHOD
Study design

The methodological framework was that of mixed methods research, an orientation
that allows a comprehensive investigation to address complex situations, under an
approach that combines two or more strategies, quantitative or qualitative, in a single
research project('6).

Different sources and methods of data collection have been used to seek
convergence/divergence through triangulation('®-'7), In this case, the sample consists
of 3 categories of participants (family members, patients and health professionals) and
different perspectives, on which an observational, cross-sectional, descriptive,
convergent of mixed methods and data triangulation study was carried out. Data were
organized in 3 defined categories for analysis: 1) health care process, 2) information
and knowledge of health status and clinical situation, and 3) decision-making.

Participants and settings

Participants were:

1. Health professionals at the Melilla Regional Hospital from the following units
(given that there is no specific palliative care unit): Surgery (32 beds), Internal
Medicine (32 beds) and Intensive Care Unit (ICU) (6 beds), selected by
intentional sampling, maintaining the 1:2 physician/nurse ratio according to the
number of physicians and nurses that made up the staff of the units in which the
study was carried out. Inclusion criteria were: to be part of the above mentioned
units staff at the time of data collection and to agree to participate by signing an
informed consent. Each participant represented a case. Professionals who had
been working in the unit for less than six months were excluded, as well as
errors in the filling of the questionnaire.

2. Medical records of patients who have died over the course of a year. As
inclusion criteria, it was established that the cause of exitus stated in death
records of the documentation service were chronic diseases such as
Oncological Disease, Chronic Kidney Disease (CKD), Respiratory
Insufficiency/Chronic Obstructive Pulmonary Disease (COPD), Heart Failure
(HF) and Liver Failure (LF). Deaths that occurred within 24 hours of admission
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were excluded, as well as records in which several diagnoses were registered
as the cause of death and those in which renal, respiratory, cardiac and/or
hepatic failure were the cause of the exitus but as complications of other
diseases. 19 histories were analyzed in total.

3. Family member / primary caregiver of patients who died in the hospital that met
the following inclusion criteria: family member of a patient who died due to an
advanced or terminal illness directly involved in patient's care during the end-of-
life; a period of between 1 and 6 months should have elapsed from the death of
the patient; and family caregiver acceptance to participate in the study. Each
participant represented a case. Family caregivers who at the time of the survey
showed difficulties in remembering data or were in a significant state of
psychological distress were excluded.

After the application of the inclusion and exclusion criteria, the study was carried out
on a sample of 63 subjects, of which 25 were health professionals, 19 family
caregivers and 19 medical records of deceased patients.

The small sample size is determined by the reduced units capacity and beds in which
terminally ill patients are located.

Once reviewed the literature and after consulting expert panels from different
disciplines (nursing, medicine, anthropology, social services and psychology), ad hoc
questionnaires were prepared to collect data from health professionals and family
members. Health professionals questionnaire consisted of 23 items using a Likert-type
scale with five options, ( 1 = totally disagree and 5 = totally agree; 1 = low quality and 5
= high quality; 1 = uncommon and 5 = very common; 1 = not an obstacle and 5 = itis a
serious obstacle, according to the question) The questionnaire was divided 11 sections
that included data on care structure and process; physical, psychological, social,
cultural and spiritual/existential aspects of provided care; dying patient care aspects;
ethical issues; qualifications of self-, colleagues and institution professional practice;
frequency of ethical dilemmas in care context and identification of barriers to optimal
end-of-life care.

The questionnaire to know the opinion and perception that family members have about
end-of-life care quality was designed with dichotomous questions, organized in five
sections (sociodemographic data of the family caregiver; data referred to the deceased
patient and his/her illness; symptoms control during the last month; information and
support from health professionals and opinion about end-of-life care). The participating
relatives were contacted by phone. Questionnaires were carried out at each
participant's residence in a single meeting.

For both family and health professional questionnaires, an informed consent signed by
the participants was obtained.

For data registration from medical records, a document designed to facilitate the
collection of data that can be contrasted with those obtained from the other named
sources was prepared, including sociodemographic and clinical variables, end-of-life
medical decisions in the last 3 months of life of the patient, treatments/interventions
carried out in the last 14 days, 7 days and 48 hours of life, identification of terminal
clinical situation during the last 3 months of life and the prognostic factors related to
this clinical situation. For selection and identification of medical records, one year data
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were requested from the hospital mortality records in relation to any of the
aforementioned diseases that caused the death of the patients. Access to medical
records was obtained after hospital authorization. Admission / discharge, medical and
nursing clinical reports were reviewed.

Statistical analysis

SPSS statistical package (version 20.0 Inc., Chicago, IL) was used. Qualitative
variables were described by frequency and quantitative variables by mean and
standard deviation. Pearson's Chi-square test was used for inferential statistics. A p-
value of <0.05 was considered to be statistically significant for all analyses.
Quantitative results were organized by grouping the analyzed factors in the
questionnaires according to the established categories, carrying out data
transformation and integrating them into the defined categories.

In each category, the information obtained from each source was compared and
convergent, complementary or divergent elements were established, as well as
whether they were present or absent.

Ethical considerations

This research project was approved by the Ethics and Research Committee of the
hospital. All personal data obtained in this study are confidential and have been
treated in accordance with the Organic Law on Protection of Personal Data 15/99 and
the Royal Decree 1720/2007 of 21 December, which approved the regulations for the
development of this law.

RESULTS

Mean age of the family members who participated in the study was 57.2 + 14.49
years, with a minimum age of 29 and a maximum of 83. Health professionals mean
age was 42.4 £+ 6.99 years, with a minimum of 28 and a maximum of 55; and the mean
age of the deceased patients registered in the selected medical records was 76.5 +
9.66 years, with a minimum of 52 and a maximum of 92.

Remaining sociodemographic characteristics, as well as the results referring to health
professionals and caregivers opinion, and data recorded in medical records are shown
in Tables 1, 2 and 3.

Table 1- Data from family members and characteristics of the loved one, Melilla,
ME, Spain, 2019.

Family member variables :‘:1= 19)

Sex Male 4

Female 15

. Oncological 12

Type of disease Non-oncological 7

Where did the patient Hospital 13

spent most time last Home 6
month
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Place of death Hospital 19
Home -
How do you consider Good 4
the death of your Regular 3
relative Bad 10
Very bad 2

Table 2 - General data of health professionals and end-of-life care quality, Melilla,

ME, Spain, 2019.

Health professionals variables ::1= 25)
Sex Male 9
Female 16
Health professional Physicians 9
Nurses 16
Surgery 8
Work unit / service ICU 9
Internal Medicine 8
Very Good 3
. Good 6
How do you consider
the death of patients Regular !
Bad 3
Very Bad 6
How do you consider High 1
your professional Good 16
practice quality with Acceptable 6
patients at the end-of- Regular 2
life Low -
How do you consider High -
the quality of your Good 16
colleagues' practice with Acceptable 6
patients at the end-of- Regular 2
life Low 1
Table 3 - Patients general data, Melilla, ME, N
Spain, 2019.Patients medical records (n=19)
Sex Male 1"
Female 8
Disease Oncological . 5
Non-oncological 14
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. ) . Yes 6
Terminal diagnosis No 13
Less than 48 h

. H i 3
Time between diagnosis One week 2
1

and death More than a month
. Yes 11
Central line No 8
. . Yes 13
Peripheral line No 6
. . Yes 7
Nasogastric intubation No 12
. Yes 7
Enteral nutrition No 12
.. Yes 4
Parenteral nutrition No 15
Mechanical ventilation Yes 2
Invasive or non-invasive No 17
, Yes 14
Urinary catheter No 5
Yes 16
Oxygen therapy No 3
Sprays Yes ?
pray No 10
o Yes 15
Antibiotics No 4

Regarding health care process characteristics, data analysis showed that in general,
patients spend their last month of life in hospital, but even when they stay at home
during that last month, end up dying in the hospital. In medical records, data
concerning healthcare process, information/knowledge and decision-making were very
scarce, and rarely organized or named for proper identification. To avoid
interpretations and assumptions that could be understood as a result manipulation, it
was decided to consider as absent all data that were not properly identified.

Healthcare process (Table 4)

Elements of this category in which significant differences were found between family
members and health professionals were related to pain and other symptoms
management. Health professionals mainly considered that the pain and symptoms
were controlled most of the time, while relatives thought that it was only achieved
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sometimes. Family members and health professionals agreed in their positive
evaluation in relation to the accompaniment of patients during the process and in their
negative evaluation with respect to spiritual care. No information regarding healthcare
process was found in medical records.

Table 4 - Healthcare process, Melilla, ME, Spain, 2019.

Healthcare process Family Health Medical Pe:arson S
. Chi-square
members Professionals records .
meaning
N (%) N (%) N (%) (%)
Always 1 (5.26) 7 (28.0) # #
Pain was Most of the time 3 (15.78) 11 (44.0) # # 000
controlled  Sometimes 7 (36.84) 1 (4.0) # # '
Rarely 5 (26.31) 5 (20.0) # #
Never 3 (15.78) 1 (4.0) # #
Always 1 (5.26) 7 (28.0) # #
Other
symptoms  Most of the time (21,05) 13 (52.0) # # 000
were Sometimes 11 (57.89) 1 (4.0) # # '
controlled  Rarely 2 (10.52) 3 (12.0) # #
Never 1 (5.26) 1 (4.0) # #
Always 4 (22.2) 4 (16.0) # #
Support is
given to Most of the time 10 (556) 7 (28.0) # # 000
family Sometimes 4 (22.2) 5 (20.0) # # '
members Rarely - - 4 (16.0) # #
Never - - 5 (20.0) # #
Patient Yes 14 (73.7) 19 (76.0) # #
had No 5 (263) 6 (240 # # 000
company
Spiritual Yes 8 (42.1) 10 (40.0) # #
needs No 11 (5790 15 (60.0) # # 99
were met

(#)Not recorded on Medical Record (*)Family/Health professionals/medical records
(**)Family/Health professionals

Information and Knowledge (Table 5)

With regard to the information and knowledge available to family and patient, very
different results were obtained. 57.9% of family members considered that they were
always or most of the time informed about diagnosis and prognosis. 40.0% of health
professionals had the same opinion. However, this information was registered in only
31.6% of the medical records.
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Table 5 - Family/patient information and knowledge, Melilla, ME, Spain, 2019

Family Health  Medical — Coorors
Information and knowledge members  Professionals records mean?ng
N (%) N (%) N (%) (%)
Diagnosis Always 4 (21.1) 6 (24.0) 6 (31.6)
and Most of thetime 7 (36.8) 4 (16.0) - -
prognosis Sometimes 6 (316) 4 (16.0) - - .000
were Rarely - - 5 (20.0) - -
informed Never 2 (10.5) 6 (24.0) 13 (68.4)
Advance Yes 5 (26.3) 3 (12.0) # #
Directives 14 (73.7) 22 (680) # # 000
Information
Patient Yes 6 (31.6) 16 (64.0) 1 (5.3)
knowledge 000
of terminal No 13 (68.4) 9 (36.0) 18 (94.7)
diagnosis
Family Yes 15 (78.9) 16 (64.0) 3 (15.8)
knowledge 001
of terminal No 4 (21.1) 9 (36.0) 16 (84.2) -
diagnosis

(#)Not recorded on Medical Record (*)Family/Health professionals/medical records
(**)Family/Health professionals

Decision-making

Comparative data from the different sources of information showed important
discrepancies mainly between health professionals and family members. Family
members considered in more than half of the cases (58.8%) that their opinion and that
of the patient had been taken into account. However, health professionals stated in
45.8% of the cases that these opinions were not considered, as well as in medical
records, in which this opinion was not recorded in 89.5%.

Concerning whether the patient made direct decisions, the answer was negative for all
health professionals and for 89.5% of the family members. There was no data
recorded in the medical records on this subject. In terms of decisions about specific
measures such as the limitation of therapeutic effort (LTE) and the indication of No
Cardiopulmonary Resuscitation (CPR), there was a significant difference of opinion
over CPR. For 89.5% of the family members, there was no indication for non-
resuscitation, while 52% of the health professionals thought that it was indicated. Data
from medical records showed that this indication was recorded in only one case
(5.3%). Regarding whether the place of death of the patient was the preferred one,
89.5% of family members and patients considered that it was not, while 68% of health
professionals mentioned that it was. As for the decision of terminal sedation, 16.7% of
the family members said that this option was available, compared to 32% of the health
professionals who expressed the same opinion. There was no registration of this
decision in the medical records.
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DISCUSSION

Results show the lack of relevant data collected in medical records; in particular, it is
not indicated whether the patient has advanced directives or has expressed
preferences and wishes on how it would like the end-of-life process to be, which is
consistent with other studies findings (*®). Among the possible explanations found in
the reviewed literature, we found lack of competence!'®, knowledge of legal
requirements and lack of time®?), information that is important to register in order to
ensure patient safety@"),

Another notable finding has been the verification of healthcare quality at the end-of-
life, which can be qualified as deficient if we consider indicators such as the number of
hospitalizations in the last thirty days of life®). Our results show that all patients died in
the hospital and that almost 3 out of 4 patients were admitted at least once during the
month prior to death or had repeated hospitalizations, which seems to be related to a
perception of a bad experience. However, data related to the intensity of the
interventions are indicative of good quality of care.

Regarding the perception of relatives about the control of symptoms during the thirty
days previous to the death of patients, other authors describe variability in satisfaction,
specifically with the management of dyspnea. A higher level of dissatisfaction is also
observed with general hospital care versus home care ??. This could not be found in
our study since all patients died in the hospital.

Concerning the information and knowledge provided, discrepancies were observed.
Health professionals had a worse opinion about the information given to the family
members than the actual family members. This can be explained because perhaps for
relatives it is enough to be aware of the severity of the situation without knowing about
details that could disturb their emotional balance.

This result is consistent with the widespread situation in our country of the conspiracy
of silence in palliative care and reality concealment requested by the family
members(’),

Finally, disparities in data related to decision-making, show a significant disagreement
between the perceptions of health professionals and family members regarding the
major subjects of decision, in addition to the deficient registration of all this in the
medical records. Of note, all health professionals claim that patients are not directly
involved in decision-making. This situation may explain other important aspects of
disagreement, for example, the indication of non-resuscitation, or whether the patient
died where he or she wanted, or the decision to administer terminal sedation.
Disagreements in decision-making among health professionals has been an issue
identified by other researchers. Moreover, the decision-making process and the
preferences of the patient and the family will be determined by their beliefs, values and
culture. The influence of these aspects must be taken into account as a critical
element in the communication and experience of the end-of-life process (18:23),

The role of nursing is crucial in improving the perception of the care received. In other
countries, nursing interventions are highly effective and include not only symptom
monitoring, but also case coordination, symptom management education and
therapeutic counseling, carried out mainly at the home of the patient or by telematics.
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These interventions generally include support and training of family members or
primary caregivers 4. The results of this study suggest that nurse intervention, in
case management, symptom control education and therapeutic counseling, is poor
and can be improved. Therefore, aspects such as psychological support, training and
information for patients and families should be emphasized and a planned intervention
that include the aspects mentioned above should be offered as part of care led by
nurses.

These results should be taken into account in the design and implementation of
specific care plans that can also contribute to lower health costs.

As a limitation of this study we can point out that generalization of results would be
premature given the sample size.

Given the cultural diversity of Melilla, we consider important for future research, to
investigate about the satisfaction of spiritual needs from an intercultural approach
since other studies have shown that it is an aspect that concerns the majority of
patients (25),

It would also be interesting to study how certain factors affect the perception of quality
of care. For example, the role of nursing, spiritual needs of the patient/family member
or terminal illness type (oncological or not). And to explore the role of care levels,
since palliative care management shows important differences between primary and
specialized care (29,

CONCLUSIONS

This study provides an integrated view of the healthcare situation at the end-of-life
provided at Melilla Hospital, showing priority areas of intervention, such as patient
involvement in decision-making; issues that must be addressed to improve care in this
process.

Contrasting information obtained from medical records, health professionals and family
members showed divergences in fundamental aspects that contribute to improve
satisfaction during the end-of-life period. It appears necessary to improve specific
training of health professionals and to implement the completion of the medical
records, including the process of informing patients and their families of the diagnosis
and prognosis, in order to improve care during this stage.

Likewise, it is advisable to establish effective procedures to encourage patient and
family participation in decision-making.
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