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“There is within each one of us a potential for goodness
beyond our imagining; for giving which seeks no reward;
for listening without judgment; for loving unconditionally”

Elisabeth KUbler-Ross






RESUMEN

La presente tesis constituye una investigacion exhaustiva haciendo
una evaluacion holistica de las necesidades de cuidados paliativos
en pacientes mayores créonicos complejos y sus familias, identificando
los retos y oportunidades para mejorar la calidad de los cuidados. La
tesis compendia cuatro articulos que analizan la provision de Cuidados
Paliativos en pacientes mayores cronicos complejos con patologias
no cancerigenas en Espana poniendo el foco en dos Comunidades
Auténomas, la Comunidad Valenciana y la Comunidad Auténoma
de Murcia. El cuerpo de la tesis se estructura en varios apartados que
presentan el frasfondo tedrico y metodoldgico relativo al tema escogido
y los distintos estudios que conforman la tesis doctoral. En primer lugar,
se expone el marco tedrico, que consta de 3 apartados: 1) contexto
socio-demogrdfico, 2) cuidados paliativos y su papel en el cuidado
de los pacientes mayores cronicos complejos y 3) contexto de la tesis.
Cuidados a pacientes mayores cronicos complejos y a sus cuidadores/
familiares, en los que se examinan las aproximaciones tedricas al tema
de estudio. A contfinuacion, se exponen los objetivos e hipdtesis que han
guiado el estudio. Posteriormente se expone la seccion de metodologia
gue resume el enfoque metodoldgico utilizado en la tesis doctoral. En
cada uno de los cuatro trabajos que componen la tesis se detalla la
metodologia empleada. Las técnicas empleadas han sido, la revision
de la literatura cientifica, los grupos de discusion y las entrevistas en
profundidad. Finalmente, se presenta la discusion y conclusiones, donde
se integran los hallazgos de los cuatro articulos, se reflexiona sobre las
implicaciones tedricas y prdcticas de la investigacion y se ofrecen
recomendaciones politicas derivadas de las investigaciones realizadas
durante el desarrollo de la tesis doctoral.

Palabras clave: Cuidados paliativos, cuidados de larga duracién,
pacientescronicos, pacientes mayores, frabajo social, investigacion
cudalitativa, politicas publicas, politica sanitaria y social.







ABSTRACT

The present thesis is a comprehensive investigation making a holistic
assessment of the palliative care needs of complex chronic elderly
patients and their families, identifying the challenges and opportunities
for improving the quality of care. The thesis compiles four articles that
analyse the provision of palliative care in complex chronic elderly patients
with non-cancer pathologies in Spain with a focus on two Autonomous
Communities, the Valencian Community and the Autonomous
Community of Murcia.The body of the thesisisstructuredinseveralsections
that present the theoretfical and methodological background related
to the chosen topic and the different studies that make up the doctoral
thesis. Firstly, the theoretical framework is presented, which consists of 3
sections: 1) socio-demographic context, 2) palliative care and its role
in the care of complex chronic elderly patients and 3) context of the
thesis. Care for complex chronic elderly patients and their carers/family
members, in which the theoretical approaches to the topic of study are
examined. This is followed by the objectives and hypotheses that have
guided the study. This is followed by the methodology section which
summarises the methodological approach used in the doctoral thesis.
In each of the four papers that make up the thesis, the methodology
used is detailed. The techniques used were the review of the scientific
literature, the discussion groups and the in-depth interviews. Finally, the
discussion and conclusions are presented, integrating the findings of the
four articles, reflecting on the theoretical and practical implications of
the research and offering policy recommendations derived from the
research carried out during the development of the doctoral thesis.

Keywords: Palliative care, long-term care, chronic patients, older
patients, social work, qualitative research, public policy, health and
social policy
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CHAPTER I INTRODUCTION

This document presents the doctoral thesis entitled “Holistic palliative
care needs assessment in older patients with complex chronic conditions
and their families: challenges and opportunities for improved quality of
care” developed at the Polibienestar Research Institute, belonging to
the University of Valencia, and within the doctoral programme of Design,
Management and Evaluation of Public Welfare Policies. The doctoral
thesis project is framed within the research line “Inequality, inclusive
societies and social and individual well-being in the framework of public
policies”. |, Laura Belén Llop Medina, started working on my thesis in
2018 with a FPU (Formacion de Profesorado Universitario) predoctoral
grant from the Spanish Ministry of Universities. The thesis has been
carried out under the direction of Prof. Jorge Garcés Ferrer Professor
of Social Policies, PhD in Administration and Political Sciences, PhD in
Psychology, Full Professor at the Universitat de Valencia and Prince of
Asturias Distinguished Visiting Professor at Georgetown University in the
period 2014-2016, the Co-Direction of Francisco Rédenas Rigla, PhD in
Sociology and Associate Professor at the Universitat de Valéncia, senior
researcher at Polibienenestar Research Institute and Ascensién Donate,
PhD in Social Sciences and former researcher at Polibienestar Research
Institute.

My career as a pre-doctoral researcher has been inextricably linked
to the Polibienestar Research Institute, where | have had the privilege
of being trained as a researcher. The Polibienestar Institute is a Public
Research Institute belonging to the University of Valencia (Spain),
directed by Jordi Garcés, Prince of Asturias Distinguished Visiting
Professor at Georgetown University (Washington DC). It specialises in
research, innovation and social technology, technical advice and
training in the field of public policy. His ultimate mission is to improve
the Welfare and Quality of Life of society. In addition, Polibienestar has
a wide network of European contacts due to its active role in European
research and policy-making and develops applied interdisciplinary
research in social sciences. This inferdisciplinary perspective is
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necessary to respond to the complexity of welfare systems and has
enabled Polibienestar to develop, from innovative and classical
research, effective analyses and solutions to new social challenges. In
addition, Polibienestar advises the Administration and private entities in
the design, planning and implementation of social welfare policies and
services. This excellent environment has allowed me to be trained as a
researcher in a multidisciplinary team and to participate in more than 5
European research projects and a national one, which has allowed me
to be part of different international working tfeams and to participate in
scientific congresses, increasing my knowledge and experience in the
field of Palliative Care (PC), inequality and social exclusion. In addition,
in the framework of my doctoral thesis, | have carried out a research
stay at the Department of Public Health of the Erasmus Medical Centre
(Erasmus University Rotterdam, The Netherlands) with the team of Prof.
Hein Raat for 3 months, for which | have applied, with the deposit of the
thesis, for the PhD with International Recognition Mention.

The doctoral thesis that | present has the format of a compilation of
publications in scientific journals. This format has allowed me to publish
the results of my thesis and to improve them thanks to the comments of
the reviewers and referees of the journals. | am the first author of all the
papersincluded in this doctoral thesis as | have beenresponsible for most
of the work associated with them: establishing the objectives and design;
selecting the methodology; collecting, analysing and interpreting data;
as well as writing them up. However, | must thank my co-authors, Jorge
Garcés, Francisco Rédenas, Ascension Donate, Alfonso Gallego, Paula
Garcia and Yu Fu for their participation and support throughout the
process.

The papers included in this thesis are linked to the InAdvance (grant
agreement No 825750) and PalliaHelp (ref. PID2019-110997RB-100)
projects. The project Patient-centred pathways of early PC, supportive
ecosystems, and appraisal standard (InAdvance) proposes a novel
model of PC based on early infegration and personalised pathways
addressed specifically to older people with complex chronic conditions.
Thus, the overall aim of InAdvance is fo improve the benefit of PC by
designing effective, replicable, and cost-effective early PC interventions
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centred on and oriented by the patients. The project aims to propose
a new model of PC based on early integration and personalised
pathways specifically for older people with complex chronic conditions.
The project Design and validation of an index to assess PC services and
needs using an interdisciplinary methodology (PalliaHelp) mobilises
complementary knowledge from different scientific areas (social
sciences, health sciences, bio-law/bioethics, statistics and economics)
with the main objective of generating a set of indicators and an index
to assess the quality of care of PC services within the National Health
System (NHS). PalliaHelp aims to understand the determinants of quality
of care; it is not a clinical project, but rather a project to improve service
management and needs assessment.

In the midst of the development of this thesis, a global pandemic
derived from COVID19 broke out, which fully affected the execution of
both projects and consequently the development of the thesis. During
the year 2020 it was impossible to access the samples. The professionals
in both 2020 and 2021 were focused on frontline care, so collaboration
with them was very complex. In despite of all this, the planned objectives
have been achieved as shown in the publications that compose the
doctoral thesis.

The papers, corresponding to chapter V, that compose the doctoral
thesis have been published in the journals Healthcare, Nursing Open and
International Journal of Environmental Research and Public Health. The
journals chosen are ranked Q2 or Q1 in JCR, their choice was motivated
by the fact that the content was in line with the publication objectives
of the journals. The papers are listed below, including a brief description
of their objective, detailed information on the impact of the journals and
the PhD candidate’s contribution to them.

1. LUop-Medinq, L., Fu, Y., Garcés-Ferrer, J., & Donate-Martinez, A.
(2022). Palliative care in older people with multimorbidities: a scoping
review on the palliative care needs of patients, carers, and health
professionals. International Journal of Environmental Research and
Public Health, 19(6), €3195. https://doi.org/10.3390/ijerph19063195
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The PhD candidate’s contribution to this paper was focused on
conceptualisation, methodology, analysis and manuscript writing.

Improving the experience of multimorbid patients receiving PC and
their family’s requires to find out what their experience has been in the
health system and the gaps or needs they have identified in their care.
The research question of this study was: “What are the experiences and
views on PC of older people with multimorbidities, their family caregivers
and professionalse”

This review conftributes to a greater understanding of the needs of
three cohortsinvolved in PC: older patients with non-malignant diseases,
their families or caregivers, and the health professionals who care for
them. The integration of the needs reported by them allowed for a more
comprehensive understanding of PC needs than those that focused on
a single cohort alone. In addition, this review synthesised the needs of
these three groups, which are very complex, diverse and heterogeneous.

Regarding the scientific relevance of the journal, the work was
published in the International Journal of Environmental Research and
Public Health (elSSN 1660-4601) edited by MDPIsince 2011 in Switzerland.
Quality indicators for 2021 in JCR (latest available data): Journal Impact
Factor (JIF) 4.614; JIF without Self Citations 3.995; Q1 category Public,
Environmental & Occupational Health - SSCI, position 45/182. Indications
of quality for the year 2022 in SJR: SJR 0.828; Q2 category Public Health,
Environmental and Occupational Health; H-index 167.

2. Llop-Medina, L., Rédenas-Rigla, F., Garcés-Ferrer, J., & Donate-
Martinez, A. (2022). The Experiences and Views on Palliative Care
of Older People with Multimorbidities, Their Family Caregivers and
Professionals in a Spanish Hospital. Healthcare, 10(12) e 2489. https://
doi.org/10.3390/healthcare10122489.

The PhD candidate’s contribution to this paper was focused on
conceptualisation, methodology, formal analysis, investigation, writing—
original draft preparation, writing—review and editing and funding
acquisition.
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The research question of this study was “What are the experiences
and opinions about PC of patients/families/HCPs in the Hospitalisation
Unit of the Hospital La Fe in Valencia”.

This qualitative study showed multiple unmet needs of patients and
their families/caregivers, including feelings of uncertainty, sense of fear,
low awareness and knowledge about PC in non-malignant settings
and the desire to improve physical, psychosocial and financial status. It
also highlighted a continued lack of specialised psychosocial care for
both patients and carers, and professionals emphasised the need for
a comprehensive assessment of needs and early and effective referral
pathways to PC.

Regarding the scientific relevance of the journal, the work was
published in the journal Healthcare (elSSN 2227-9032) edited by MDPI
since 2013 in Switzerland. Quality indicators for 2022 in JCR: Journal
Impact Factor (JIF) 2.88; JIF without Self Citations 2.6; Q2 category
Health Policy & Services - SSCI, position 43/87. Indications of quality for
the year 2022 (last published edition) in SJR: SJR 0.550; Q2 category in
Health Policy; H-index 48.

3. Llop-Medinq, L., Rédenas-Rigla, F., Gallego-Valadés, A., & Garcés-
Ferrer, J. (2024). Factorial structure of quality of life, satisfaction with
caregiving and caregiver burden in palliative care: A systematic
review. Nursing Open, 11(1), e2067. https://doi.org/10.1002/
nop2.2067

The PhD candidate’s contribution to this paper was focused on
conceptualisation, methodology, formal analysis, investigation, writing—
original draft preparation, writing—review and editing, visualisation.

The research question of this study was “Which instruments are being
used to assess the quality of PC care?”. The aim of this study was to identify
the main approaches and domains of PC quality assessment through
different instruments. The results obtained were generally representative
of the evidence supporting the factor structure of the Quality of Life
Questionnaire C-30 (QLQ-C30) in the general cancer population.
The factor structure of the Zarit Burden Interview remains ambiguous,
although the idea of a unifactorial structure predominates. In the
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case of FAMCARE, most of the factor structures differ from Kristjanson'’s
initial proposal. The categorisation of the main subjective assessment
approaches could be useful for the construction of a coherent system
of indicators to be used in nursing practice.

Regarding the scientific relevance of the journal, the work was
published in the journal Nursing Open (eISSN 2054-1058) edited by WILEY
since 2019 in England. Quality indicators for 2022 in JCR (last published
edition): Journal Impact Factor (JIF) 2.3; JIF without Self Citations 2.2; Q2
category Nursing- SSCI, position 42/123. Indications of quality for the year
2022 (last published edition) in SJR: SJR  0.636; Q1 category in Nursing
(miscellaneous); H-index 25.

4. llop-Medina, L., Garcia-Munoz, P., Rédenas-Rigla, F., & Garcés-
Ferrer, J. (2023). Enhancing the Adult and Paediatric Palliative Care
System: Spanish Professionals’ and Family Caregivers’ Suggestions
for Comprehensive Improvement. Healthcare, 12(1), e65. https://doi.
org/10.3390/healthcare 12010065

The PhD candidate’s contribution to this paper was focused on
conceptualisation, methodology, formal analysis, investigation, writing—
original draft preparation, writing—review and editing.

The research question of this study was What are the elements that
influence the quality of PC provision from the perspective of professionals
and family caregivers? This study critically explored the shortcomings of
the Spanish PC system, focusing on assessment and tfreatment aspects for
older patients and explored paediatric patients. The recommendations
that emerged include holistic care addressing social, emotional,
psychological, sociofamilial and economic dimensions, supported by
integrated support groups and strengthened relationships with palliative
associafions. This study also called for better coordination of health
institutions, support from social workers and continuous monitoring of
health professionals’ satisfaction.

This study has initiated an exploratory process linked to paediatric
patients linked to Comprehensive paediatric PC approach (PALLIAKID)
project started in December 2023 and will run for 4.5 years. This project,
funded by Horizon Europe (Grant N. 101137169), aims to address this
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sitfuation and improve the well-being and quality of life of children and
young people with PC needs, focusing on the involvement of patients,
families and carers in the project. The consortium consists of 17 partners
from 10 European countries, including five clinical centres in Spain, Italy,
Denmark, Finland and Latvia.

Regarding the scientific relevance of the journal, the work was
published in the journal Healthcare (elSSN 2227-9032) edited by MDPI
since 2013 in Switzerland. Quality indicators for 2022 (latest available
data) in JCR: Journalimpact Factor (JIF) 2.88; JIF without Self Citations 2.6;
Q2 category Health Policy & Services - SSCI, position 43/87. Indications
of quality for the year 2022 (last published edition) in SJR: SJR 0.550; Q2
category in Health Policy; H-index 48.
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CHAPTER [I. THEORETICAL FRAMEWORK

1. SOCIO-DEMOGRAPHIC CONTEXT

The exponential growth of the world’s population in recent decades
and the increase in life expectancy has led to an increase in the
population of older adults, who constitute the fastest growing population
group. Between 2000 and 2019, global life expectancy (LE) at birth
increased from 66.8 years to 73.3 years, and healthy life expectancy
(HALE) increased from 58.3 years to 63.7 years (European Commission,
2019). In 2022 life expectancy at birth in the EU was estimated at 80.6
years, reaching 83.3 years forwomen and 77.9 years for men (EUROSTAT,
2024qa). Europe is the continent that reports the highest percentage of
older adults, accounting for approximately 25% of its total population,
which, according to the degrees of ageing, is expected to reach 1.4
billion older people in the world by 2030, and it is estimated that by
2050 the rest of the continents will reach a similar percentage of this
population group, except for Africa (WHO, 2022).

Population ageing has mainly resulted from a long-term fall in fertility
rates and an increcase in life expectancy, due to several factors, such
as; the reduction in infant mortality, advances in public health and
medicine, greater awareness of the benefits linked to a healthy lifestyle,
a shift away from heavy work towards tertiary occupations and better
living conditions.

The population of the EU on 1 January 2023 was estimated at 448.8
million people. Older people (aged 65 years and over) had a 21.3 %
share (an increase of 0.2 percentage points (pp) compared with the
previous year and an increase of 3.0 pp compared with 10 years earlier)
(EUROSTAT, 2024b).

Spain presents a similar demographic behaviour, showing an
exponential increase in the proportion of older people. According to
data from the National Statistics Institute (INE), on 1 January 2022, older
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people accounted for 19.97% of the total population. The proportion of
octogenarians is 6% of the total population, and it is projected that by
2040 there could be more than 14.2 million older people, corresponding
to 27.4% of the total population (Pérez-Diaz et al., 2023).

Although this increase in longevity can be seen as a success of our
societies, it also poses some challenges. Some analysts suggest that
population ageing may put downward pressure on the economy
by reducing labour supply and leading to an increase in social costs
related to age-related problems especially when older people suffer
from health problems that prevent them from leading an autonomous
life (Corselli-Nordblad and Strandell, 2020).

Non-communicable diseases (NCDs), also known as chronic diseases
(such as stroke, heart disease, cancer, respiratory disease, diabetes,
among others) are often long-lasting and result fromm a combination
of genetic, physiological, environmental and behavioural factors and
represents 70% of deaths worldwide. These diseases affect people of
all age groups but are often associated with older age groups (WHO,
2017).

Despite the fact that NCDs are preventable, the number of deaths
attributed to them s rising, and rising across the board. They are
becoming an increasing proportion of the total number of deaths, and
the trend is seen from low-income countries to the wealthiest nations.
As a consequence, NCDs now account for the vast majority of deaths
worldwide each year (WHO, 2020).

The global epidemic of chronic diseases is strongly linked to
population ageing. Disorders with a strong age-dependent relationship
will increase in prevalence in parallel with the absolute and relative
(to total population size) numbers of older people (260 years). In high-
income countries, population ageing persists, as fertility continues to fall
and life expectancy increases (Martin et al., 2015).

Gender influences the provision of family care and there are
inequalities in the distribution of care-related tasks. In Spain, care for
the elderly is mostly provided by the family, assuming a Mediterranean
model, where women are the main element of the non-professional
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care network (Cascella et al., 2020). Care provision in Spain is based
on a cultural heritage, it is a patriarchal legacy, linked to beliefs that are
held in the collective unconscious and transmitted from generation to
generation, being very different formen and women (Xiong et al., 2020).
Some authors have identified gender inequalities in the distribution and
tasks related to family caregiving and women are generally more likely
to be the ones who take on the role of caregivers (Xiong et al., 2020,
Hernandez et al., 2019, Abellan et al., 2019).

Women caregivers of palliative care patients have lower levels of
quality of life than men (Choy and Seo, 2019) and caregivers aged 60
years and older have lower perceptions of quality of life in dimensions
such as physical health, vitality, pain, mental health, and general health
compared to caregivers who are younger (Coca, 2017; Holgin et al.,
2021). Gender role characteristics lead to higher levels of caregiver
strain, greater morbidity and depression, and poorer quality of life in
female caregivers than in male caregivers (Det Rio et al., 2017).

Male patients with complex chronic illnesses tend to have a spouse
who assumes responsibility for care, reducing the likelihood of needing
to enter a housing institution, in contrast to women who in the same
sifuation need external help or a housing institution, as in this case it
is not the male spouse who assumes care (Bamford & Walker, 2012;
Washington et al., 2015, Garcia-Jimenez et al., 2024).

1.1. Multimorbidity and its impact on health systems

Changes in the demographic population profile have brought
important consequences with a major impact not only on health
systems, including increased demand for health services and care for
this population, which requires quality and accessible health care, but
also on other aspects of society (Andrade et al., 2018).

As lllustrated in the previous section, increased longevity in many
cases leads to an increase in the prevalence of chronic diseases.
Chronic diseases have a significant impact on the quality of life of
older people, resulting not only in a reduction in basic activities of
daily living (ADLs), but also in associated psychological distress and
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financial worries. People living with chronic diseases are also at high
risk of developing multimorbidity (Johnston et al., 2019), understood as
several long-term chronic diseases that lead to increased dependency
of family and caregivers due to progressive deterioration of health
status and pose a significant and profound economic challenge to
the healthcare system and society. Due to multimorbidity, care for this
patient profile has become a challenge for healthcare systems. A key
aspect of understanding the challenges around multimorbidity and
health services concerns the relationship between multimorbidity and
disability orreduced autonomy and the use of health and social services
and their costs.

There is increasing interest and research on the relationship between
the number of chronic diseases and the use and expenditure of health
services. Already in early 2000, the study performed by Anderson and
Horvath (2004) showed that the average per capita expenditure
measured from medical claims and other records almost tripled from
one chronic illness to three and doubled again from three to five or more
illnesses. Ten years on, another study carried out in Canadain 2011 (CIHI,
2011) that looked specifically at older people showed arapid increase in
service use asthe number of chronic conditionsincreased, demonstrating
that the amount of services older people use is not related to age, but
to the number of chronic conditions they have. More recent studies
have reported similar trends: health care costs increased considerably,
sometimes exponentially, with each additional chronic illness with
increased access to specialist physicians, emergency department visits
and hospital admissions (Bishop et al, 2022). Patient burden includes
impaired quality of life, out-of-pocket expenses, medication compliance,
inability to work, symptom control and high cost to caregivers. This high
burden of Multiple Chronic Conditions (MCCs) is expected to continue
to increase (Hajat & Stein, 2018). Moreover, studies such as Bishop et al.
(2022) suggest a growing burden of multimorbidity among cohorts of
older adults born more recently and should inform policies to address
declining health in ageing populations.

Multimorbidity is associated with increased use of health services,
including inpatient and outpatient care (Salisbury et al., 2011). People



Chapter Il. Theoretical framework

with multimorbidity have substantial additional health needs, implying a
heavy burden on the use of health care. It is estimated that 70-80% of
total health spending is on chronic diseases Patients with multimorbidity
represent up to 75% of primary care consultations. These patients are
also heavy users of hospitals, with as much as 14.6 times the risk of being
hospitalised (Quinaz Romana et al., 2020). To some extent, the increased
use of health services is exactly what one would expect because the
need is greater in people with multiple conditions, but at least some
of the increased use is due to coordination failures and complications
in freatment, including adverse drug effects arising from complex
prescribing regimens (Hajat & Stein, 2018; Zhang et al., 2009). Much
of the increase in health service use is concentrated in the last year
or two of life, which will sometimes be inappropriate if PC approaches
are more indicated than aggressive ‘curative’ freatment (Murray et al.,
2005, Zhang et al., 2022).

2. PALLIATIVE CARE AND ITS ROLE IN THE CARE OF COMPLEX
CHRONIC OLDER PATIENTS

The PC concept has undergone changes and evolution in related
conceptual and strategic approaches, including their use in clinical
practice, in recent years. Conceptually, in 1990, the World Health
Organization (WHO) adopted the definition proposed by the European
Association for Palliative Care (EAPC) as the total active care of patients
whose disease does not respond to curative treatment. The control of
pain and other symptoms, as well as psychological, social, and spiritual
problems, was considered as paramount. The WHO subsequently
expanded this definition: “PC is an approach that improves the quality
of life of patients (adults and children) and their families who are
facing problems associated with life-threatening iliness. It prevents and
relieves suffering through the early identification, correct assessment
and treatment of pain and other problems. PC is the prevention
and relief of suffering of any kind — physical, psychological, social, or
spiritual — experienced by adults and children living with life-limiting
health problems. It promotes dignity, quality of life and adjustment to
progressive illnesses, using best available evidence.” (WHO, 2016, p.5).
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In 2018, the Parliamentary Assembly of the Council of Europe issued a
resolution calling on Member States to take measures to strengthen PC
services, thereby ensuring access to and provision of quality PC for both
adults and children (Tziraki et al., 2020).

As mentioned before, PC has been defined by the World Health
Organisation as a method of care to improve the quality of life of
patients and families facing a life-threatening illness, with the aim of
preventing and alleviating the suffering caused by the iliness, through
early identification, assessment, appropriate pain management and
aftention to the physical, psychosocial and spiritual consequences
(Davies & Higginson, 2004). The WHO recommends approaching persons
with NCCD and their caregivers as a ‘unit of care’, focusing on the well-
being of the patient—-caregiver dyad rather than just on the patient
(Aoun et al., 2018).

A “family caregiver” in this sense is any person who provides any kind
of physical and emotional care to an individual at home. Although
family caregivers can be seen as an extension of the healthcare team,
they often do not feel adequately prepared for their role, which can
impact on their physical and mental well-being (Robison et al.,2009;
Miller., 2009). The performance of all caregiving tasks can have an
impact on family members or non-professional caregivers, who may
experience psychological distress, anguish, overload, loneliness, loss of
contacts and social support. The experience of illness deeply affects the
physical and psychological health of family members; recognition of
this has coined the term “hidden patients” (Kristjanson & Aoun., 2004).
Caregiving tasks are increasingly complex, particularly in advanced
disease seftings, and include assistance with activities of daily living,
coordination and aftendance at hospital appointments, management
and delivery of home health care, and assistance with decision-making
(Candy et al., 2011).

PCs aim to reduce pain, considering death as a life process that
should not be delayed or accelerated, but rather to provide holistic
care that improves the quality of life of the terminally ill patient and their
family until the time of death (WHO, 2014). PC should be adapted to the
individual needs and preferences of the patient, improving and ensuring
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access to relevant care, providing care according to different levels of
care, taking into account the possibility for the person to be cared for
at home.

The development and implementation of PC has mostly developed
around the area of oncology, with most PC protocols, programmes and
units being more focused and directed towards cancer patients. Existing
systematic reviews, like the one by Moens et al. (2014), conclude that
more research is needed that directly compares PC-related problems
between cancer and non-cancer patients using the same measurement
tools and fime points. However, the number of older patients with non-
malignant diseases, such as Chronic Obstructive Pulmonary Disease
(COPD), diabetes, cardiovascular and renal diseases, among others,
has been increasing and outnumbering cancer patients, giving rise
to the need to apply palliative therapies to these patients. There is
evidence that the provision of PC for non-cancer diseases improves
patients’ symptom burden and quality of life, resulting in a pattern of
reduced health care utilisation and avoiding unnecessary emergency
department admissions (Kavalieratos et al., 2016). Other studies, such
as that of Quinns et al. (2020) report that in patients dying from non-
oncological diseases in Canada related to chronic organ failure (such
as heart failure, cirrhosis or stroke), PC was associated with reduced rates
of emergency department visits per person-year. These results suggest
that increasing access to PC by sustained investment in physician
training and current models of collaborative PC could improve end-
of-life care, which could have important implications for health policy.
Likewise, community-based specialist PC was associated with decreases
in hospital costs for multiple life-limiting health conditions (Spilsbury &
Rosenwax, 2017).

In most countries, PC is only provided in the last month of life, rather
than in the context of living with NCDs (Arias-Casais et al., 2019),
which can lead to increased cost in unnecessary tests or emergency
department care that could have been avoided.

As can be seen, this situation has been aggravated by the socio-
health crisis produced by COVID-19, which highlighted the great unmet
needsin PC, accentuating the seriousness of these needs, which must be
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resolved through a new typology of services and patient care (Gomez et
al., 2020; Rubio et al., 2020). PC has been highlighted as an essential part
of the response to the pandemic. The pandemic has posed a unique
challenge for PC services, as it has led to an increase in the number of
patfients in need of PC at the end of life. The risk of mortality is especially
high among those with existing illnesses and multimorbidity (Etkind et al.,
2020).

The COVID-19 pandemic posed a threat to essential PC services,
including building connections between patients, families and
healthcare teams; mitigating isolation, loneliness and fear; managing
symptoms; determining priorities of care in the face of life-threatening
illness; and promoting comfort, connection and dignity during the dying
process.

Health care professionals around the world have faced
unprecedented challenges, including adapting to the need for physical
distance, supporting families who are unable to see their seriously il
loved ones, managing acute bereavement when patients die; and in
some cases, working outside their usual scope of practice (Ayanian.,
2020; Lam, 2020).

The pandemic also placed severe restrictions on family members,
with limitations or bans on visits, to PC where the presence of a family
member at the patient’s bedside is essential (Mercadante et al., 2020).
Patients were left alone all day with no support except from health care
workers, and this resulted in many of them dying alone in an ICU. Family
members who were not allowed to be with their loved ones during this
critical time are at high risk of complicated bereavement. Ultimately, the
pandemic increased distress around isolation at the end of life including
the inability to make physical contact and say a final “goodbye” to
loved ones including the lack of funerals or collective celebrations of life
or bereavement (Ritchey et al., 2020).

2.1. Quality of care in palliative care

The implementation of PC and its outcomes can be monitored through
qualityindicators. Qualityindicators are usually described withanumerator,
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a denominator and a performance standard. Quality indicators can
indicate potential problems or good quality care (Campbell et al., 2003).
These indicators can be used within this monitoring cycle to provide data
on subjective and objective aspects of quality of care over time (Ostgate
et al., 2010; Teno et al., 1999). In several Western countries, a number of
national health care monitoring programmes based on quality indicators
have been initiated (Eagar et al., 2009).

In 2009, the Council of Europe stated that “the definition and adoption
of indicators of good PC that assess all dimensions of care from the
patient’s perspective should be encouraged”. In PC, quality indicators
can be important to enable us to get an indication of the quality of care
being provided and subsequently improve care where necessary (Davies,
& Higginson., 2004).

Most sets of quality indicators for PC contain mainly process indicators
and often reflect documentation of care (Pasman et al., 2009). In this
regard, there is a debate in the literature as to which type of quality
indicator is most suitable for the assessment of quality of care and, in
general, preference is given to process indicators (Mainz 2003; Rubin et all.,
2001;). The reported advantages for this option are the following: process
indicators can be used to provide feedback for quality improvement
initiatives; most process indicators only require a definition of the
population that is eligible to receive the process and no additional risk
adjustment is needed; and most process indicators can be easily assessed
with information from medical records. However, medical records may
not reflect the actual care provided (Rubin et al., 2001).

Therefore, in the PC setting most of the quality indicators that have
been developed relate to PC processes and outcomes, while there are
few indicators that address the organisational structure of PC. However,
not all PC domains are covered to the same extent; there is an under-
representation of the psychosocial, spiritual and cultural domains. Finally,
most indicators are limited to one setting or group of patients (De Roo et
al., 2013).

Quality of care also refers to aspects such as satisfaction, quality of
life, this is fundamental to know what can be improved in PC care.
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For this reason, one of the studies carried out focuses in particular on
the analysis of the most commonly used instruments to measure both
aspects, satisfaction and quality of life. In this sense, satisfaction with care
assesses the fulfiment of individual needs and expectations of patients
and their families through direct or indirect questions about the quality
of care provided (Aspinal et al., 2003). While involving those receiving
care is essential to understand both quality of care and satisfaction
with care (Stefanou et al., 2010; Vedel et al., 2014), considering also
dimensions such as health care delivery, best practices and standards
of care, which require input from health care providers.

Quality oflifeisamultifaceted concept, which has been studied mainly
among patients in the fields of psycho-oncology and PC. They describe
the outcome, process and structure of care needed for a given type of
patient or clinical circumstance (Schuster et al., 2005). Quality indicators
are explicitly defined and measurable elements that refer to outcomes,
processes or structure of care (Campbell et al., 2003). The quality of life
of cancer carers is a complex construct and can be measured with
unidimensional and multidimensional tools. It can be affected by patient-
or tfreatment-related factors, socio-economic status, characteristics of
the caregivers themselves (e.g. gender, age) and aspects of caregiving
(e.g. time spent caring for the patient). Results on these aspects vary
widely depending on the samples selected, instruments and methods
used (Vaupel., 2010).

3. CONTEXT OF THE THESIS. CARE FOR COMPLEX CHRONIC OLDER
PATIENTS AND THEIR CARERS/FAMILY

The doctoral thesis has studied two healthcare contexts in different
autonomous communities within the Spanish state; the Valencian
Community, specifically the Hospital La Fe in Valencia, and the
Autonomous Community of Murcia, specifically the Hospital Virgen de
Arrixaca in Murcia.
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3.1. Spanish decentralised health system

The General Health Act 14/1986 of 25 April 1986 establishes that the
NHS is the set of health services including PC of the State Administration
and the Autonomous Communities, and integrates all the health
functions and benefits that are the responsibility of the public authorities
for the due fulfilment of the right to health protection. In addition, the
General Health Act establishes universality of coverage as one of the
basic characteristics of the Spanish system by determining that public
health care will be extended to the entire population.

The process of devolution of healthcare to the autonomous
communities in Spain, definitively created in 2002 (Sdnchez Gutiérrez
et al., 2019), meant that each region could establish the measures it
considered appropriate in PC care. This makes it difficult to establish
a comprehensive and interdisciplinary model of care such as that
proposed in the Bases for the Development of a National Palliative Care
Plan in 2000.

The Law 16/2003 of 28 May 2003 on the Cohesion and Quality of
the NHS included PC for the terminally ill as a specific benefit in all the
Autonomous Regions, both in primary and specialised care. In 2007,
the Palliative Care Strategy of the NHS was published, which defined
guidelines for action and development throughout Spain, and this
Strategy was updated in 2011 (Sdnchez Gutiérrez et al., 2019). However,
this decentralisation has currently led to inequalities in patient care,
depending on the place of residence, as aresult of the lack of a National
Plan to support the provision of such care.

Focusing on the inequalities in the care offered by the territories, the
availability of resources specialised in palliative care or the supply of
long-stay centres generally stands out (Barbero & Diaz, 2007). Along the
same lines, one of the indicators that is gaining importance in Spain, but
also at European level, to measure the quality of PCis the place of death
of the patient. Thus, more than half of the deaths in people receiving PC
in Spain occur in hospitals, which is characteristic of countries with a PC
model whose care is poorly integrated (Cabanero et al., 2020).
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Focusing on Spain, Catalonia would be the only autonomous
community whose rate of deaths in social and health care homes of
people in PC is similar to that of Belgium, due to a greater supply of
medium and long-stay residential centres and with a model of care
focused on advanced chronicity. However, Spain’s position compared
to the European Union does not indicate an improvement in the
integration of PC according to the data provided by the latest European
rankings and atlases (Goémez-Batiste et al., 2019).

3.2. Current situation of pc in spain. The national palliative care
strategy

The Palliative Care Strategy of the NHS was unanimously approved by
the Interterritorial Council of the NHS on 14 March 2007, ratifying the work
of consensus between institutional representatives and experts from
different areas related to end-of-life care. The most obvious immediate
effect since the beginning of its drafting has been a clear increase in
the visibility of PC in the framework of the Spanish healthcare system.
Since the approval of the Strategy, the most important observations
and evidence have been analysed and the Monitoring and Evaluation
Committee reached a consensus on the objectives of the Palliative
Care Strategy of the National Health System 2010-2014 (Ministerio de
Sanidad, Politica Social e Igualdad, 2011), including modifications to
some of them as well as new recommendations.

The purpose of the strategy is to improve the quality of care provided
to advanced and terminally ill patients and their families, promoting
a comprehensive and coordinated health system response to their
needs and respecting their autonomy and values. The main objective
of the strategy is to establish appropriate, viable and measurable
commitments on the part of the Autonomous Regions to contribute to
the homogeneity and improvement of PC in the NHS.

To this end, five strategic lines of action are proposed; Integral Care,
Organisation and coordination, Autonomy of the patients, Training,
Research. With regard to the first line of action (Integral Care), the
Strategy aims to provide patients with advanced terminal illness and
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their families with comprehensive assessment and care adapted at
all fimes to their situation, at any level of care and throughout their
evolutionary process. It also aims to provide care based on the best
practices and scientific evidence available. The main objective of the
second line (Organisation and coordination) is to achieve an explicit
regional organisational model so that patients receive PC according
to their needs and at the appropriate time, adapted to the different
situations and territorial delimitations. With regard to patient autonomy,
it is proposed to promote the application of bioethical principles and
the participation of patients in their process in accordance with the
principles, values and contents of the “Patient Autonomy Act” and the
legislation in force in the different Autonomous Communities. The last
two lines (Training and Research) aim to promote research info PC and
to establish continuous and specific training programmes for health
system professionals so that they can adequately attend to the needs
of patients with advanced and terminal ilinesses and their families.

The main conclusions drawn from the Evaluation of the NHS Palliative
Care Strategy (period 2015-2020) are shown below (Ministerio de
Sanidad, 2023):

* All of the Autonomous Communities and Autonomous Cities (19)
have a specific palliative care Strategy, Plan or Programme.

* The evaluation of their strategies, plans or programmes has been
carried out in 11 of them.

* In addition, 11 Autonomous Communities and Autonomous
Cities have carried out an evaluation of their strategies,
plans or programmes and 11 Autonomous Communities and
Autonomous Cities have incorporated some measure of
improvement or fulfilment of objectives.

* The maijority (17) have incorporated some specific measure in
their strategies, plans or programmes to identify the risk of fatigue
or “overload” of the main carer.

* Mostofthem (14) have protocoled palliative sedation.Inaddition,
they report that it is recorded in the patients’ medical records.
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But other information is not recorded, such as; personal goals
and wishes of the patient with palliative needs and the family,
preferred care setting, the reason for sedation, drugs used,
refractory symptoms, established freatments and resistance to
them, pain, nutrition, mouth and skin care, sleep, respiration,
etcetera. This type of data provides valuable information for
health managers, planning, research and so on.

* The majority (17) of the Autonomous Communities and
Autonomous Cities have organised contfinuous care, i.e. 24
hours a day, every day of the week, for patients with PC needs.
In most cases, this is carried out telematically and generically.

e There are still 12 autonomous communities that do not have
a system of support, prevention, assessment and monitoring
of burnout syndrome, or psycho-emotional support for health
professionals working in PC.

* Most of the Autonomous Communities have some model or
plan to deal with “advance decision planning” (ADP) (15). This
information will be included in the clinical history and is accessible
to the different professionals who may provide care (16).

* Most of them (16) carry out initiatives to raise awareness and/or
sensitise the population about PC and of these, 7 have stable
structures. From which they develop training actions aimed at
the population on the objectives, principles and resources in
PC.

e All the Autonomous Regions have developed some
initiative, action or specific training plan in PC for healthcare
professionals. They promote basic and intermediate training in
PC. This training is considered fundamental for improving the
competencies of primary care and hospital professionals. As
well as for the identification of patients with PC needs.

* Withregard toresearchin PC, it is advisable to consider greater
investment by the State R&D&I Plan in this area, as well as
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greater efforts by health centres and research organisations
to increase the number of national projects submitted to
competitive research calls for proposals.

In Spain there are also scientific societies that contribute to the
care and design of PC strategies and plans, in particular the Spanish
Society for Palliative Care (SECPAL) whose aim is fo promote PC in Spain
and which acts as a nexus for all professionals working in this field. This
organisatfion brings together various healthcare professionals who in
their daily work attend to, care for and comfort patients who cannot
be cured: oncology doctors, general practitioners and health centre
doctors, anaesthetists, nurses, social workers, psychologists, religious and
bioethicists. The Spanish Society for Paediatric Palliative Care (PEDPAL)
also aims to provide professional support for the development of
paediatric PC in Spain. This scientific society aims to bring PC to all those
children and families who need it, to frain professionals and to spread its
values in society in order to alleviate the suffering of children diagnosed
with an incurable disease. This care must be holistic and pay attention
to the physical, social, psychological and spiritual components of both
the sick child and his or her family. For this reason, adult and paediatric
PC are multidisciplinary, as are both organisations, which aim to bring
together different groups of professionals with a common goal.

3.3. How PCis implemented in Valencia and Murcia

This section will describe how the national PC system has been
developed and implemented in the two Autonomous Communities in
which the studies that comprise this thesis have been carried out. In
both Autonomous Communities there are specific PC plans and care
resources created to attend to patients and relafives who require this
type of care. However, as will be shown, the development of the regional
plans has not been continuous in recent years and they have not been
updated. Although all the resources and teams created confinue to
operate in both regions. The imagel shows the location of the regions
and the hospitals where the samples have been selected.
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3.3.1. Valencian Community

Health care in the Valencian Community is structured into 24 health
departments, which depend on the Valencian Health Agency of the
Regional Ministry of Health. In each department, there is a single health
department responsible for health care, both at primary care and
hospital level.

The health department as a whole, as set out in DECRETO 74 /2007,
de 18 de mayo, del Consell, which approves the Regulations on the
structure, organisation and operation of health care in the Valencian
Community and the Strategic Plan of the Valencian Health Agency,
will provide all patients with comprehensive, quality care that is
coordinated between the different health care services. Primary
care explicitly includes in its portfolio of services the care of patients
susceptible to PC.

The basic resource for the care of patients with advanced disease at
the end of life is the Primary Care Team (EAP), which provides outpatient
and home care to these patients in a low complexity situation. If the
complexity increases, the Home Hospitalisation Unit can be used which
is the Home Support Team for PC in the Valencian Community, which,
after ajoint assessment, decides on the therapeutic plan. Primary Care
also has Mental Health Units as support teams for the assessment and
intervention of both patients and relatives for psychological needs.

With respect to the resources allocated to the care of palliative
patfients, in the Valencian Community there are Home Care
Improvement Programme (HCIP), Home Support Team (HST) and
Palliative Care Unit (PCU).

The HCIP has the following basic characteristics:

* The profile of patients managed by the programme is advanced
disease and at the end of life, evolved chronic patients and
multi-pathological elderly.

* The pilot programme is made up of Liaison Nurses located in
the Hospital area who are responsible for identifying patients
in the Hospital- Home hospitalisation unit (HHU) and referring



Chapter Il. Theoretical framework

them to the Community Management Nurses located in the
Department’s Health Centres for follow-up.

The HST has the following basic functions:

Assessment and comprehensive care of complex palliative
patients with advanced stage disease and their relatives,
adapted to their situation and based on best practices and
scientific evidence in a hospital at home regime.

Interconsultation forin-hospital palliative therapeutic assessment
and guidance.

Telephone care.

Coordination with primary care for the care of patients with
advanced disease, acting as a home support team.

Teaching.

Research in palliative care.

The PCU has the following basic functions:

Control and freatment of disabling symptom:s.

Continuous, truthful and non-traumatic information and
communication.

Emotional-psychological, social and spiritual support for the
patient and family.

Bereavement management.

Medical and psychological care and treatment, as well as
spiritual support, aimed at improving the comfort of the patient,
whatever the diagnosis, when curative treatment is impossible.

Coordination and support with/of other health and/or social
care resources.

Teaching and research.
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3.3.2. Autonomous Community of Murcia

The Murcian Health System is regulated by the Law 4/1994, of 26
July, and its subsequent modifications. Within this framework, the PC
model in the Autonomous Community of Murcia is aimed at ensuring,
at all levels of the Murcian healthcare system, quality healthcare for
the terminally ill that responds to the needs and expectations of the
patient and their family.

Since 1990, the Autonomous Community of Murcia has had a
healthcare system geared towards the provision of PC, both in
specialised and primary care. Moreover, in the Murcian health system,
the importance and contribution of the Primary Care portfolio of
services which since 1992 has included care for terminal, chronic and
immobilised patients at home, the collaboration and support of the
Spanish Association Against Cancer, which since June 1998 has had a
Palliative Medicine unit in the area of influence of the Hospital Virgen
de Arrixaca, should be highlighted.

However, the evolution of the populaftion of the Autonomous
Community of Murcia and its progressive ageing, as well as the diversity
of organisational models in the different Health Areas and the lack of
a homogeneous development in PC led to the development of the
Integrated Palliative Care Plan of the Murcia Health System in 1997,
which took into account the needs of the population and infroduced
the necessary mechanisms for a homogeneous development and a
progressive adaptation to the new needs. The general objective of
the Plan was to improve the care and quality of life of terminally ill
patients and their families in a comprehensive and individualised
manner, guaranteeing respect for their dignity and the right to their
autonomy. The Plan included in the target population those patients
with a terminal iliness, regardless of the pathology that originates it
(terminal oncology patients and patients with chronic non-oncological
illness, in advanced stage and with severe non-reversible functional
limitation), with a limited life prognosis (usually less than 6 months) and
their families; who present a pattern of high need and demand for care
defined by the moment of the iliness, and with an oscillating evolution

with frequent crises of need.
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The plan’s service provision model takes into account the greater
demand and need for early PC in non-cancer patients and the
recognised needs of cancer patients. The model is based on the
coordinated action of the different care resources and continuity of
care. It is articulated around primary care, as the manager of patient
care and regulator of referral flows to the specialised level. The most
appropriate place to provide PC at any given time will be determined
by the level of complexity of the patient, the availability of adequate
family support and the choice of the patient and family, among other
variables.

Specific services were created, specifically the Palliative Care
Support Teams (PCST) whose function is based on support and training
for the rest of the professionals. In this way, both the inter-consultation
relationship (telephone and/or face-to-face) and occasional and/or
periodic joint interventions are encouraged, proposing referral only in
cases of high complexity and always at the request of the professionals.

These resources (PCST) are located in both home and hospital care,
being established as the Domiciliary Care Support Team (DCST) and
the Hospital Care Support Team (HCST). In addition to these two teams
described, the creation of Specific PC Units in medium care hospitals
was proposed, as well as the extension of DCST and HCST to complete
teams with the inclusion of volunteers.

3.4. How palliative care are implemented in La Fe and Virgen de
Arrixaca hospitals

The following is a description of both hospitals where the studies of
this thesis were carried out. Both hospitals are referents in their respective
Autonomous Communities, both at clinical and research level, having
developed specific strategies in the field of PC. Their intfervention teams
are leaders in PC and actively participate in national and international
research projects, such as those in which the thesis is embedded.
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3.4.1. Valencia-La Fe Health Department

The Valencia-La Fe Health Department is one of the health provision
areas belonging to the Health System of the Autonomous Community
of Valencia (Spain), under the umbrella of the Valencian Health
Agency (AVS).

This Health Department covers a specific geographical arealocated
in the southern part of the city of Valencia and coordinates all the
health services provided in the territory, from primary to tertiary care,
with a direct coverage of 300,000 inhabitants and an area of influence
of 515,000 people. The Service has a central management based at La
Fe Hospital, the largest reference hospital in the region and one of the
most important centres in Spain. In addition, the Health Department
has extensive experience in conducting a number of pilots to validate
the impact of integrated services and ICT tools for chronic patients
deployed as part of its portfolio of services, and has been awarded
three stars as one of the Reference Sites of the European Initiative for
Active and Healthy Ageing Partnership (EIP-AHA).

The Department of Health organises its research through the La
Fe Health Research Institute, whose function is to enable research
and innovation activities that can subsequently contribute to the
improvement of current healthcare processes and to carry out any type
of evaluation and piloting within the healthcare area. More specifically,
La Fe isrecognised in Spain as a leading hospital in the management of
various diseases, in the provision of home hospitalisation services and in
the search for the integration of all levels of care.

Currently, for the care of patients with palliative needs, two case
management programmes are being developed in the Valencia-La
Fe Health Department: a case management programme on chronic
diseases/multimorbidity; and a case management programme on EolL
care needs. A patient can be cared for under the first programme,
but, if necessary during the course of the disease, can be transferred
to the case management programme on EolL care needs. Primary
Health Care and the Hospital at Home and Telemedicine Area are the
two resources on which the case management programmes pivot.
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Regarding the case management plan for chronically ill patients, which
cares for around 200 patients with complex conditions. This plan includes
multidisciplinary teams between telemedicine and Hospital at Home
Units, which coordinates, care plans, home visits, scheduled phone
calls and communication with primary care in order to keep chronic
patients as stable as possible. This plan is designed to anticipate any
complications the patient may suffer.

The Hospital at Home and Telemedicine Area depends on the
resources of the hospital level and, together with the primary health
care teams, constitute a network of collaborative work between the
different levels of care. When a situation of clinical instability is identified,
the possibility of admission to the Hospital at Home Unit is a strong
alternative of care, which allows hospital level care to be provided to the
community. If a hospital admission is eventually recorded, the Hospital
at Home Unit has an important role in early discharge schemes and
transition o community care. In both case management programmes
there is an identification and selection of patients based on the Kaiser
Permanente Model, Clinical Risk Group classification and a proprietary
predictive model to identify patients at risk of hospital admission during
the following year. However, there are no specific tools available for
the identfification of patients in need of early or more advanced PC.

3.4.2. Hospital Virgen de Arrixaca

The Hospital Clinico Universitario Virgen de la Arrixaca is the
reference hospital in Health Area 1 (Murcia-West) of the Murcia Health
Service. In the field of palliative care there is no specific strategy or
plan in the hospital. Moreover, it can be said that each health area
manages the organisation of palliative care in different ways, so there
is no established circuit.

As far as adult patients are concerned, there is a palliative care
support team (PCST) made up of a group of professionals trained
and educated in the care of patients with progressive and incurable
illnesses and their families, with the aim of improving their quality of life.
To this end, they work in a coordinated manner at the different levels of
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care and carry out their function at home and in hospital in Domiciliary
Care Support Teams (DCST) and Hospital Care Support Teams (HCSP)
respectively.

Within Area 1 there are the following resources for adult palliative
patients:

e Those presenting non-oncological pathologies have a hospital
palliative team.

* Those with oncological pathologies have the Oncology service
feam, which includes an advanced practice nurse with an
integrated vision of the needs of the palliative oncological
patient.

e For all patients, whether they are referred from oncology or from
the non-oncology palliative team, there is also an outpatient
primary care unit for home care in Area 1.

e There is also the support of a social worker for all adult palliative
patients.

e Thereis also a nurse case manager who, among other functions,
is in charge of establishing the referral of complex chronic
patients to palliative care.

Regarding the access pathway for adult patients (both oncological
and non-oncological), the request for care if the patient is already
admitted is made by a referring specialist who identifies PC needs. A
multidimensional assessment will be carried out between the specialist
and the HCST to decide whether the patient is discharged home with
follow-up by Primary Care (PC), or whether he/she goes home, but with
follow-up by the DCST. In the latter case, the DCST must call the patient/
family within 48 hours to assess the level of complexity of the patient’s
situation. In addition, the DCST will coordinate with the PC team for the
follow-up of the patient/family included in the PC programme. Finally,
the coding registry in SELENE is in the process of being implemented, but
the codes are not definitively established in the care process for both
paediatric and adult palliative patients.
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The general objective of this thesis is to carry out an assessment of
the PC needs of complex chronic older patients and their carers and to
consider how the quality of care received by this population is measured.
This objective contains the following specific objectives:

SPECIFIC OBJECTIVES

1. To identify the PC needs of older patients with multimorbidity
(excluding cancer).

2. To identify the needs and preferences of family members and
caregivers who assume the care of complex chronic older
patients requiring PC.

3. To identify the needs of healthcare professionals working with
older patients requiring PC and their carers.

4. To become familiar with the tools available in the scientific
literature aimed at evaluating the quality of care received in
PC settings.

5. To determine the elements that influence the quality of PC
provision from the perspective of family caregivers.

6. To determine the elements that influence the quality of PC
provision from the perspective of healthcare professionals.

7. Toidentify challenges and opportunities forimproving the quality
of PC care.

8. To provide suggestions for improvement for a more effective and
comprehensive palliative care system.
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HYPOTHESIS

H1: Patients and family members will mostly identify unmet
psychosocial needs over physical needs.

H2: Healthcare professionals will identify barriers to the
identification of complex chronic patients in need of palliative
care.

H3: There is a wide divergence in the components used by
the different tools that measure quality of care in palliative care
settings.

H4: Professionals and family caregivers will indicate
psychosocial and bereavement support as a fundamental
element of quality in PC settings.

H5: Quality of care in PC provision will be improved due to
the consideration of interdisciplinary teams and increased
communication between care teams and patients.
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Table 3.1 outlines the thesis hypothesis, the objectives they are
aligned with as well as the publications where they are studied and

verified.

Table 3.1. Correspondence between hypothesis and specific objectives

Hypothesis Objective Papers
H1: Patients and family 1. To identify the PC needs of 1.2
members will mostly identify older patients with multimorbidity
unmet psychosocial needs over  (excluding cancer).
physical needs.
2. To identify the needs and 1.2
preferences of family members
and caregivers who assume the
care of complex chronic older
patients requiring PC.
H2: Professionals will identify 3. To identify the needs of 1.2,4
barriers to the identification of healthcare professionals working
complex chronic patients in with older patients requiring PC
need of palliative care. and their carers.
H3: There is a wide divergence 4. To become familiar with the 3
in the components used by the tools available in the scientific
different tools that measure literature aimed at evaluating the
quality of care. quality of care received in PC.
H4: Professionals and family 5. To determine the elements 2,4
caregivers will indicate that influence the quality of PC
psychosocial and bereavement  provision from the perspective of
support as a fundamental family caregivers.
element of quality in PC.
6. To determine the elements 2,4
that influence the quality of PC
provision from the perspective of
healthcare professionals.
H5: Quality of care in PC 7.To identify challenges and 1.2,4
provision will be improved opportunities for improving the
due to the consideration of quality of PC care.
interdisciplinary teams and
increased communication 8. To provide suggestions for 1,2,4

between care teams and
patients

improvement for a more effective

and comprehensive palliative care

system.







CHAPTER IV

METHODOLOGY






CHAPTER IV. METHODOLOGY

This section summarises the methodological approach used in this
doctoral thesis. The methodology used in each of the four papers
that compose the thesis is detailed, which imply the use pf different
techniques: literature review, focus groups (FGs) and in-depth interviews.

4.1. Method

This thesis used a qualitative methodology employing a variety of
methods in the research conducted to capture diverse perspectives
and contextual nuances. Qualitative research draws on social science
disciplines such as social work, psychology, sociology and anthropology
to delve into the experiences and perspectives of individuals. Unlike
quantitative methods, qualitative approaches prioritise understanding
subjective redlities, exploring meanings and uncovering underlying
motivations. This methodology is particularly effective in generating rich,
contextual data by examining language, behaviours and expressions
in natural settings. Qualitative research contributes significantly to the
advancement of knowledge, the development of policy and the
improvement of practice in a variety of fields, including health and social
work (Moser & Korstjens, 2017). By focusing on the nuanced needs and
concerns of stakeholders, qualitative research equips decision-makers
with essential insights to design tailored interventions and policies that
effectively address complex societal problems.

While qualitative research offers deep insights, it also presents
challenges such as researcher subjectivity and potential biases (Devers,
1999). To mitigate these problems, this thesis prioritised reflexivity, i.e.
continuous self-awareness and critical reflection on personal beliefs and
influences throughout the research process. In addition, robust strategies
such as, triangulation and building rapport with interview participants
and FGs were employed in the studies comprising the thesis to ensure
the reliability of the data (Moser & Korstjens, 2017; Corner et al., 2019). In
addition, systematic and well-established approaches such as thematic
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analysis, grounded theory or content analysis were adopted. For the
analysis of qualitative data, ATLAS.ti software was used to manage and
analyse the data more efficiently and rigorously.

Regarding ethical factors, this thesis addressed sensitive topics and
vulnerable populations, which required strict ethical considerations to
be followed during the qualitative studies carried out. The principles of
privacy, confidentiality and informed consent were followed. Ethical
approval was obtained from hospital ethics committees and the
autonomy and well-being of participants was safeguarded at all stages
of the research.

The different methods employed in each of the studies comprising
the doctoral thesis are detailed below.

Table 4.1. Methods

Method Paper

Scoping review Paper 1
Qualitative FG and interviews Paper 2
Systematic review Paper 3
Qualitative FG and interviews Paper 4

For paper 1, a systematic review methodology was used. Specifically,
Arksey and O'Malley’s framework was used (Arksey and O'Malley.,
2005), which consists of five stages: identifying the research question;
identifying relevant studies; selecting studies; plotting the data; and
collating, summarising and reporting the results. To guide the conduct
of the review, the Review of Systematic Reviews and Meta-Analyses for
Scoping Reviews (PRISMA-ScR) checklist was used, which contains 20
essential items of information and two optional items to include when
completing a scoping review. Thorough electronic searches were
carried out in the Medline, Embase, Cumulative Index to Nursing and
Allied Health Literature (CINAHL), Web of Science, Cochrane Library,
PsycINFO, and Scopus databases covering the period January 2009 to
February 2022. The protocol for the scoping review was not registered or

published.
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In the paper 2, qualitative data were collected using semi-structured
interviews and focus groups with open-ended questions. Thematic
analysis was used to identify, analyse and report repeated patterns
(Braun and Clarke., 2006). It is a method for describing data, but
also implies interpretation in the processes of choosing codes and
constructing themes. Themes are actively constructed patterns (or
meanings) derived from a data set that answer a research question.
Independent topic guides were developed for the three target
populations (patients, relatives/caregivers and healthcare professionals)
that were interviewed. These topics were related to symptoms and
impact of the disease, experiences of services and care provided,
management of exacerbations, needs for the future (for patients and
relatives/caregivers) or palliative care pathways and integration of
palliative care in the management of severe illness (for healthcare
professionals). All interviews and FGs were digitally recorded after a
previous and signed informed consent and transcribed verbatim.

The consolidated criteria for reporting qualitative studies (COREQ)
checklist was used to analyse the data which provides a systematic
approach to sifting charting and sorting data using the key themes
and issues. Codes were given to segment the information and the key
conclusions extracted from the interviews. Codes were compared
across allinterviews to identify similarities and differences to be further
groups into categories, synthesizing and explaining large amounts of
data. Connections and relationships between codes and categories
were further explored enabling the development of themes and sub-
themes.

Ethics approval was granted by Ethics Committee on Research
with Medicaments of Hospital La Fe in Spain (ref. 2019-013-1). For
data collection, all participants who took part in the study applied
the consent forms approved by the ethics committee.

For paper 3 an analysis model consisting of three stages has been
proposed: massive literature search, text mining and systematic reviews
using the Quality of Life Questionnaire (QLQ) C30, Zarit Burden Interview
(ZBI) and Family Safisfaction with Care at the End of Life (FAMCARE)
questionnaires. The Preferred Reporting Items for Systematic Reviews
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(PRISMA-P) guided the research. The review was not registered in any
specific database or repository. Studies published in English in indexed
academic journals focusing on the assessment of the factor structure of
the tools in adult patients between 2000 and 2020 were included. Studies
had to include samples composed of palliative patients. Electronic
searches for eligible studies were conducted until 27/07/2022 in the
Scopus, MEDLINE® and PubMed databases.

The quality assessment of paper 3 was carried out as follows: All papers
reported the application of factor analysis, reporting factor structure.
In addition, they report at least one measure of assessment of the
analysis used in exploratory factor analysis (EFA) or principal component
analysis (PCA) (Bartlett's x2 test, Kaiser-Meyer-Olkin KMO and explained
variance of the fac-tors or components), or goodness-of-fit statistics
in confirmatory factor analysis (CFA) (x2, comparative fit index (CFl),
Tucker-Lewis index (TLI)/non-normed fit index (NNFI), root mean square
error of approximation (RMAE) and other CFA goodness-of-fit statistics).

Finally, in the paper 4, three FGs were performed for identifying the
perceptions of professionals and caregivers of existing deficiencies
and areas for improvement in PC services, ultimately proposing
recommendations to improve it. The first two FGs involved healthcare
professionals, and the third was conducted with family carers of palliative
patients. In addition, a semi-structured in-depth inferview component
was integrated into the fieldwork to further explore the families’ views
and active participation in decisions of care. This qualitative paradigm
facilitated obtaining a deeper exploration of families’ and professionals’
perspectives on quality areas for improvement of the palliative care
system in general, as well as understanding how the quality of care of
palliative patients is measured and how this evaluation procedure can
be improved. The consolidated criteria for reporting qualitative studies
(COREQ) checklist was used as well as for paper 2. Ethical approval
for the development of this research was obtained from the Ethics
Committee on Research of Virgen Arrixaca Hospital (VAUCH) (ref. 2020-
9-3). For data collection, all participants who took part in the study
applied the consents approved by the ethics committee.
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This section contains the papers that compose the thesis. The papers
are presented in their entirety as originally published.

1. PALLIATIVE CARE IN OLDER PEOPLE WITH MULTIMORBIDITIES: A
ScoPING REVIEW ON THE PALLIATIVE CARE NEEDS OF PATIENTS,
CARERS, AND HEALTH PROFESSIONALS'

1. INTRODUCTION

The palliative care (PC) concept has undergone changes
and evolution in related conceptual and strategic approaches,
including their use in clinical practice, in recent years. Conceptually,
in 1990, the World Health Organization (WHO) adopted the definition
proposed by the European Association for Palliative Care (EAPC) as
the total active care of patients whose disease does not respond to
curative treatment. The conftrol of pain and other symptoms, as well
as psychological, social, and spiritual problem:s, is paramount. The WHO
subsequently expanded this definition, currently taking the form of:
“An approach that improves the quality of life of patients and families
facing life-threatening diseases, preventing and mitigating suffering
through early identification, pain assessment and treatment, and
other physical, psychosocial and spiritual problems” [1].

According to this definition, the delivery of PC should be guided by the
improvement in patients’ and their families’ quality of life. Additionally,
PC aims at facing needs associated with life-threatening conditions
and trying to prevent and relieve suffering through several actions in the
contfinuum of care: early and timely identification, adequate assessment
and treatment of multi-domain symptomatology's. PCis applicable at the
onset of the disease, alongside other curative therapies. This integration of

"Llop-Medina, L., Fu, Y., Garcés-Ferrer, J., & Dofate-Martinez, A. (2022). Palliative care in older people
with multimorbidities: a scoping review on the palliative care needs of patients, carers, and health pro-
fessionals. International Journal of Environmental Research and Public Health, 19(6), €3195. https://doi.
org/10.3390/ijerph19063195
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PC has been developed mostly around the oncology area as most of the
PC protocols, programmes and units are more focused and addressed
to patients with cancer. However, the rate of older adults (60 and over) in
need of PC with non-oncological diseases, such as Chronic Obstructive
Pulmonary Disease (COPD), diabetes, cardiovascular disease and
renal diseases [2] among others, is higher than those with cancer [3],
and additionally, when they are admitted to PC units they tend to be
closer to death than those patients with cancer [4]. Several systematic
reviews have reported that patients with advanced cancer experience
improved quality of life and symptom intensity with early PC interventions
compared fto those who only received cancer care alone [5,6]. There
are also numerous studies that have been previously conducted on the
needs of cancer patients at the end of their life, such as Bandieri [7],
Haun [5], and Wang [8], however there is a lack of studies focusing on
older patients with non-oncological complex chronic multipathologies,
therefore, this study has focused on the needs of this profile of patients.

Chronic diseases represent around 70% of deaths worldwide [?]. The
increased incidence, prevalence, and mortality of chronic diseases
and multimorbidities, defined as the presence of two or more long-term
health conditions [10], place a significant challenge on PC resources
and a burden on health policies and practices [11]. As an increase in
the rate of older people with complex chronic diseases is expected over
the next 25 years, early identification of PC needs among older patients
with comorbidities is becoming an important concern to health systems
[12] in order to provide comprehensive care that meets the needs of
both patients and family caregivers, considered by the WHO as an
indivisible unit in the provision of PC. Ensuring that family caregivers’
needs are appropriately assessed is one of the top quality markers for
end-of-life care [13], due to them being critical o the patient’s quality of
life. Thus, the aim of this scoping review was to identify the PC needs of
patients with multimorbidities (excluding cancer), their family caregivers
and the professionals that work with these patients to obtain a global
vision of the actors involved in the provision of PC. This study provides a
comprehensive analysis of the needs and concerns around PC provision
for non-oncological chronic conditions from a broad approach, joining
perspectives of three target groups.
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2. MATERIALS AND METHODS

This scoping review used the framework of Arksey and O'Malley [14],
which comprises five stages: identifying the research question; identifying
relevant studies; study selection; charting the data; and collating,
summarizing, and reporting the results. The Systematic Reviews and
Meta-Analyses extension for Scoping Reviews (PRISMA-ScR) checklist
was used to guide the conduct of this review, which contains 20 essential
report- ing items and two optional items to include when completing a
scoping review [15]. The protocol of this scoping review has not been
registered or published.

2.1. Identifying Relevant Studies

Thorough electronic searches were carried out in the Medline,
Embase, Cumulative Index to Nursing and Allied Health Literature
(CINAHL), Web of Science, Cochrane Library, PsycINFO, and Scopus
databases covering the period January 2009 to February 2022. A range
of keywords and subject headings indicating PC needs, older people’s
needs, patients, families, non-formal caregivers, and health care
professionals were used to maximize the refrieval of relevant studies. The
specific questions addressed within this review were:

* What are the PC needs for older patients with multimorbidities2

* What are the PC needs for caregivers of older patients with
multimorbidities?

* What are the needs influencing PC provision by health
professionals for older patients with multimorbidities and their
caregiverse

The final search strategies used in Scopus are shown below as an
example:

* (((((palliative care [Title/Abstract]) AND patients [Title/Abstract])
AND needs [Ti- tle/Abstract]) OR preferences [Title/Abstract])
AND older [Title/Abstract] OR elderly [Title/Abstract]).
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((palliative care [Tittle/Abstract]) OR palliative care unit AND
health profession- als[Title/Abstract] AND perceptions [Title/
Abstract]) OR needs [Title/Abstract]) NOT patients [Title/
Abstract]).

((palliative care [Title/Abstract]) AND families [Title/Abstract]
OR caregiver [Ti- tle/Abstract]) AND needs [Title/Abstract]) OR
perceptions [Title/Abstract]) AND elderly [Title/Abstract]) OR
aged [Title/Abstract]).

2.2. Study Selection

The records idenftified from the electronic searches were imported
into Endnote (Reuters, 2011) to avoid duplication of the screening

process.

orY.F.)t
betwee

Titles and abstracts were initially screened (by L.L.-M., A.D.-M.,
o identify potentially eligible papers, and doubts were resolved
n those reviewers. The full texts of potentially eligible papers were

independently screened against eligibility (see Table 1) criteria by three

reviewe

rs (L.L.-M., A.D.-M., or Y.F.). No additional manual searching was

carried out.

Table 1. Inclusion and exclusion criteria

Criterion Inclusion Exclusion
Period 1 January 2009 until 7 February 2022  Published before 2009
Language English Any other languages

Type of studies

Qualitative, quantitative, and
mixed method studiespublished in
peer-reviewed journals

Letfters, comments,
conference abstracts,
editorials, doctoral thesis

Type of
participants

Older patients with multimorbidity
(presence of two or more long-
term health conditions)

Caregivers of older patients with
multimorbidity Health professionals
in any PC healthcare setting

Cancer patients Patients
who do not have

multimorbidity (presence
of two or more long-

term health conditions)
Patients under 60 years of
age

Type of
outcomes

Concerning Palliative care needs

Not concerning palliative
care needs
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The papers included were peer-reviewed studies published
between 2009 and 2022, in the English language, using any research
design to report the needs or concerns in PC of older patients with
multimorbidity, their families or carers, and health professionals in any
healthcare setting.

The papers excluded were those about PC focused on cancer,
published before 2009, involving patients younger than 60 years old,
covering aspects of care and treatment not related to PC, lack of
availability of full text, or full text available but paper written in any
longuage other than English.

2.3. Charting the Data

Data were extracted employing a structured data extraction form
that was tested in a sample of 5 studies by three members of the research
teamindependently (L.L.-M.,A.D.-M., orY.F.) andwere double-checked
by a second reviewer (L.L.-M. or A.D.-M.). Data were extracted first
by identifying the target groups involved (patients, caregivers, and
health professionals). Secondly, data extraction was performed in a
descriptive manner according to the following variables: Age group
of patients, country of the study, source of data collection, type of
service, care setting, main thematic findings, and reported limitations
(see Supplementary Materials, Table S1).

2.4. Collating, Summarizing and Reporting the Results

Based on the data extracted, the included studies were classified
according to the WHO's PC definition. Final fopics were agreed by three
members of the research team. These final topics are presented in Table
2 below.
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Table 2. Final topics according to the WHO's PC definition

Patients Caregivers Professionals
Emotional/mental needs Emotional/mental needs PC provision Training
Physical needs Physical needs needs
Information needs Social needs Financial
Spiritual needs needs
Other needs Other needs

Due to the studies collected presenting a range of diverse
methodologies, an exhaustiveanalysis of the quality of the studies was
not carried out. However, the limitations of eachof the studies included,
if these were reported, are listed in the extraction table.

3. RESuLTS

A total of 6162 records were identified covering the time span of
January 2009 to February 2022. From them, 642 records were selected
for abstract review, identifying 81 final studies for full review. The process
of the study selection is detailed in the PRISMA flow diagram (Figure 1).
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Records identified from Duphicate records removed
Databases (X =6162) » (X =2893)

r

Records excluded on basis of title
and abstract (X =2632)
Records after duplicates removed [ Titles: 1087

(X =3269) Abstract: 1545

! Records excluded (X =561)

Records assessed for eligibility Focused on cancer patients: 304
(X =642) Full text can’t be obtained: 3

Not concerning PC needs: 261

"

Studies included in review
(X =81)

Figure 1. Study selection Prisma Flow Diagram

Although most of the papers analysed focus on a single country
(51), a great dealof heterogeneity has been detected in studies
addressing two or more countries. Nextis detailed the distribution
of studies by country. Most of the studies included were conducted
in the UK [16-35], the USA [36—44], Ausiralia [45-53], Canada [54-
60], and Germany [61-66]. Some studies were performed in two
or more countries: Belgium, Netherlands, UK, Germany, Hungary
[67]: North America, Australia [68], UK, Ireland, USA [69]. USA, UK,
Australia, Canada, Belgium, Germany, Hong Kong, Japan, Malaysia,
Singapore [70], USA, UK, Sweden, Netherlands, Spain, Canada,
Ireland, Australia, New Zealand [71], South Africa, Kenya, South Koreq,
United States, Canada, UK, Belgium, Finland, Poland [72], Australia,
New Zealand, UK [73], Canada, USA, UK [74]. The rest were in Belgium
[75,76], Sweden [77-79], Brazil [80], China [81], Switzerland [82], the
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Netherlands [83,84], Norway [85], New Zealand [86], Denmark [87]
and Hong Kong [88].There were six studies with no information on the
country/city where the research was performed [89-96].

Regarding the sources of data collection, the sources of data
collection of all the studies analysed in the review are detailed in the
following table (see Table 3).

Table 3. Sources of data collection

Sources of Data References
Individual interviews [18,26,27,32,44,46,48,58,59,62,63,76,77,80,82,90,92]
Focus groups [17.18,25,48,50,51,57,61,64,72,75,78,86]

Individual interview and focus  [22,24,28,33,35,36,42,47,49,53,85,87]
group orsimilar

Individual interview and [65,81]
questionnaire or survey

Survey or questionnaire [30,34,37-39,52,56,66,69,73,83]
Reviews [34,62,64,65,68,80,82,84]
Individual interview, focus [20,31,54,60]

group or similarand survey

Individual interview focus [21]
group or similarand survey and

RTC

Individual interview, [29.41]

ethnographic observation

Non-participant observation, [19]
semi-structured interviews, focus
groups and a co-design event

Individual interview, [45]
retrospective audit ofexisting
hospital databases

Q -methodology (combination [94]
of qualitative and quantitative
fechniques)
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Most of the studies (69.9%) focused on the perspective of one cohort:
professionals (47.4%), relatives or caregivers (13.1%) and patients (9.4%),
while the rest reported the needs of combined cohorts: patients,
caregivers, and professionals (13.1%), on patients and caregivers (13.1%),
and patients and professionals (3.9%).

Taking into account whether the studies can refer to several targets,
some studies made reference to various targets, 31 addressed the
perspective of patients, 31 addressed the perspective of caregivers
and 53 analysed the perspective of professionals.

Studies included were undertaken in different health care settings:
inpatient care (52.7%) [16-18,21,22,24,26,27,29-32,34,37,38,40,42-44,47-
49,54,57,59,60,62,67,68,72,74,77,78,80,82,83,85,91-93] outpatient care (18.5%)
[28,33,35,36,39,45,46,52,53,64,68,73,86,87], and combined inpatient and
oufpatient care (21.2%) [20,25,41,50,56,61,63,65,66,69-71,76,81,89,90]. In
addition, five studies (6.7%) didnotspecify the care setting [19,23,58,75,94].

3.1. Patients’ Needs

Of the studies, 31 addressed the PC needs of multimorbid older
patients only or together with other cohorts.

3.1.1. Emotional/Mental Needs

Most of the needs reported were related to emotional and/or mental
dimensions, such as social isolation, depression, anxiety, or feeling like a
burden on families [18,28,34,39,41,69,71,91].

3.1.2. Physical Needs

Patients reported that needs at the physical level caused less
concern, as they were often considered covered by health providers
through therapies or treatments. However, the most commonly
reported physical needs were pain, fatigue, restlessness and agitation,
and limitations in activities of daily living [18,34,39].
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3.1.3. Information Needs

A lack of enough information was also reported in several studies,
highlighting the need for more information about PC and related
resources [19,21,55,70,83,92], as well as the need for information about
the progression and severity of their disease [63,70,71,89,95]. In line
with information gaps, communication with health providers was also
detected as an area for improvement, as patients consider it necessary
to improve relationships and effective communication, for instance, to
feel more supported in finding PC providers [39-41,49,71,74,89,95].

3.1.4. Spiritual Needs

Some studiesrevealed the needforspiritualcare [33,41,45,48,71,72,96],
although thesewere approached from different perspectives, with some
studies mentioning the need for spiritual attention without specifying
more about it [33,48,71] and others referring to more specific aspects
of this concept. In this sense, patients can feel distress if their religious
wishes and values are not attended to, and being able to discuss spiritual
beliefs was indicated as highly important to many patients [41]. Patients
felt that clinicians lacked knowledge about cultural practices, such as
rituals and religious aspects considered highly sensitive and necessary in
end-of-life care [45,72,96]. In some cases, spiritual care was considered
to be the possibility of talking to religious leaders, or as providing a safe
space, communicating with sensitivity about spirituality, listening, and
counselling [72].

3.1.5. Other Needs

Other needs, such as specific cultural needs, were also mentioned, as
well as clinicians’ lack of cultural awareness and the potential breadth
of cultural practices, rituals, and other cultural patient’s needs [45].

The need for an adequate environment, with privacy and dignity, as
well as the preference for receiving care in the same place and by the
same clinicians in order tobecome comfortable with the environment
and to minimize distress, especially in cases of patients with dementia,
were also reported [33,48,74,83,94]. Moreover, the appointment of a
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key worker acting as a point of contact for the patient and family was
considered relevant for continuity of care, avoiding confusion, and
maintaining continuous contact [20].

3.2. Caregivers’ Needs

Thirty-one of the studies addressed relatives’ or informal caregivers’
PC needs, together with other target groups in some cases.

3.2.1. Emotional/Mental Needs

Similarly, to patients, some of the needs pointed out in the studies
by caregivers were those related to emotional and/or mental aspects,
such as sleep problems, stress, confinement, physical strain, or anxiety
[44,57,95]. They also desired emotional support and educational
courses regarding how to handle emergency situations, e.g., falls
and psychosis or medications, and more information about disease
progression and what to expect in the future [35,36,56,65].

3.2.2. Physical Needs

Caregivers indicated the need for more respite services or personal
outings to deal with fatigue and strain [35,57].

3.2.3. Financial Needs

Otherneedsrelatedto financialconcernswere also mentionedinsome
of the studies. Some caregivers had to leave their paid employment to
provide full-fime care and use their savings or accumulate debt derived
from paying for care for their family member, the costs associated with
long-distance travel, medications, home care, accommodation, and
the rental of equipment necessary for the care of the patient’s needs
[36,39,44,49,58,74].

3.2.4. Social Needs

Social needs were also detected in those studies related to the
impact of caring on caregivers' social life. These studies stressed the
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loss of and decrease in caregivers’ social contacts or the experience
of isolation from friends, neighbours, and the community as a result of
providing full-time care [18,36,44,58]. Social assistance needs to obtain
resources or benefits, such as direct financial support or social services
to alleviate the burden of care, were also mentioned [36,41,58].

3.2.5. Other Needs

Some studies reported that family caregivers felt that the amount
and type of information received about their patients’ health were
inadequate and insufficient [36,51,55,65,91,95].Some studies pointed out
that caregivers consider care providers to be mainly focusedon the
medical aspectsof care and that they tend to exclude the psychological,
emotional, practical, and spiritual domains [41,58,72]. In this line, spiritual
care was reportedly lacking, due to staff members’ lack of time and
their lack of prioritization of this aspect of care; consequently, caregivers
reported the need for spiritual care for patients and themselves and
the need to have time to talk to clinicians about this [33,35,51,56,93].
Furthermore, more fime and human connection with professionals,
effective communication, and shared decision making were indicated
as important [30,55,56,91].

Some studies reported that caregivers feel that they do not have
enough information about PC services and how these can provide
more comfortable care [20,29,56,68,84,91]. Regarding discussing end-
of-life care preferences together with healthcare staff, some studies
reported that family members would like to be more involved in medical
decisions [74,93,95]. Caregivers often felt that medical staff, such as
nurses or doctors, do not have enough time to listen to and discuss
their relative’s condition with them, becoming a source of distress to
families who feel under pressure to make the right choices [33]. One
study emphasized concerns about combining work with caring for their
family member, highlighting the need for remote working and flexibility
in working hours [84]

Lastly, other studies highlighted bereavement support as an
important need for caregivers. Carers described the continued need
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for support in the period soon after death [33,56,84], and remarked
that palliative care provision should be extended to support family
carers [20,35,56,58].

3.3. Professionals’ Needs

Fifty-three studies focused on professionals only, or together with
other target groups, to approach PC. Two main domains were found:
The needs and concerns of professionals in the provision of PC for
multimorbid older patients and needs related to specific training in PC
provision.

3.3.1. Needs in PC Provision

Onthe one hand, professionalsidentified barriers to providing effective
PC to this group of patients. In some studies, professionals pointed out
that patients with non- malignant disease were less likely to be referred
to PC services due to the historical link between cancer and palliative
care [24,25,66]. In other studies, professionals highlighted that patients
suffering from non-cancer diseases often receive inadequate care, with
poor communication between the different services that care for them,
and also shared that there are fewer specific services for these patients
compared to for cancer patients [61,83]. A lack of staff to provide
sufficient care to patients, resulting in little time to properly address PC
needs, was highlighted by some studies [48,79-81].

(a) Referral to PC

Often, multimorbid patients are referred to PC units in the terminal
stages of their disease; thus, professionals consider it necessary to initiate
these referrals earlier to promote continuous care [78,85], especially with
older patients [61], patients with Chronic Heart Failure (CHF) and COPD
[75,76], and patients with conditions other than cancer [25]. Moreover,
professionals do not always know who has the responsibility to care for
CCC patients in need of PC, and often the roles are not defined, which
causes fear of starting conversations about palliative care with the
family or the patient [26,60,66,90].
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In this sense, some of the studies showed a lack of homogeneous
referral criteria, protocols, or pathways toinitiate PC services [31,52,67,76].
Additionally, professionals pointed out that there are barriers to referring
PC patients and interspecialty dialogue, with a lack of communication
between different specialists resulting in professionals only partially
knowing the pathologies that can occur in patients and preventing or
delaying referral to a PC itinerary [46].

Moreover, in some studies, professionals expressed that there is
complexity in prescription and treatment approaches due to the
impact of the complex comorbidity profiles of multimorbid patients,
such as the effects of drugs in older populations (unforeseeable
interactions or side effects) [61,90].

(b) Comprehensive and continuous care in PC

Professionals considered that a holistic approach to patient care is
crucial, starting when curative freatment is no longer realistic, rather
than focusing only on physical symptoms [16,21,76,79,88]. The necessity
of going beyond the management of pain was underlined, as patients’
and their relatives’ non-physical needs, such as spiritual and emotional
needs, were considered to need further support [16,76].

Some studies also pointed out that professionals need more time
and continuity in the attention given to their patients, having time to
talk calmly with patients and their families about PC decisions and
needs [31,62,81,82,87]. The pressure of having less time was indicated
as causing a feeling of not being able to talk with or attend to patients
in a comprehensive way [62,82], and lack of continuity was pointed
out as a major threat to PC attention, especially for people with severe
dementia [32,79.85]. Two studies remarked on the need to take into
consideration the biography of each patient, and reported that
practitioners considered that they only overviewed fragments of care
among older patients, which makes the provision of individualized care
adapted to patients’ needs difficult [52,61].

Some studies also remarked that adequate time is not available
for professionals to be able to start conversations with relatives and
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patients about care planning and advanced directives [66,76]. Two
studies stressed that professionals lack knowledge and belief in the role
of advanced plans, since many changes can take place in the medium
and long term [27,85]. It was also pointed out that there is a need for an
objective measure to identify caregivers aft risk of poor bereavement
[50,53] and dedicated staff to take responsibility for bereavement care
[50,57]. Furthermore, a need for formal assessments of bereavement
instead of using only observations, intuitions, or informal conversations
was highlighted [50].

A proactive multidisciplinary approach (combining clinical
psychologists, social work- ers, and psychiatrists) and interprofessional
collaboration[24,66,71,78] were described asimportantinPCtoincrease
CCC patients’ and their caregivers’ wellbeing [52,67,73,81,86,90].
Moreover, new specialized structures for PC geriatric patients were
considered necessary to be able to address the specific needs of
patients with multiple needs [61].

3.3.2. Training Needs

On the contrary, several training needs were detected. Special
reference was made to specialized training in PC, highlighting that
professionals may feel they have alack of skills forgood communication
with patients [89], the need for additional palliative and end-of-life
care education [19,38,80,86], more awareness and understanding of
PC, as well as further training on how to identify patients’ needs and
understanding of end-of-life care [66,81].

Additionally, several studies highlighted the lack of knowledge of the
palliative needs of different groups of patients, such as those with COPD
[87], severe dementia [18,68], disabilities [31], or complex comorbidity
profiles [46]. Some studies stated the need to move toward early PC
conception, as many professionals recognized that their perception
of PC was associated with care during the last days of life [22,29,47].
Furthermore, one study highlighted the need for advanced training in
early PC [75].
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Some studies also pointed out professionals needing emotional
support to prevent burnout and delineating emotional and professional
boundaries [43]. One study high- lighted the need for self-care in coping
with death and dealing with professional grief [31], as some professionals
felt that their grief is inappropriate or that they do not have time to
express it [27].

In this line also, healthcare professionals remarked on the importance
of spiritual care and having the skills to address it [16,73]. However, it
was pointed out that professionals felt fear of being unable to resolve
spiritual problems and experienced difficulties in communication about
spirifual needs due to a lack of knowledge around such issues [17,96].
Additionally, they highlighted that assessment tools for spiritual needs are
not taught during the received training [17,96]. Moreover, practitioners
and nurses indicated a desire for support to address patients’ spiritual
needs from other professionals, such as social workers, clinical/counselling
psychologists, chaplains/spiritual care professionals, other alternative
therapy professionals, and psychiatric professionals [81].

4. DISCUSSION

Thisreview contributes to a greaterunderstanding of the needs of three
cohorts involved in PC: older patients with non-malignant diseases, their
family members or caregivers, and the health professionals delivering
care for them. Integration of needs reported by them enabled a more
comprehensive understanding of PC needs than those that focused on a
single cohort only. Moreover, this review synthesized the needs for these
three groups, which are very complex, diverse, and heterogeneous.

The studiesincluded presented the support needed by patientsrelated
to their emotional/mental health, such as symptoms or experiences
related to anxiety and depression. Supporting needs to address their
clinical symptoms and to maintain their daily living activities was
highlighted, and some studies also discussed patients’ concerns about
the potential burden that their families or caregivers may experience
as a consequence of covering their care needs. The needs identified in
caregivers mirrored those identified at the patient level, but emphasized
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bereavement support, need of more information and human connection
with professional’s involvement in decision making and financial support
to care for both patients and themselves. It is worth highlighting that
patients and caregivers noticed a lack of support in their psychosocial
and spiritual needs, while considering their physical needs as being well-
addressed.

In line with the results reported by Mathews et al. [97], where the
infegration of specialized palliative care with oncology patients was
analysed, health professionals agreed thatintegrated PC services are the
desired care models to facilitate integration and coordination of care
using an interdisciplinary approach [74,77,78]. This study also highlighted
the need to allocate more personnel, time, and training to assessing
and addressing the needs of oncological patients and their families or
caregivers, as identified in our review. Our review also highlighted the
need for health professionals’ tfraining in palliative care across all services
(primary care, ICU, residences, emergencies, home hospitalization units),
especially for providing care to non-cancer patients, as well as the need
for itineraries and defined responsibilities in PC and more time to aftend
patients holistically and discuss with family members their needs and
wishes [16,35,61,76].

The follow-up of grief for caregivers was highlighted as an urgentissue,
with professionals considering it neglected [47,50,53]. To substantially
improve the holistic attention provided for caregivers and relatives of
CCC patients, it is essential to establish mechanisms.

5. CONCLUSIONS

This review provided evidence highlighting that substantial changes
are needed in health and care systems at the institutional level to provide
more specialized PC environments and systematized PC processes for
multimorbid older patients. It is vital to understand and address the needs
of multimorbid older patients and their caregivers given that the number
of these patients is growing, which may challenge current healthcare
systems. Regarding clinical practice, the identification of older chronic
patients in need of PC will allow healthcare professionals to plan care
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and pathways in advance, and to reduce unnecessary admissions to
emergency departments. Therefore, a systematic assessment of needs
through appropriate tools in clinical practice is necessary to enable the
development of an individualized integrated PC model for patients with
complex PC needs. These findings can guide policymakers in increasing
investment in specialized PC services focused on multimorbid patients
to support more efficient use of available resources for healthcare
professionalsin theirroutine practice. For future studies, itisrecommended
to take into consideration patients comorbidities, since their needs vary
accordingly, as well as the particular requirements around PC of those
older people with COVID-19.
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2. THE EXPERIENCES AND VIEWS ON PALLIATIVE CARE OF OLDER
PEOPLE WITH MULTIMORBIDITIES, THEIR FAMILY CAREGIVERS
AND PROFESSIONALS IN A SPANISH HOSPITAL?

1. INTRODUCTION

Populationageingis accelerating worldwide, increasing the incidence
and prevalence of complex chronic diseases in the population
over the age of 65 and, in turn, impacting health systems. Chronic
diseases place a significant impact on older people’s quality of life,
resulting not only in reduced physical functioning but also associated
psychological distress and finance concerns [1]. People living with
chronic diseases are also at a high risk of developing multimorbidity,
understood as several long-term chronic diseases [2], leading to an
increase in reliance on family and caregivers due to the progressive
decline in healthstatus. The impact of multimorbidity on functioning,
quality of life and mortality risk is considerably greater than the sum of
the individual effects of these diseases [3]. In addition, multimorbidity is
also associated with higher rates of utilization of healthcare services
and higher health costs [3]. The annual deaths due to patients with
multimorbidities areprojected to increase worldwide from 38 million in
2012 to 52 million by 2030 [4].

In the case of older patients with multimorbidities, the clinical
uncertainty regarding their prognosis is very high [5]. Detecting the
episodes of decompensations and unmet needs of these patients
and their caregivers is essenfial for health systems to adequately
aftend to this profile of patients and avoid unnecessary complications or
avoidable admissions to the emergency department. The experiences
of people living with multimorbidities reveal multiple areas of need
[6,7]. These needs can become complex and severe for end-stage
patients, but the prognosis often remains uncertain for most non-cancer
life-limiting conditions [8].

2 Llop-Medina, L., Rédenas-Rigla, F., Garcés-Ferrer, J., & Dofiate-Martinez, A. (2022). The Experiences and
Views on Palliative Care of Older People with Multimorbidities, Their Family Caregivers and Professionals
in a Spanish Hospital. Healthcare, 10(12) e 2489. https://doi.org/10.3390/healthcare 10122489
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It Is widely known that the provision of palliative care has typically
focused on cancer patients but ifs extension to patients with non-
malignant diseases has been reported in the literature [?], such
as among older patients with multimorbidities [2,10], which can
significantly improve their quality of life and reduce the costs of the
medical care they currently receive. There is increasing evidence
showing that the provision of palliative care to non-cancer diseases
improve patients’ symptoms burden and quality of life, resulting in a
consistent pattern of reduced health-care use [11]. Although there
is a difficulty in identifying the needs of older patients with multiple
pathologies and the timing of referral to palliative care pathways
due to the heterogeneity of this population and the co-occurrence
of several diseases.

Solid evidence on early identification, needs assessment and
mapped palliative care pathways to provide symptom management
and the support to patients and their families is still lacking [12]. To
improve the experience of multimorbid patients receiving palliative
care and their families requires us to find out what their experience has
been in the health system and the gaps or needs they have identified
in their care. This qualitative study, therefore, sought to understand
what constitutes successful specialist palliative care in the view of all
stakeholders involved, older multimorbid patients with non-cancer
diseases, their informal caregivers and the health professionals who
carry out their work in the field of palliative care. The research question
of this study was: “What are the experiences and views on palliative
care of older people with multimorbidities, their family caregivers and
professionals2”.

2. MATERIALS AND METHODS

A qualitative research methodology was employed in order to
explore participants’ perspectives and experiences regarding palliative
care. One-to-one interviews with multi- morbid older patients (aged 65
or over) and their families/carers (12 and 11, respectively), and two
focus groups with health professionals (eight professionals in each focus
group) who provided disease-directed services and palliative care in a
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Home hospitalization unit (HHU) in La Fe Hospital (Valencia, Spain) was
conducted.

This approach allowed us to understand an in-depth perspective
of palliative care involvement, the current status of palliative care
services and how these can be improved. Ethics approval was
granted by Ethics Committee on Research with Medicaments of
Hospital La Fe in Spain (ref. 2019-013-1).

2.1. Identification of Participants

The Valencia-La Fe Health Department is one of the healthcare
areas belonging to the Health System of the Autonomous Community
of Valencia (Spain) and is recognized in Spain as a leading hospital
in the management of various diseases, in the provision of home
hospitalization services and in the search for the integration of all
levels of care. La Fe Health Department has a case management
plan for chronically ill patients, which cares for around 900 patients
with complex conditions. This plan includes multidisciplinary teams
between telemedicine and Hospitalat Home Units, which coordinates
care plans, home visits, scheduled phone calls and communication with
primary care in order to keep chronic patients as stable as possible.

Purposive sampling was used to recruit patients, who were eligible
if they were 65 years or older, diagnosed with multimorbidity and
able to read and speak Spanish. Patients were excluded if they were
living with or receiving cancer treatment or were cognitively impaired.
Families/carers were eligible if they were cognitively intact and able
to read and speak Spanish. Health professionals providing direct care
for palliative care patients’ or managing palliative care services were
targeted.

The participants were initially identified by a member of the clinical
team of the HHU. Recruitment and interviews took place between
November 2019 and March 2020. All of the individual interviews were
conducted face-to-face at patient’s home by a researcher with
experience in conducting qualitative research in previous studies. In
the case of health professionals, the two focus groups took place in
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a meeting room of La Fe Hospital inValencia and lasted one and a
half and two hours, respectively.

2.2. Data Collection

Qualitative data were collected using semi-structured interviews and
focus groups [13] using open-ended questions. Separate topic guides
were developed for patients, families/carers and health professionals
concerning disease symptoms and impact, experiences of services and
care provided, management of exacerbations, needs for the future
(for patients and families/carers) or palliative care pathways and
integration of palliative care in the management of severe conditions
(for health professionals). All of the interviews and focus groups were
digitally recorded with consent and transcribed verbatim.

2.3. Data Analysis

The consolidated criteria for reporting qualitative studies (COREQ)
checklist [14] was used to analyze the data which provides a
systematic approach to sifting (Supplementary Table S1), charting
and sorting data using the key themes and issues. Codes were given
to segment the information and the key conclusions extracted from
the interviews. Codeswere compared across all interviews to identify
similarities and differences to be further groups into categories,
synthesizing and explaining large amounts of data. Connections
and relationships between codes and categories were further explored
enabling the development of themes and sub-themes. Atlas.ti
software was used to analyze the data [15]. Two authors contributed
to coding, developing frameworks and themes. We identified four main
thematic categories and fiffeen sub thematic categories presented
inTable 1.
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Table 1. Main and sub-thematic categories

Main thematic categories Sub-thematic categories

Management of symptoms Health status, aggravation of symptoms, caregiver
overburden.

Health service experience Access to support, views about Home
Hospitalization Unit, detection of multimorbid
patients .

Views about Palliative Care Negative connotation of palliative care term, lack

of professional’s training in palliative care.

Palliative Care needs Physical needs, emotional needs, spiritual needs,
social needs, economical needs, caregiver specific
needs, professionals specific needs

3. RESULTS

Thirty-nine participants were interviewed (12 patients, 11 caregivers
and 16 Health.

professionals). Patients were mostly male (see Table 2), with an
average age of 77 years old, most of them were married but some were
widowers and they were all pensioners. Five of them were in the palliative
care patient program and the rest in chronic pluripathological complex
case-management programme. Caregivers were mostly female (see
Table 2), with an average age of 66 years old, mostly married, seven
of whom are pensioners and practically all cases were in charge of the
care of patient daily. 4 service managers and 12 front-line professionals
from primary care and hospital settings working with older patients
with multimorbidities were interviewed. Health professionals (see Table
2) were mostly female and most were nurses with specific training in
Palliative Care and with direct contact with Palliative Care patients or
directing Palliative Care services.
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Table 2. Patients, careers and Health professional's

characteristics

socio-demographic

Patients socio-demographic characteristics (n=12)
Age mean (SD) 77,41 (7,82)
Min/max 65-89
Gender Male (%) 8 (67%)
Female (%) 4 (33%)
Marital status Married/living with partner (%) 9 (75%)
Widowed (%) 2 (17%)
Education University degree 1 (8%)
Secondary 2 (17%)
Primary degree 6 (50%)
None 3 (25%)
Employment Retired (%) 12 (100%)
Carers’ characteristics (n=11)
Age mean (SD) 67 (8,54)
Min/max 53-78
Relationships with patients Spouse 9 (82%)
Daughter 2 (18%)
Frequency of caring Daily 10 (21%)
Weekly 1(9%)
Employment status Retired 7 (64%)
Full-time 1(9%)
Unemployed 1(9%)

Unable to work

2 (18%)
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Table 2. Patients, careers and Health professional’s socio-demographic
characteristics. Continuation

Health professional’s characteristics (n=16)
Age mean (SD) 47,42 (10,57)
Min/max 28-63
Gender Male 4 (25%)
Female 12(75%)
Profession/Role Nurse 9 (56%)
Medical doctor 5 (31%)
Social worker 1 (6%)
Psychologist 1 (6%)
Area of service Front Line Area HHU 5 (31%)
HHU doctors 3 (19%)
Primary care 4 (25%)
Managers/coordinators 4 (25%)
Expertise area Chronicity, Palliative Care, 13 (81%)
Geriatrics
Primary care 2 (12%)
Medical management 1 (7%)
Previous Training in Palliative  Yes 12 (75%)
Care No 4 (25%)

*HHU (Home Hospitalization Unit)

3.1. Management of symptoms

Interviewees consistently reported the following symptoms by
patients: breathlessness, lack of mobility, back pain, sadness, anxiety
and respiratory failure. Patients (P) described the lack of mobility and
fatigue as very tfraumatic, coinciding with caregivers (C) who faced
many problems in daily care for patients due to lack of mobility of their
patients. Health professionals (HP) highlighted the importance of having
highly involved caregivers to keep patients’ symptoms under conftrol,
as most were hospitalized at home. However, caregivers often felt
overburdened and lacking information on how to deal with some of the
symptoms of their relatives.




Chapter V. Results- Published Papers

9P: "“When | see that | don't, that | cannot do things by myself, that
others have to help me to wash up, to have a shower and so on...
| feel sadness when | see that | do not do things as before. | don't
know how to tell you” (patient with multimorbidites, man)

9C: "l would like to have information, | mean the guidelines for
example to made better movements to lift her, or to put her in
bed” (caregiver, woman)

3.2. Health Service Experience

The patients and carers rated the care received at home by HHU
very positively, highlighting positive aspects of this unit, such as the
human quality of the professionals, the feeling of support from the
healthcare team, and above all having the care of the hospital but
with the patient at home. On the other hand, they highlighted the
negative aspects of waiting times in Emergency Rooms (ER) and the
lack of information regarding the patient’s condition while waiting
in this service, as well as the absence of specialists to attend to
emergencies. As for primary care, patients and carers remarked that
there are excessivewaiting lists.

Health professionals highlighted as fundamental to detect
multimorbid patients and including them in the HHU programme
which provides continuous telephone attention and home visits by
physicians and nurses. The HHU identifies patients with multimorbidity
who have palliative care needs and are included in the palliative
management programme, then they work with the patient and family
on the prevention of exacerbations, and explain how to detect an
episode of decompensation, or when to notify or contact the nurse
manager.

10C: "At hospital (ER) a different doctor visits you every time.
You don't have a monitoring with a single doctor . . . This is an
inconvenient because they have to revise his/her history. Each
one has his/her own way to see things not all of them say the
same” (caregiver, woman).
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12C: “The number of persons, when you arrange a doctor’s
appointment . .. even if itis fo request medications, you have to
wait 5 or 6 days or a week” (caregiver, woman).

3.3. Views about Palliative Care

Patients and theirfamilies were not prepared to talk about palliative
care and shiedaway from questions related to this topic. The use of
the term palliative care has negative connotations for them, and
they associated it with treatments for the last days of life and they
reported not having much information about palliative care. No
professionals had experienced palliative care during their training and
they reported having their first contact with palliative care patients
when they were already practising in their profession. There are no
subjects during their fraining, and they remarked that their experience
of palliative care depended on internal (health department) courses
or training sessions.

9C: "What they say me now is that he is in palliative care, because
maybe they need to do many medical tests, but it cannot solve
anything. Since they are in charge of him he is getting better”
(caregiver, woman).

THP: “some course organized by the medical school years
ago, to palliative care dayslike these, and mainly professional
experience in the field” (MD specialist in Family and Community
Medicine).

3.4. Palliative Care Needs

The interviews consistently reported that the main patients’ needs are
highest level of mobility and independence, physiotherapy, personal
support athome, public fundingfor dependent patients (assistive devices
and personal support at home), psychological attention, availability of
health provider’'s time and drugs not funded by the system.

S5P: “If 1 would lose mobility, my wife (current caregiver) she
could not stand me up from the chair. In that case, yes, | would
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need to have a ... a caregiver able to stand me up and so on”
(patient with multimorbidities, man).

4P: “That someone comes to help me to stand up from here, to
move on the bed inorder to not disturbb anybody. Because | am
inthat bed and | have to call to my wife or tothis woman so they
can turn me around in the bed” (patient with multimorbidities,
man).

In ferms of carers’ needs, interviewees reported that families or carers
of patients need some support in areas such as loss of employment
and income due to the need to reducetheir working hours or even
leave their jobs to care for their relative. In some cases, theloss of
income was due to hiring support staff to care for their relative. Similarity,
they also demanded financial support to meet the costs of long-term

care.

1C: “Regarding dependence, if we were in a situation that we
cannot dispose of theseresources (savings), | do not know if
public subsidies would cover or to what extent a person in
my situation would go crazy because it would feel helpless”
(caregiver, woman).9C: “Now we also have to search privately
other persons (hiring staff) that help the caregivers, because a
single person cannot deal with this” (caregiver, woman).

Training to manage patients’ needs—such as guidelines, information
or advice on how to deal with patients’ complex needs—was also
highlighted by carers. Personalised care and more information from
clinicians were needs highlighted by carers too.

7C: "We are facing a disease that even sometimes, both the patient
and | we feel like a zero, | mean, blind, thus a more personalized
attention, yes” (caregiver, woman).

?C: “I would like to have information, | mean the guidelines for
example to made better movements to lift her, or to put herin
bed” (caregiver, woman).

Carers reported the need to receive caregiving support. In some
cases, caregiving involves 24 h a day and some carers expressed the
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need for substitute staff to allow themsome respite, fime and space for
themselves in order to improve their own wellbeing and avoid feeling
overburdened or burned out.

7C: "Yes, | would like to dispose of at least half an hour for myself
alone to separate a bit from him, to distance myself and catch my
breath, but it can’t be and, well, | adapt” (caregiver, woman).

7C: "l am not the first person | have told you this, being 24 h with
a person around 2 consecutive years emotionally consumes you”
(caregiver, woman).

The emotional overload was felt strongly and manifested in depressive
symptoms, emotional fatigue, loneliness and burden. Caregivers
expressed that they would like to receive emotional support to cope
with these feelings.

10C: "I am very depressed, | am very depressed, and in fact |
take one pill every dayfor that . . . His health status has declined
and that sinks me because he does not treat me well, | mean, this
is a vicious circle” (caregiver, woman).

In some cases, caregivers also expressed the need to have a
physiotherapist for patients with limited mobility, and they considered
that this would improve their quality of life and prevent ulcers or sores.

1C: "We decided to hire, privately, the services of a physiotherapist
once per week. At the same time, this professional is subjected her
to what he calls “passive physical exercise”, in arms and legs, which
aims to alleviate the consequences of the patient’s sedentary
lifestyle” (caregiver, woman).

Health professionals highlighted the lack of training in palliative care as
a barrier toproviding quality care to these patients, and the professionals
interviewed expressed the need for a specific fraining pathway in
palliative care to help them gain confidence to talkopenly with patients
and carers about palliative care.

3HP: “when | was studying the degree they don’t teach us anything
about palliative care, at least they didn't teach me anything and
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| had to go on my own. As | am a tutor of residents because | had
the opportunity in the month of formation that they give us toask
for a rotation with the HHU, and it was a real discovery of what
Palliative Care was” (HHU doctor).

1THP: “there was only an elective subject that was called “palliative
care”, althoughafter having the experience of palliative care that
| have, it was really something very abstract, very focused on the
traditional model of palliative care” (MD specialist in Family and
Community Medicine).

The ability to provide multidisciplinary care, addressing the
psychosocial well-being of patients and carers was reported as
limited by professionals. Time for personalised care addressing
bereavement was highlighted as lacking.

4HP: “the health system is very medicalized, a lot, with a lot of
nursing, but we lack physiotherapists, psychologists, social workers,
that is very important for the patient and the family, littfle by little
some have been included, but this is the future that should be
sought” (HHU doctor).

10HP: “in primary care in terms of psychological, social and
emotional support thereis ... yes many shortcomings” (HPé6 MD
specialist in Family and Community Medicine).

Health professionals reported that there is a need for tools to identify
older multimorbid patients in need of palliative care at an early stage
and to systematise care protocols as is the case for oncology patients,
so that the necessary resources can be planned for this patient profile.

9HP: "I believe that the cancer patient is more protected by
specialized than the non-oncological patient” (nurse front line
area HHU).

12HP: “We find patients at a very late stage and that is when
you have to start looking for social resources, which will not arrive
because they will die before, that if you had started to manage
it months before because the patient could have been with
more resources at home, better cared for, or you could have
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anticipated symptoms that you knew weregoing to appear and
maybe the patient and the families were better informed and
could detect decompensation earlier, but we treated patients in
the acute processes” (social workerin HHU).

Finally, health professionals considered the scarce support and
funding for patientsand also for family carers to be problematic, as this
can cause the family to give up leadingto a very problematic scenario
with hospitalised patients at home.

7HP: “The aid is usually paid later; the family has to spend it first”
(nurse primary care).1HP: “You can have very good pain control,
very good control of other symptoms, and have a patient who
is bedridden or who cannot go out, or who cannot enjoy their
quality of life because they lack other resources that you cannot
give them, and that is very important” (MD specialist in Family
and Community Medicine).

We will summarize the main barriers and facilitators for the integration
of palliative care in Table 3.

Table 3. Perceived barriers and facilitators for Palliative care intfegration

Barriers Facilitators
Patients Lack of knowledge concerning Home based services.
what palliative care is. Avoid invasive treatments.
Excessive waiting lists in some Social resources and assistive
services. devices.
Waiting time in ER. Physiotherapy.
Lack of financial resources. Availability of 24-hour medical
care by telephone.
Caregivers Lack of knowledge concerning Being supported for HP.

what palliative care is.

Lack of information in waiting
rooms.

Lack of emotional support.

Lack of time with the healthcare
team.

Lack of financial resources

More information by healthcare
team.

Receiving guidelines on how fo
care for palliative patients.

Financial support.

Time and space for their
wellbeing.

Availability of 24-hour medical
care by telephone.
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Table 3. Perceived barriers and facilitators for Palliative care integration.
Continuation

Barriers Facilitators
Health Care Lack of confidence in talking Tools to identify earlier Palliative
professionals  about palliative care (with Care patients (older people
patients and caregivers). with multimorbidities).
Lack of training in Palliative Care.  Time to work with patients and
Lack of time for communicate their caregivers.
with carers. Support on how to deal with
Inexistence of early referrals to sensitive issues.
Palliative Care for this patient More and specialised resources
profile. for chronicity.

Palliative Care usually applied to
last days of life.

Lack of financial support for
patients.

4. DISCUSSION

There is increasing evidence that the implementation of Palliative
Care generates clinically significant improvements in the patient’s
quality of life [11]. The findings of this study suggest that there are unmet
needs of older patients with multimorbidities and their families/carers for
timely Palliative Care including feeling uncertain and a sense of fear,
poor awareness and knowledge on Palliative Care in hon-malignant
settings and desire for improved physical, psychosocial and financial
status, in line with previous studies such as those by Thai, Motamedi and
Llop (16,17,12). Caregivers also reported a high level of frustration and
anxiety in this study, not only associated with their own health conditions
but also with making care decisions without adequate support.

A constant lack of specialized psychosocial care for both patients and
caregivers was manifested, which generates unmet needs, which is in
line with other studies [18,19]. Hashemi reported the psychosocial needs
of family caregivers of cancer patients highlighting the importance of
meeting the needs of family members to improve patients’ quality of
life. Mcllfatrick underlined the need for supportive care for caregivers
of people with heart failure at the end of life, including the need for
emotional support, information about prognosis and advice on where
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and how to access the necessary support for themselves. Our study
also highlights the lack of psychosocial support for older patients with
multimorbidities and their caregivers.

Unmet needs for health professionals and heath care system were
also identified including the lack of coherent support for patients and
families, early identification, holistic needs assessment and effective
referral pathways for Palliative Care input. The need expressed by
professionals to have highly involved caregiver’'s contrasts with the
testimonies of caregivers who often feel overloaded and burned by
the intensity of care they must provide, often 24 hours a day, in patients
with a high dependence and burden of symptoms. Responses from
health professionals consistently lead to the consideration of shifting
palliative care systems towards a holistic and anticipatory planning
approach, this is consistent with recent studies with other patient
profiles, people with dementia [20] or heart failure [21].

Understanding and addressing Palliative Care needs may support
the development, implementation, mechanisms, and evaluation of the
integration of Palliative Care for older people with advanced diseases,
for both research and practice. While palliative care has been widely
applied to cancer patients to improve their quality of life [22,23], it is
currently not widely applied to patients with non-malignant diseases
although there is already evidence that referring these patients to
palliative care pathways decreases unnecessary hospitalisations and
emergency department visits [24]. However, uncertainty about the
prognosis of older multimorbid patientsis a barrier to referral to palliative
care, and the surprise question (“Would | be surprised if this patient
died next yeare”) has been used [25] to try to recognise patients with
non-malignant diseases who may need palliative care, although it has
not proved to be an accurate predictor according to the Downar's
study [26].

Additionally, the development of evidence-based tools for early
identification and needs assessments with optimised clinical pathways
remains a priority. Recent studies [27] have presented mathematical
models that can predict frailty and mortality in older patients and support
the identification of older patients in need of palliative care.
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In addition, specific training in palliative care should be encouraged
for all health professionals, with emphasis on the different patient
profiles that may be targeted. In particular, the profile of older patients
with complex chronic diseases who, although they have an uncertain
prognosis due to their multiple pathologies, can clearly benefit from early
referral to palliative care. Likewise, palliative care should be organised
at institutional level in multidisciplinary teams that holistically address the
needs of patients and their families with special attention to psychosocial
well-being and including financial benefits to meet their long-term care
needs

5. STRENGTHS AND LIMITATIONS

This study provided a comprehensive view of Palliative Care needs in
older patients with multimorbidities. The purposive sampling allowed us to
cover the different profiles of multimorbid patients attended by the HHU of
the hospital where the study was carried out, as well as the professionals
who work with this profile of patients, obtaining representativeness of all of
them. Although the sampling was carefully done, its representativeness is
limited. All study participants recruited were white Spanish which may not
reflect the experiences of those from minority ethnic communities, thus
future work is needed to capture their views.

Our findings suggested the need of institutional support for multimorbid
older patients and identified important barriers that need to be addressed
by healthcare systems facing a significant increase in these patients.
Although the study was conducted before healthcare systems were
severely threatened by the SARS-COV2 pandemic, the findings remain
relevant to the profile of multimorbid older patients. However, post-
pandemic changes should be taken into account in future studies, such
as those identified by Franchini [28].

Supplementary Materials: The following supporting information can
be downloaded at: www.mdpi.com/xxx/s1, SM1: COREQ checklist
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3. FACTORIAL STRUCTURE OF QUALITY OF LIFE, SATISFACTION WITH
CAREGIVING AND CAREGIVER BURDEN IN PALLIATIVE CARE: A
SYSTEMATIC REVIEW?

1. INTRODUCTION

Due to the increasing incidence, prevalence and mortality of
chronic diseases, identifying the needs and assessing the quality of
palliative care are becoming a challenge for healthcare systems.
Palliative care (PC) patients often experience a range of debilitating
physical symptoms combined with high levels of psychosocial distress.
In 2018, The Lancet Commission on PC stated that 35.5 million people
experienced severe health-related suffering due to life-threatening
and life-limiting conditions (Centeno et al., 2015; Woitha et al., 2016)
and according to the WHO, alleviating severe health-related suffering,
whether physical, psychological, social or spiritual, is a global ethical
responsibility (WHO, 2014).

The European Association for Palliative Care (EAPC) recommends
two specialist PC services per 100,000 inhabitants (one home care team
and one hospital team); according to the European Aflas of PC (2019),
PC provision remains uneven with most services available in Western
Europe. Austria and Ireland stand out (2.2 and 1.9 services per 100,000
inhabitants, respectively), and Spain has 0.6 per 100,000 (Arias-Casais et
al., 2019). Most European countries have adapted their general health
laws and have included PC as a mandatory provision, as a patient’s
right. PC is included in the portfolio of services of the NHS in Spain, but it
lacks an adequate set of evaluation indicators that could help medical
and nursing services in clinical practice. This study is relevant in this field
as it provides an analysis of three fundamental instruments commonly
used in nursing practice to assess quality of life, satisfaction with care
and care-giver burden. A comprehensive overview of the variability
of the factor structure of the main dimensions of palliative care across
cultures, settings and patients is of utmost relevance when adapting

3 Llop-Medina, L., Rédenas-Rigla, F., Gallego-Valadés, A., & Garcés-Ferrer, J. (2024). Factorial structure of
quality of life, satisfaction with caregiving and caregiver burden in palliative care: A systematic review.
Nursing Open, 11(1), e2067. https://doi.org/10.1002/nop2.2067
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care protocols from a patient-centred perspective. The main aim of
this study is to collect, analyse and systematise the available evidence
on the factor structure of the QLQ-C30, FAMCARE and ZBI tools in the
palliative care population and to observe their cross-cultural differences.

2. BACKGROUND

As Aspinal et al. (2003) state, assessing the quality of healthcare is
essential, but finding reliable methods to assess the quality of palliative
care provision is parficularly difficult. The reasons lie in the less direct
measurability of the health impact of palliative care as it is oriented
towards patients at the end of life. One of the most commonly used
approaches to address this task is the measurement of satisfaction with
palliative care, however, as acknowledged by the authors (Aspinal et
al., 2003), this is a dynamic concept subject to great variability between
settings and groups. As a consequence of this less direct measurability,
an alternative approach has been to measure the quality of life of
palliative patients.

According to the WHO definition (WHO, 2011), the primary goal of
palliative care is to optimise the quality of life (Qol) of patients suffering
from anincurableiliness by controlling physical symptoms and addressing
the patient’s psychological, social and spiritual needs. Although there is
no universally accepted definition of QoL and it is influenced by many
factors, the concept is usually understood as a general sense of well-
being, defined by the WHO as individuals’ perception of their position
in life in the context of the culture and value system in which they live
and in relation to their goals, standards and concerns, including six
categories, physical health, independence, psychological well-being,
social relationships, environmental characteristics and spiritual concerns
(Ahmedzai et al., 2004).

Quality of life is usually independent of satisfaction with care, although
there are some associations between them. Aboshaigah et al. (2016)
show that emotional function of palliative cancer patients was more
strongly associated with overall satisfaction with care than physical
function or global health status. Tierney et al. (1998) or Morishita and
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Kamibeppu (2014) obtain analogous results, the latter in the case of
informal caregivers. However, the analytical question of the direction
of causality between the two elements remains inconclusive, as the
assessment of self-perceived satisfaction may depend on personal
situation and personality traits.

The third dimension to consider in the conceptual framework would
be the burden of the informal caregiver. Palliative patients do not only
require care from health services but also from their family and relatives.
Traditionally, different measures have been used to assess quality of
life by assessing the impact of the illness and clinical treatment on the
daily lives of patients but also of family caregivers who are a key part
of palliative care provision, as according to the literature they spend
a large amount of time caring for palliative patients, whether they are
in hospital or at home (Funk et al., 2010). According to the literature,
the task of caring for a seriously ill per-son at the end of life can have
a major impact on the caregiver’s life, impacting their psychosocial,
physical and emotional well-being (Yeandle et al., 2017). Strategies
such as a partnership approach to support cancer patients and their
families/caregivers as they navigate the complex cancer care system
can improve PC satisfaction, quality of life and caregiver burden (Palos
& Hare, 2011).

The use of tools to measure quality of life and patient and care-
giver satisfaction in palliative care is key to improving the delivery
of palliative care and can help to improve nursing practice. There is
substantial evidence on the factor structure and cross-cultural validity
of several tools applicable to populations with different chronic or life-
threatening conditions. In particular, evidence has been found on the
most commonly used tools for assessing quality of life and satisfaction
with care.

The European Organisation for Research and Treatment of Cancer
Quality of Life Questionnaire (EORTC QLQ-C30) has been translated into
more than 54 languages and is widely used to measure cancer-specific
quality of life (Qol) (Aaronson et al., 1993). The Zarit Burden Interview
(ZBl) has demonstrated high reliability and good validity for measuring
family caregiver burdenrelated to caring for older people with dementia
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but also in palliative care settings, it is the most widely used measure to
detect caregiver overload (Bachner & O'Rourke, 2007).

The Family Satisfaction with Care at the End of Life (FAMCARE) is
a widely used scale to measure satisfaction with caregiving and has
been applied internationally to assess satisfaction with palliative care
(Hwang et al.,, 2023; Kristjanson, 1986). However, a systematic and
comprehensive review of the factor structure of the most relevant tools
addressing the main dimensions of quality assessment in palliative care
has not been reported. Due to the absence of literature reviewing the
structure of tools that can examine the quality dimensions of palliative
care, this review was conducted with the aim of collecting, analysing
and systematising the available evidence on the factor structure of
the QLQ-C30, FAMCARE and ZBI tools in the palliative care population
and observing their cross-cultural differences. In this way, the main
approaches and domains of pallia-five care quality assessment were
identified through three question-naires used for this purpose. This study
presented could be useful to design new evaluation tools based on
the instruments analysed or to propose new versions of the instruments
considered.

3. METHODS

3.1. Search and eligibility criteria

The main aim of the study was to collect, analyse and systematise the
available evidence on the factor structure of the QLQ-C30, FAMCARE
and ZBl tools in the palliative care population and to observe their cross-
cultural differences. In this way, the main approaches and domains
of palliative care quality assessment were identified through three
questionnaires used for this purpose. To this end, the following research
questions were developed: Are there differences in the factor structure
of the three tools considered? If so, to what factors is this variability due?
Are they due to cross-cultural factorse Three systematic reviews were
con ducted, one for each tool QLQ-C30, FAMCARE and ZBI, following
the PRISMA 2020 statement (Page et al., 2021). The PRISMA 2020 checklist
is available for consultation in Appendix S1. A protocol for this systematic



Chapter V. Results- Published Papers

review was developed before the research began; however, this review
was not registered in any specific database or repository. We included
all studies published in English in indexed academic journals, focused on
assessing the factor structure of the tools in adult patients from 2000 to
2020. Studies were required to include samples composed of palliative
patients or, alternatively, advanced-stage cancer patients.

The quality assessment of the included studies was carried out as
follows: All papers reported the application of factor analysis, informing
of the factor structure; in addition, they report at least one measure of
analysis assessment used in exploratory factor analysis (EFA) or principal
component analysis (PCA) (Bartlett's x2 test, Kaiser—-Meyer-Olkin KMO
and explained variance of fac-tors or components), or goodness-of-fit
statistics in confirmatory factor analysis (CFA) (x2, comparative fit index
(CFI), Tucker-Lewis index (TLI)/non-normed fit index (NNFI), root mean
square error of approximation (RMSEA) and other CFA goodness-of-fit
statistics). Electronic searches for eligible studies were conducted by
date 27/07/2022 within the Scopus, MEDLINE® and PubMed databases.
The search terms used and the number of documents obtained are
specified in Table 1.

Table 1. Search terms

Database  Search terms Results (n) Questionnaire

Scopus TITLE(alg AND c30) AND TITLE-ABS- 73 QLQ C30
KEY((factor AND structure) OR (factor
AND analysis)) AND (LIMIT-TO(LANGUAGE,
“English”))

Scopus TITLE(zarit AND burden AND interview) 40 Zarit
AND TITLE-ABS-KEY ((factor AND analysis)
OR (factor AND structure)) AND (LIMIT-
TO(LANGUAGE , “English”))

Scopus TITLE(famcare) AND TITLE-ABS-KEY((factor 15 FAMCARE
AND analysis) OR (factor AND structure))
AND (LIMIT-TO(LANGUAGE, “English”))
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Table 1. Search terms. Continuation.

PubMed (“alg c30"[Title] AND (“factor 24 QLQ C30
analysis”[Title/Abstract] OR “factor
structure”[Title/Abstract])) AND
(english[Filter])

Database  Search terms Results (n) Questionnaire

PubMed (“zarit"[Title] AND (“factor analysis”[Title/ 34 Zarit
Abstract] OR "“factor structure[Title/
Abstract])) AND (english[Filter])

PubMed (“famcare”[Title] AND (“factor 11 FAMCARE
analysis”[Title/Abstract] OR “factor
structure”[Title/Abstract])) AND
(english[Filter])

MEDLINE®  ((TI=(QLQ C30) AND TS=((factor 59 QLQ C30
analysis) OR (factor structure))) AND
(LA==("ENGLISH")))

MEDLINE®  ((TI=(Zarit) AND TS=((factor analysis) OR 43 Zarit
(factor structure))) AND (LA==("ENGLISH")))

MEDLINE®  ((TI=(famcare) AND TS=((factor 14 FAMCARE
analysis) OR (factor structure))) AND
(LA==("ENGLISH")))

3.2. Data collection process

Two researchers (L-LLM, A-GV) independently screened titles and
abstracts of all papers retrieved. In case of disagreement, consensus on
which papers to screen full-text was reached by discussion. If necessary,
the third researcher (F-RR) was consulted to make the final decision.
Next, two researchers (L-LLM, A-GV) independently screened full-text
papers for inclusion. Again, in case of disagreement, consensus was
reached on inclusion or exclusion by discussion and if necessary, the third
researcher (F-RR) was consulted. In the process, a standardised data
extraction form was developed to exiract the characteristics of each
study included. The standardised form was pilot tested by researchers
using five randomly selected studies. The quality of the included
studies was verified by reviewing the methodology used in each study
and checking the established criteria. The study variables included:
population, setting, tool, version, techniques, factorial structure and
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goodness of fit. Reviewers worked independently to extract study details.
A third reviewer reviewed data extraction and resolved conflicts.

3.3. Data analysis

The outcomes of interest consisted mainly of the factors obtained from
different factor analysis techniques implemented and the interpretation
made by the authors. In studies where two or more analyses were
conducted, separated by sub-samples, number of items or factor
structure, only those analyses that obtained the best goodness-of-fit
statistics were selected. The Open Source R pack-age has been used
to design the PRISMA flow diagrams of the systematic reviews linked to
each tool (Haddaway et al., 2022).

4. RESULTS

The searches in scientific databases allowed 313 records to be
identified and exported to RefWorks, of which 178 duplicate re-cords and
3 for not being a research paper were removed. During the screening
phase, 132 records were peer reviewed based on the title and abstract
and 75 records were excluded as they did not meet the inclusion
criteria. Subsequently, 57 papers were selected for full-text reading, with
41 papers being excluded for various reasons (not including samples
with palliative patients, or cancer patients, at an advanced stage and/
or not implementing factor analysis). Finally, 16 papers were included in
our study (Table 2). In order to facilitate the reading and interpretation
of the findings, the results are presented according to the three tools
analysed. A specific flow diagram has been included for each of them
(Figure 1).
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Records excluded as they did not
meet the inclusion criteria, n=75
(either they do not meet the criteria for
Records screened, n = 132 assessing the factor structure or the
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@
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N ——

Figure 1. Prisma Flow diagram

4.1.QLQ C30

Three studies met the criteria for inclusion. The study by Mystakidou et
al. (2001) on a sample of Hellenic terminally ill cancer patients receiving
palliative care reports a six-factor solution from PCA (Bartlett’'s x2=358.9,
P<0.001; KMO=0.71; cumulative explained variance of factors=76.85%).
Based on CFA, Viada et al. (2020) provide evidence supporting the
unidimensionality of the 28 core items in a Cuban population of patients
with advanced non-small cell lung cancer (CFI=0.98; RMSEA=0.055).
However, the authors point to a possible lack of generalisability of the
results fo ofther cancer patient populations due to the multicentric
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composition of the sample. Both results contrast with those provided by
the multigroup study by Costa et al. (2015) in the subsample of patients
with late oesophageal/stomach cancer. A nine-factor structure can
be interpreted from the CFA (x2 p=0.0038; CFI=0.995; RMSEA=0.047),
composed of the multi-item scales of the questionnaire.

4.2. Zarit

Only one study met the criteria for inclusion. KGhnel et al. (2020)
provide evidence in favour of the use in palliative care of the 7-item ZBI
version (Gort et al., 2005) suggested by Higginson et al. (2010), for the
one-factor measurement of caregiver burden. The analysis developed
by the authors shows the structural validity of the tool from CFA (x2/
df=1.84; CFI=0.938; TLI=0.907; standardised RMR=0.0643; RMSEA=0.100;
factor loadings >0.4).

4.3. FAMCARE

In total, 12 studies that met the above characteristics were included.
All studies administered FAMCARE family questionnaires, but the versions
varied among the original FAMCARE questionnaire (n=5), FAMCARE-
Patient (n=4), and FAMCARE-2 (n=3). Several studies administered or
validated shortened versions of the questionnaires (n=5).

Most studies included caregivers or patients, either inpatients or
outpatients, with cancer (n=11). At least two studies also included
caregivers of patients with other pathologies. Only one study included
caregivers of patients receiving long-term care in Veterans Affairs
facilities.

The most frequent analysis technique was PCA (n=7), followed by CFA
(n=6) and PAF (n=2). In several cases (n=3), PCA was ac-companied
by CFA to assess the goodness of fit of the resulting model. Only in one
case was it used to reject the alternative model (Parpa et al., 2017).
Generally, the results support the idea of unidimensionality of the scale,
although there are some nuances to be made.
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The study by Chattat et al. (2016) reports a four-factor structure (1.
giving information, 2. physical care of the patients, 3. availability of
care and 4. pain management) of the Italion FAMCARE, based on
PCA (Bartlett’'s x2=1424.7, p<0.001; KMO=0.91; explained variance of:
factor 1=25.3%, factor 11I=13%, factor lI=12.6% and factor IV=12.2%).
These results contrast with those obtained in other studies implementing
factor analysis methods. Specifically, they op-pose those previously
obtained by Teresi et al. (2014), who support the one-factor structure
of the scale from PCA (explained variance of factor=84.4%) and CFA
(CFI=0.965; TLI=0.961; RMSEA=0.095), despite the comparison with bi-
factor models. Analogous results (Explained Variance of Component
1=74.2%; CFI=0.988; TLI=0.984; RMSEA=0.101) are obtained by Teresi et
al. (2020) in a sample of 1517 non-Hispanic white caregivers of cancer
patients, using a short-form FAMCARE.

In a similar line, Rodriguez et al. (2010) report a four-factor structure
(1. quality of care, 2. family, 3. pain and 4. availability) of the 20-item
FAMCARE, from PCA (cumulative explained variance of factors=70.2%),
in patients receiving long-term care in Veterans Affairs facilities.
However, as the factor analysis yields one very strong factor with an
eigenvalue of .42 and three weak factors with eigenvalues of 1.99, 1.43
and 1.21 - the authors state that the scale has a one-factor structure.
Quite similar results were previously obtained by Ringdal et al. (2003)
from PCA (cumulative explained variance of factors=68.5%), showing
the existence of three factors (1. general care, 2. information and 3.
physical care) with eigenvalue >1. As in the previous study, the wide
gap between the eigenvalue of the first factor (10.95) and that of the
second (1.52) drives the authors to interpret the Norwegian FAMCARE as
a one-factor scale.

A four-factor structure (1. management of physical symptoms and
comfort, 2. patient care and sharing information, 3. symptoms and
side effects and 4. family and patient support) is obtained by Oraikul
et al. (2020) in the validation of the Thai FAMCARE-2 Scale, based on
PCA (KMO=0.88). These results are similar to those obtained by Aoun
et al. (2010) from PAF (KMO=0.932; cumulative explained variance of
factors=66%), although the item loadings onto the sub-scales differ.
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Factors are labelled as: 1. management of physical symptoms and
comfort, 2. provision of information, 3. family support and 4. patient
psychological care. In contrast to these findings, D’Angelo et al. (2017)
provide evidence supporting the one-factor structure of the Italian
FAMCARE-2 based on CFA results (x2=833.42; p<0.001; CFI=0.91;
RMSEA=0.05; SRMR=0.04).

In the first study assessing the psychometric properties of a patient-
oriented version of FAMCARE (FAMCARE-P16), Lo, Burman, Rodin,
et al. (2009) obtained results from PAF suggesting the presence of a
single dominant factor (explained variance of factor=80%). A second
study by Lo, Burman, Hales, et al. (2009) strengthens the evidence in
favour of a one-factor structure of the tool based on CFA (CFI=0.95;
NNFI=0.94; RMSEA=0.076), although excluding some items from the
analysis (FAMCARE-P13). In this line, Chaumier et al. (2020) support
the idea of a one-factor structure of the French patient-oriented
version of FAMCARE (FFP-16) based on CFA (CFI=0.93; RMSEA=0.07).
These results are in contrast, however, to those previously obtained by
Parpa et al. (2017), who reject the one-factor structure of the Greek
FAMCARE-P13 (x2=219.67; df=65; p<0.0005; x2/df=3.38; RMSEA=0.155;
GFI=0.735; AGFI=0.628; NFI=0.520; CFI=0.592), although they do noft re-
port analogous results with the two-factor structure obtained from PCA
(explained variance of: factor 1=32.1%; factor 11=15%). They labelled
factor | as Information/interaction with the healthcare professionals (8
items), while factor Il is labelled as Availability of care (5 items).

5. DISCuUSSION

The variability in the latent dimensionality of the questionnaires
analysed could be due to: (i) the characteristics of the sample, (i) the
population studied, (iii) cross-cultural variability, (iv) the design of the
questionnaire and (v) the analysis techniques employed. For example,
cultural differences between countries may influence definitions and
descriptions of pain (Free, 2002), pain sensitivity (Al-Harthy et al., 2016),
pain empathy or the relationship between fear avoidance of chronic
pain and pain intensity (Kroska, 2016).
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The results obtained are generally representative of the evidence
behind the factor structure of QLQ-C30 in the general cancer
population. Most studies show unidimensional and nine-factor solutions,
although it is unknown whether or not this pattern is in-dependent of
other confounding variables. In Sommer et al. (2020), violations of scalar
invariance concerning sex were detected in items within both the
physical functioning and emotional functioning scales. The authors also
identified scalar invariance violations for items in the physical, emotional
and cognitive functioning scales. For Viada et al. (2020), the potential for
measurement invariance of the core QLQ-C30 among various cancer
populations presents as a hypothesis meriting further exploration. This
argument is partially supported by evidence provided by Costa et al.
(2015) in a widely heterogeneous study on the invariance of QLQ-C30
measurement across primary cancer sites based on multigroup CFA. The
authors provide provisional evidence that the measurement properties
of the QLQ-C30 are, for the most part, invariant across primary cancer
sites, although the measurement models are composed of nine multiple-
item domains and do not support the unidimensionality of the tool.

The studies included are too few to unequivocally support a
conclusioninthe palliative care setting. Although from a comprehensive
approach, the results provided by the literature may suggest that the
conceptual distinction between the global notion of quality of Life and
the different domains is a theoretical rather than a statistical issue. Thus,
it is clear that the concept of quality of life constitutes a global and
multidimensional standard, but there are clear differences between
the various domains. A clear example is provided in the introductory
section: emotional function correlates moderately with overall
satisfaction with care, but not other domains. The QLQ-C30 does not
take into consideration the spiritual or religious dimension, and this may
be a limitation, particularly in other cultural contexits.

Evidence on the factor structure of the ZBl in populations receiving
palliative care or with advanced cancer is very limited. The studies
conducted employ reduced versions (ZBI-7 and ZBIl-6) and lead to the
idea of a unifactorial structure, which conceptually relates to caregiver
burden in general. The study included in our analysis shows a unifactorial
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solution and this contrasts, however, with most of the evidence in other
population groups.

The factor structure of the Zarit Burden Interview remains ambiguous.
Various researchers have proposed distinct models, with the two-factor
model (Bachner & Ayalon, 2010; Branger et al., 2016) addressing personal
strain and role strain being the most commonly referenced. Hébert et
al. (2000) support this model, offering widely cited information on the
reliability and validity of the Zarit Burden Inventory. However, there are
studies reporting a four-factor structure (Cheah et al., 2012; James et
al., 2021), “personal strain™ and “role strain” systematically present the
highest self-evaluations.

The unifactorial solution of the only available study could be due to
the fact that palliative care, due to its intensity, may lead the care-giver
to interpret the burden from a more holistic viewpoint than in other cases.
However, we do not rule out that this is due to a methodological rather
than a theoreftical issue associated with the drastic cutback of items by
the authors. For this reason, it would be advisable to conduct further
studies applying the full scale to the palliative care population to test
whether the infroduction of a greater diversity of items has any effect on
the factor structure of the tool. It should also be noted that, asis the case
with quality of life, it is quite likely that the subjective tolerance of the
burden of care and how it is interpreted is highly variable across cultures.

In the case of FAMCARE, most of the factor structures differ from the
initial proposal of Kristjanson (1993). It should be taken into consideration
that while the method employed by the author was based on cluster
analysis, subsequent research has employed factor analysis tfechniques.
Additional sources of variation may come from shortening or adapting
the tool for assessment from the patient’s perspective, or a combination
of both, as in the case of Chaumier et al. (2020), among others. Most
authors, however, attribute these variations to cultural specificities. Parpa
etal. (2017), on the otherhand, attribute the disagreement of theirmodel
with the original structure to the suggestion that patients discriminate their
satisfaction concerning their relationship with healthcare professionals.
Alternatively, D’Angelo et al. (2017) explain the one dimensionality of
their factor solution as an indicator that caregivers tend to make a
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global judgement about the care received and conceive the different
aspects of care within an overall cognitive framework.

5.1. Limitations

Not all of the tools analysed in this study have a fradition of
implementation in the palliative care context. For example, while
FAMCARE has been extensively validated, ZBI has hardly been used,
despite its potential usefulness in measuring caregiver burden in palliative
care. This is an implicit limitation to the availability of evidence.

Questionnaires focused on assessing knowledge and attitudes
of formal caregivers in palliative care exist, but have not been
systematically identified as these are not the predominant assessment
approaches. Furthermore, these are domains that may be closely
correlated with satisfaction with care, if it is theoretically assumed that
specific knowledge of the topic and a good attitude result in higher
satisfaction from both patients and relafives.

Finally, it has not been possible to perform a meta-analysis to
systematically assess the latent structure of the tools analysed.

Firstly, as mentioned above, due to the disparity in the availability of
evidence. Secondly, as a consequence of the wide heterogeneity in the
way results are reported. In some studies, reporting omitted the inclusion
of certain common statistical tests or goodness-of-fit statistics, which
makes direct comparability difficult. Many reports also fail to include
the inter-item correlation/covariance matrix, which is a key element for
performing meta-analysis (Norton et al., 2013; Strunk et al., 2021). The
creation of a standardised protocol for re-porting results in such studies
would be a major step forward.

6. CONCLUSIONS

This study constitutes a comprehensive synthesis of the best
available evidence on the factor structure of three widely used tools
(QLQ-C30, ZBI and FAMCARE) for assessing dimensions with practical
relevance and utility in palliative care for nursing practice. The study
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has allowed us to highlight the most frequent factor structures, and
to compare the variability between different studies. The sources of
variability have been examined in light of the available empirical
evidence, but to date, there is a lack of theoretical background to
systematically identify the relevant drivers of variability in the structural
validity of the tools. It is argued that one of the most likely sources of
variability in the factor structure of questionnaires is cultural context.
As in other anthropological phenomena, culture exerts a significant
influence on the way in which behaviour, perception or meanings are
constructed. However, it is not known exactly how this cross-cultural
variation influences variation in the factor structure of questionnaires.
An integration of qualitative and quantitative perspectives in research
would be necessary to address this task.
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4. ENHANCING THE ADULT AND PAEDIATRIC PALLIATIVE CARE
SYSTEM: SPANISH PROFESSIONALS' AND FAMILY CAREGIVERS'
SUGGESTIONS FOR COMPREHENSIVE IMPROVEMENT?*

1. INTRODUCTION

Palliative care, as defined by the World Health Organisation [1], aims
to enhance the quality of life and alleviate suffering for patients with
life-threatening illnesses and their families. This approach involves early
detection, appropriate symptom management [2,3] and comprehensive
care thataddresses physical, emotional, social, spiritual, and psychological
needs through the collaboration of an interdisciplinary team [4,5].

However, palliative care faces challenges in practice. Both families
and patients are constrained by the capacities of the health care
system, resulting in long waits due to long standby lists, compounded by
a shortage of professionals and insufficient resources in palliative care
[6,7]. This situation generates a greater burden for family caregivers, who
lack the fraining and information necessary to provide this care [6], and
professional care is limited to the terminal phase of the disease [3,5,8]. In
short, this reality harms the physical, social, and psychological well-being
of both patients and family caregivers.

Limited access to palliative care, stemming from resource scarcity
and its subsequent effects on the timeliness and quality of assistance,
results in underutilised palliative care units [9-11]. The consequence of
this underutilisation is an augmented fatality rate. Studies [11,12] have
highlighted the significantly shortened duration from the initial palliative
consultation to the time of death for adult palliative patients due to this
issue. These studies remark on the effect on surgical palliative patients;
otherresearchers have found similar results in other adult palliative patients
[13]. In the case of paediatric palliative patients, a study centred on Spain
disclosed an alarming rate of mortality of children and adoles-cents
diagnosed with life-threatening illnesses [?]. This underscores the critical

4 Llop-Medina, L., Garcia-Mufioz, P, Rédenas-Rigla, F., & Garcés-Ferrer, J. (2023). Enhancing the Adult and
Paediatric Palliative Care System: Spanish Professionals’ and Family Caregivers’ Suggestions for Compre-
hensive Improvement. Healthcare, 12 (1), e65. https://doi.org/10.3390/healthcare 12010065
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impact of restricted access to palliative care services, particularly in the
paediatric demographic, emphasising the urgency for comprehensive
improvements in palliative care accessibility and delivery.

Considering this challenging scenario, it becomes imperative to take
decisive actions to address the needs of both adult and paediatric
patients requiring palliative care. This necessitates attention from the
moment of diagnosis and patient assessment through the treatment of
their needs, extending beyond the purely physical aspects.

In this paper, our focus is directed towards the region of Murcia, Spain,
whichboasts apopulation of 462,979 inhabitants [14], makingit the seventh
most populated municipality in Spain. With shared competencies in health
matters with the government, this region is served by the Virgen de la
Arrixaca University Clinical Hospital in Murcia (VAUCH), the largest hospital
complexin the Murcia public health system. VAUCH has a comprehensive
history of delivering palliative care, bereavement support, and end-of-
life care, and it has actively engaged in researching the effectiveness of
these services [15]. To address these challenges, the main objective of this
research is to analyse the elements that influence the quality of palliative
care provision from the perspective of professionals and family caregivers,
considering the use of certain scales by professionals and the perceptions
of deficiencies and proposals for improvement by both stakeholders. This
analysis aims not only to point out the deficiencies but also to provide
enhancement suggestions for a more effective and comprehensive
palliative care system.

2. MATERIALS AND METHODS

This research employs a qualitative methodological design with the
overarching aim of comprehensively studying the perspectives of family
members of patients in palliative care and healthcare professionals
regarding the palliative care system. The focus is on identifying their
perceptions of existing deficiencies and areas forimprovement, ultimately
proposing recommendations in the freatment and evaluation areas.

Three focus groups were designed for this purpose. The first two involved
healthcare professionals, and the third was conducted with family
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carers of palliative care patients. In addition, a semi-structured in-depth
inferview component was integrated into the fieldwork to further explore
the nuanced views and active participation of families.

All the fieldwork for this study was carried out at VAUCH. The dedicated
healthcare team at VAUCH played a crucial role in assisting with the
research, and this paper presents findings that emerged from the
collaborative efforts with their team, leveraging their extensive experience
and expertise in these specialised areas.

This qualitative paradigm facilitated a profound exploration of
perspectives on the quality improvement of the palliative system in
general, as well as understanding how they measure the quality of
palliative patients and how we can improve the way they assess it.

Ethical approval for the development of this research has been
obtained from the Ethics Committee on Research of VAUCH (ref. 2020-
9-3).

2.1. Identification of Participants

Three focus groups and a semi-structured in-depth interview were
designedtostudytheperspectivesofquality care onpalliative careservices.
Two of the three focus groups were designed to attend the professional
standpoint: doctors, hospital managers, nurses, and paediatricians from
the region of Murcia. Each focus group was composed of 4 persons. The
third focus group, with three participants, was focused on the viewpoint
of families caring for palliative care patients.

The selection of techniques in this research employed a purposive
sampling approach, a deliberate choice driven by the sensitive nature
of the study and the inherent challenges in accessing the stakeholders
involved busy healthcare practitioners and family caregivers of palliative
patients. The intricacies of this research field not only justify the specific
number of participants but also account for the deliberate lack of variability
in our sample, as outlined in Table 1. The sampling method as the size of
our sample is also justified by previous studies in the health field [16,17],
as well as by the principle that the transferability and dependability of
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the data are influenced by the comprehensive description of all possible
contextual factors impacting the inquiry [18]. A sample that is fully
contextualised helps prevent unwarranted generalisation. To accomplish
the best description of the context of this research, we have followed the
COREQ guideline [19] and we apport 32 criteria of our research in the
Supplementary Materials (Table S1).

Table 1. Sociodemographic characteristics of participants (focus groups and

inferviews)
Healthcare Professionals (HP) n = 9 Family Caregivers (FC) n =4

Gender Gender
Woman 5 (55.56%) Woman 3 (75%)
Man 4 (44.46%) Man 1 (25%)
Average age 47 years old Average age 54 years old
Professional profile Professional profile
Health manager ** (HM) 4 (44.44%) Education 1(25%)
Nursing (N) 3 (33.33%) Law 1 (25%)
Medicine (M) 2 (22.22%) Housekeeper 1 (25%)
Specialisation Retiree 1 (25%)
Adults palliative care * 3 (33.33%) \F/m'i's; rs';i“eonrfh'p
Paediatric palliative care 3 (33.33%) Parenthood 3 (75%)
Chronic 1(11.11%) Other 1 (25%)
Internist 1(11.11%) f;rﬂlﬁg\:e unit of their
Primary care physician 1(11.11%) Adult 3 (75%)
Average experience in the area Paediatrician 1 (25%)
Adults palliative care * 14 years f;r:i]no(fgy of their
Paediatric palliative care 14 years Alzheimer 1 (25%)
Chronic 9 years Multiple morbidities 1 (25%)
Internist 20 years Oncological 2 (50%)
Primary care physician 22 years
Training courses in palliative
care
Yes 8 (88.88%)
No 1(11.11%)

* Healthcare participants can work in different units at the same time. ** All of them have a medical profile.
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The inclusion of a semi-structured in-depth interview served a dual
purpose: to augment the richness of qualitative data and, more
critically, to adhere to a standard of scientific rigour by enhancing the
symbolic representation within the research framework. This approach
ensures a nuanced and comprehensive exploration of the perspectives
of the participants, contributing to the depth and validity of the study’s
findings.

The enrolment of the participants in the research was facilitated by
health workers of VAUCH between October and November of 2021.

To identify the participants in the verbatim, the following coding has
been established: HP (health professionals) and FC (family caregivers).
FC1toFC3correspondsto focus group participants, and FC4 corresponds
to the case study of the only family member with a patientin a paediatric
palliative care unit. Within the group of professionals, we distinguish HM
(Health managers), M (medicine profile) and N (nursing profile).

2.2. Data Collection

The research design encompassed three focus groups conducted at
Murcia’s University due to its well-equipped facilities and proximity to
VAUCH. Each focus group had a duration ranging between 60 and 90
min. Meanwhile, the semi-structured in-depth interview had a duration
of around an hour.

Before the commencement of the focus groups and the in-depth
interview, a comprehensive set of open-ended questions, categorised
by relevant topics, was meticulously designed for each technique. Both
family caregivers and healthcare professionals were invited to share
their perspectives about the deficiencies of the palliative care system,
as well as to provide insights and recommendations for its improvement.
In addition, healthcare professionals were specifically asked about
academic and professional evaluation indicators in palliative care,
delving intfo aspects such as their application within the hospital setting
and eliciting their opinions on the sensitivity and appropriateness
of these indicators in capturing the diverse dimensions of palliative
care. This mefticulous approach ensured a thorough exploration of
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the perspectives of both groups, enriching the qualitative data and
conftributing to a comprehensive understanding of the palliative care
landscape.

All focus groups were conducted with meticulous attention to
ethical standards, obtaining informed consent from participants before
proceeding. The sessions were digitally recorded to ensure accurate
capture of discussions and subsequently franscribed. The intent behind
this comprehensive documentation was to facilitate in-depth data
analysis, a task entrusted to an experienced researcher well-versed in
the subject matter and adept in qualitative research methodology. This
methodological rigour was employed to derive meaningful insights from
the rich tapestry of perspectives and experiences shared during the
focus groups, contributing to the robustness of the research findings.

2.3. Data Analysis

Following the implementation of research techniques, a rigorous
analysis of the qualitative data ensued. Two members of the research
team, well-versed in the subject matter and guided by perspectives of
value-based care [19] and patient and family-centred [20] approaches,
undertook the codification of the qualitative data, and undertook the
codification of the data. In a posterior phase, the researchers discussed
the codes, arriving at an interpretative agreement of focus groups and
the interview transcripts by exploring the connections and associations
between codes and categories. The result was the emergence of
overarching themes and sub-themes, as illustrated in Table 2. This
thematic analysis was driven by the interpretative objective of the study
and the inherent limitations within the sample.
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Table 2. Main and sub-themes

Main Thematic Categories Sub-Thematic Categories

Palliative care indicators Usage; adequacy; proposals

Timing constraints; health personal increase; support
Improvements in of social workers and social services; establishment of
adults’ palliative care commissions; health professional satisfaction; health
system professional overburden; institutional coordination;

support groups; bereavement support

Health personal increase; empathy; lack of professional
fraining in palliative care; continuity of the care team;

Improvements in caregiver overburden; lack of emotional, spiritual,
paediatric palliative care and psychological support; economic support; 24-h
system paediatrician care; direct communication among health

professionals; units for complex patients, transitional units,
and professionals

To enhance the efficiency of this intricate coding process, we
leveraged the capabilities of Atlas.ti software version 9.

To allow a structured and focused exploration of the research
objectives, the research team elaborated a discussion group and
interview script. Two proficient members of the research fteam
conducted the focus groups and participated in the codification
and discussion process to ensure a robust and reliable analysis. The
inclusion of the Consolidated Criteria for Reporting Qualitative Studies
(COREQ) 32 checklist was used to demonstrate a commitment to
tfransparency as well as ensure the most systematic approach possible
to data analysis, considering the evident bias given the insufficient
heterogeneity and size of the sample and the own characteristics of
VAUCH [21] (Supplementary Table S1).

2.4. Trustworthiness

The methodological rigour of this paper is underscored by a
comprehensive  research  methodology incorporating  ethical
considerations. Before the start of the fieldwork, this research was
designed with the support and collaboration of the VAUCH team and
with the approval of its ethics committee. The committee played a
central role in guiding and approving the ethical premises, emphasising
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the protection of participants’ rights and confidentiality, and considering
the sensible object of study.

The collaboration with professionals of VAUCH was fundamental
during the recruitment phase to access a very sensible sample of
familiars and busy professionals.

3. RESULTS

In this research, we explored recommendations for enhancing the
palliative care system by focusing on the evaluation of the assistance
of palliative patients (adults and paediatrics). Through initial three focus
groups and an in-depth interview with healthcare professionals and
family caregivers, we gained insights into proposals for improving the
quality of the care palliative system.

3.1. Palliative Care Scales

To delve into the recommendations for improving the palliative
care system, it is essential to focus on how healthcare professionals
evaluate their palliative patients. The focus groups with healthcare
professionals shed light on various evaluation indicators, offering
contextual information on their usage, the appropriateness of their
dimensions and the adequacy of their application in assessing palliative
care patients. Among the main scales utilised and known by the clinical
team at VAUCH, they were asked about some scales: Karnofsky, ECOG,
Edmonton, Gijon, and FAMCARE. Notably, healthcare professionals at
VAUCH emphasised that while they employ some of the mentioned
scales, the Karnofsky and ECOG are the primary choices. Among these,
ECOG is favoured from a feasibility point-of-view: this scale is brief, so
it is easier to apply due to the unit fime-attention constraints. As one
professional explained, “We tend to write ECOG rather than Karnofsky
because the assessment is much longer, so we use ECOG, which is
shorter” (HP, M5).

However, it is acknowledged that despite the usage of these scales for
palliative patient evaluation, they may not be the most suitable for this
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patient population. The ranges of the scales are viewed as somewhat
general and may either overlook the specific challenges faced by the
palliative patient or focus solely on a particular palliative group, the ones
that are in an outpatient phase.

“ECOG is not very suitable because it is too broad a scale, it is
much better to use the Karnofsky or the PTS because the sections
of ECOG correspond to two or three sections

of the Karnofsky, so it is too broad and not very specific for palliative
issues. . . so | think ECOG should not be used in palliative issues
because it is too general. . .” (HM, M7).

“. . .perhaps Karnofsky is more for palliative patients who are sfill
in an ambulatory phase. . .the Karnofsky scale is used in the usual
oncological patient. . .[...]" (HM, M8).

Thisinsensitivity to attending to the particularities that palliative patients
are facing is not exclusive to Karnofsky or ECOG; it affects widely used
scales such as Edmonton and Gijon ones. The lack of sensitivity to address
the specific challenges faced by palliative patients is not confined to
scales like Karnofsky or ECOG; it extends to other widely utilised measures
such as Edmonton and Gijon. This insensitivity is attributed to the omission
of palliative symptoms such as insomnia, delirium, or asthenia from the
evaluation, as well as the certain dimensions (e.g., socio-familiar or
economic aspects) in assessing the sick; or the trickiness of estimating
some of their dimensions.

“I think that in general, the Edmonton scale is complete, but. . .
there may be situations where it doesn’t fit or there may be some
symptoms that are not included. . .” (HM, M7).

“[about Edmonton scale] There are some symptoms that are also
frequent and that are not there. . . here he does not talk about
delirium or insomnia. . . | do miss the nocturnal delirium quite a lot. |
also miss the symptom of asthenia which is also very prevalent and
very disabling” (HM, M8).

“Yes, at home we have the Gijon scale in the computerized history,
but I don't like it, | don't think it identifies socio-familial or economic
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needs. . . it is a bit cumbersome in some items. . . | don’t think it is
the most appropriate, no, nor do | know which other scale could
replace it. . . the social, socio-familial, and economic dimension is
very broad and very important, perhaps here the social workers
would provide us with much more” (HM, M7).

“As for the socio-family scale of Gijén, it is not specific to palliative
care, and | think it's good that you don't reflect it” (HM, M8).

Finally, healthcare professionals express mixed views on the
appropriateness of using the FAMCARE scale in assessing satisfaction
with palliative care. While some suggest its utilisation as a valuable tool
for evaluating care satisfaction and initiating improvement cycles, others
argue againstits current application. One notable critique is the absence
of an item assessing whether patients and their families have received
empathetic assistance from healthcare professionals. This oversight,
according to dissenting voices, represents a crucialdimensionin palliative
care that directly influences overall satisfaction. The recommendation
to add an item related to the provision of empathetic care underscores
the importance of capturing the emotional and relational aspects of
the patient-caregiver-professional dynamic. This nuanced perspective
from healthcare professionals highlights the ongoing dialogue and
refinement needed in the selection and application of evaluation tools
like the FAMCARE scale in the complex landscape of palliative care.

Above the mixed opinion, healthcare professionals lean towards
the FAMCARE scale, which is potentially the most effective evaluation
indicator for palliative care patients, particularly with suggested
modifications. This viewpoint emphasises the importance of tailoring
evaluation tools to the unique needs and nuances of palliative care,
acknowledging that a one-size-fits-all approach may not be suitable.
The proposed modifications likely aim to enhance the scale’s sensitivity
to the specific challenges and dimensions relevant to palliative care,
emphasising the holistic nature of patient and family needs. This
professional perspective signals a recognition of the FAMCARE scale’s
potential to capture a more comprehensive understanding of the
palliative care experience, making it a valuable candidate for refining
the assessment process in this critical healthcare domain (Table 3).
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Table 3. Main evaluation indicators of the condition of palliative care patients

Perceptions

Scale Naome Dimensions Range of HCUVA Use Reason
Professionals
Time-consuming
0 (autonomous) iati
Autonomy in the daily - Just palliative .
Kanofsky to 100 (died) patients in an Brevity
task development .
[22] outpatient phase
tfargeted
At o the dail 0 (autonomous)  Excessively broad
utonomy in the dai .
ECOG Y 4 to 4 (died) Non-palliative Brevity
task development
[23] patients targeted
Includes
Extremely long interesting
0 (non- Time-consuming symp;Tms
. ariables:
physical and vulnerability) to No disease stages :‘loﬁl e
Edmonton psychological alterations 17 (maximum covered gues
lated to fragilit vulnerability) navsea,
re gility Lack of significant depression,
[24] symptoms anxiety, loss
(sleeplessness) of appetite,
etc.
0 (absence of
. Includes
) y social problem) - . "
. Socio-familiar and . Non-palliative socio-familiar
Giion i stuat fo 25 (social fients + red i
economic situation problem) patients targete SUPPO
aspects
[25]
Communication
between family/
patient and healthcare
professional Palliative patients
Support: familiar, targeted
economic, social, i
oiiual, and 20 (unsatisfied)  -Ock of empathic
e to 100 (totally ~ Professional Paliiative
FAMCARE psychologica . assistance e
) satisfied) ; . sensifivity
Physical symptoms 26] dimension

freatment

Availability of care and
assistance
Family/patient
participation in decision-
making

Suggestions for its
incorporation with
modifications

Nofte: Scale could vary depending on the version of the indicator application.
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3.2. Advancing Palliative Care for Adults: Some Improvement
Suggestions

In the context of advancing care for adults, several improvement
suggestions emerged from the insights gathered from the focus groups
that included professionals and families affected by palliative care.
These insights contribute to the policy debates regarding healthcare
system enhancements, specifically for adult palliative and their families’
lives. The recommendations presented below correspond to the results
obtained from the three discussion groups.

3.2.1. Lack of Resources and the Need to Increase the Headcount of
Workers and Dimensions in Palliative Care Units

Professionals voiced some common demands for improving the
working conditions of healthcare providers. They emphasised the
constrained time and available resources they dispose of to attend
to their patients, often resulting in the prioritising of certain tasks over
others. More particularly, their time tends to be focused on addressing
the physical symptoms reported by patients, which can lead to
the neglect of patients’ psychological needs and comprehensive
evaluation.

“. . .I'think that tackling everything. . .it gives me a shock. . .but if
you put a scale and we start little by little and the system helps
us with another team of doctors and nurses. . .but right now we
work. . .in a state of hierarchical prioritization. . .” (HP, N1).

“I would prioritize the physical, what the symptoms are and that
the symptoms are controlled and then the social, | mean, if a
patient is in pain, has physical suffering, | think that would be the
first thing to prioritize™ (HP, Né).

The specific demand or suggestion arising from this discussion is crystal
clear: an increase in the workforce would directly impact patient care
overall given the complex and demanding need of palliative care
patients. Professionals call for not only more healthcare staff but also
the addition of social workers who could help in the evaluation tasks.
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Families also demand the help of social workers and highlight the lack
of economic and socio-familiar support within palliafive care.

“...There has to be someone else on top to follow up. . .ldon’'t care
who it is, but there is also a lack of follow-up, | have no complaints
about palliative care, but financially, well, one must deal with the
family” (HM, M7).

“...Not only if he has support, but also where he lives, with whom
he lives. . .how this patient is social, is the dimension that needs to
be assessed with the social workers. . .[...]" (HP, M4).

The psychological, socio-familiar, and economic dimension is totally
forgotten because of the lack of resources and workforces. Addressing
theseresource shortages by increasing the staff workforce and economic
support systems would lead to a holistic improvement in palliative care.

3.2.2. Social and Resources Support: From Support Family and Patients’
Groups to National Committees

Healthcare professionals and family members involved consistently
emphasise the crucial role of addressing social aspects within the care
framework. Recognising that palliative care extends beyond the purely
medical domain, there is a shared acknowledgement of the impact that
social support can have on patients and their families. To address this,
thereis a strong consensus among families on the necessity of establishing
support groups within palliative care units or fostering collaborations
with external associations linked to hospitals. These support groups are
envisioned as multifaceted resources, serving not only as a source of
emotional and psychological solace during the challenging journey of
illness but also as invaluable repositories of information. The exchange
of experiences and insights within these groups is seen as a means
of empowerment, allowing individuals to navigate the complexities
of palliative care more effectively. By integrating such social support
mechanisms, healthcare professionals and family members envision
a more holistic and compassionate palliative care approach that
attends not only to the physical aspects of illness but also to the broader
dimensions of human experience and connection.
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“. . .And as a possibility for you to make contact, to give you
another resource, as. . . «There is this association, this other oney.
. . because sometimes it is good that others tell you about their
experience or even inform you about where you are going to go. .
. I wish someone had told me about this..."” (FC 1).

“. . Imagine that through the palliative team, you could have
access to being told «look, | am going to put you in contact with
this association that also works in your issuey, or «l am going to give
you the name of the person who is working with relatives who are
in a similar situation» and you decide whether to contact them”
(FC1).

The burden of palliative care extends beyond the families and patients
directly affected, with healthcare professionals shouldering a significant
weightin the process. It isimperative to recognise and address the needs
of these professionals who play a pivotalrole in delivering compassionate
and comprehensive care. Healthcare professionals openly expressed
the challenges they face, highlighting the stress and anxiety inherent in
their work. Managing the emotional aspects of caring for patients with
life-threateningilinesses adds alayer of complexity to theirresponsibilities.
The emotional toll of witnessing the struggles and suffering of patients,
coupled with the intense demands of the caregiving environment,
underscores the importance of supporting healthcare professionals in
their crucial roles. Addressing their well-being and providing resources for
emotional resilience is not just a matter of professional development but
is infrinsic to sustaining a healthcare system that can deliver high-quality,
empathetic palliative care. Recognising and mitigating the burden on
healthcare professionals contributes not only to their well-being but
also ensures the continued delivery of effective and compassionate
palliative care for patients and their families.

“. .. there is no professional quality of life. . . In infernal medicine,
we used a questionnaire that measures the risk biopsychosocial
and did not pass eh because for a very specific circumstance and
there was measured the level of stress and we came out a stress
level of ninety, an exaggerated thing, but usually do not pass any
questionnaire. . .” (HP, N1).
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" The level of anxiety is very high and close to depression is not far
away.” “We do what we can, we try to take care of ourselves. . .
it's indeed very complicated, very complicated” (HP, N9).

The healthcare team claimed that before the COVID-19 pandemic,
theywere followed up by a questionnaire on professionalsatisfaction
to keep in mind that the professional should be considered and
taken care of. Retaking these questionnaires could be a good
proposifion.

“Covid came, and all got jammed. . . | take it for granted. Of
course, you have stress, anxiety, and depression, of course, you
do, but, but we don't measure it, | think it should be measured. . .
and we should have more resources to be able to do everything
and do it well, and not doing this is not doing things well” (HM, M8).

Following this idea, some of the medical team also proposed the
creation of committeesin the national care system to make an adequate
follow-up on the satisfaction and state of health of the professionals.
Some ideas, above the creation of these units, could be to retake the
questionnaires and control support sessions—as it was used before the
COVID pandemic—and commit to acquiring necessary resources in
palliative care units.

“. . .There are things that are already measured and that are
known from SECPAL—the Spanish Palliative Care Society—which
has already mapped out the necessary resources. . .it is already
known that there should be one home care team for every hundred
thousand patients, right now. . . we are far short of meeting this
target, far short because, at the beginning of the creation of the
comprehensive plan, of the regional palliative care plan, it was
done equitably to the number of health cards and how many
support teams were needed. That was fourteen years ago. . . and
the population has logically increased, so now there is a huge
disparity between areas. Some areas have grown more and right
now the resources are insufficient in all of them. . .” (HM, M3).

The common theme across these discussions is the central role of a
comprehensive support system, not only for patients and their families
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but also for healthcare professionals. Such support should encompass
psychological, emotional, socio-familiar, administrative, and economic
aspects. The burden of care is, in professionals’ words, the main reason
why a patient is hospitalised in a final situation and not before. “There is
an indissoluble union among patient, family and professional caregiver”
(HM, M8).

3.2.3. Upgrading in the Professional Procedures

Improvements in the realm of the palliative care system should also
extend to the way healthcare professionals operate within the system.
The effectiveness and quality of healthcare and palliative care system
areintrinsically linked to the knowledge, skills, and practices of healthcare
providers. Among the initiatives to enhance healthcare standards stand
the coordination between healthcare institutions and social services. This
lack of coordination has left family members feeling abandoned. They
highlight the importance of better cooperation between these entities:

“A bit of abandonment of the system, of the transition. . .the
transition when you are referred to palliative care, which is also
a very complicated decision for them, even their family doctor,
in a way, when he found out that we wanted this, he gave up a
bit, as if he didn't agree. . .and it was as if he didn’'t want to know
anything about the palliative care areaq, right? so of course. . .the
coordination of the system is for me what failed the most” (FC 1).

Anofther critical aspect of professional procedures is the registration
and systematisation of grief in clinical reports. While some professionals
currently provide post-death support to families and believe this task
is an essential part of palliative unit care work, this information is not
systematically registered, leading to an under-documented account
of this crucial aspect within the system. The bereavement of grief is a
profound experience for families, and acknowledging and recording
this process systematically is crucial for understanding the impact of
palliative care.

Therefore, early engagement and better coordination with social
services, along with the creation of grief care reports, are essential steps
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to upgrade the palliative care system, positively impacting patients and
their families.

3.3. A Family Caregiver Experience in Paediatrics Palliative Care
System: A Field to Explore

While many improvement suggestions are relevant to palliative
care in general, it is crucial to recognise that palliative paediatrics has
unigue characteristics and specific needs due to the young age of the
patients with life-limiting conditions. The insights into improvements in the
paediatric palliative care unit were obtained thanks to the participation
of the family’s focus groups and the in-depth interview. Focusing on a
specific case is not intended for generalisation but rather to provide a
rich and illustrative example of a paediatric palliative care system. This
approach appreciates the significant information garnered from the
individual case while also acknowledging the need for future efforts and
advancements in this field.

3.3.1. Same Problems but Different Intensities

Families in paediatric palliative face similar issues to those in adult
palliative care but with distinct intensities. Resource scarcity and lack
of available healthcare personnel generate difficulties for families who
require constant care. The absence of paediatricians on weekends in
the region of Murcia adds to the challenges. This situation has led pae
diatricians to share their personal contact information with families to
provide urgent assistance.

“. . .Because the problem that Murcia had at that time was that
it only had three teams to be able to attend. | think there are fifty
or so families in a region where you have families ninety kilometres
away like Yecla or any other place. Sometimes they didn't have
the tfime to get there or to be on the phone to be able to assist you.
So, the Murcia team. . .they gave their telephones. . ."”

To address this problem, they propose implementing rotating
paediatrician teams and ensuring 24 h access to paediatric

specialists (FC 4).
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“...They said that the best system was to rotate all of them at the
same fime so that they could cover the weekends. . .” (FC 4).

“What does it take to have a 24-h on-call servicee That is the
essence...ateam thatis there, on duty, in the afternoons, evenings
and weekends you need five teams for that to be effective. . .but
if you only have one. . .that's what happens in Murcia. . .” (FC 4).

The coordination issues are also extended to paediatric palliative
care, with families reporting greatly suffering from the absence of
communication channels between paediatricians, specialists, and
other essential units of the healthcare system. For example, they inform
that 112 (emergency call number in Spain) does not have the expedient
for kids in palliative care, so if an emergency enters the system, families
are not attended to correctly, leaving them in dire situations.

“...If we call [to 112 number] it is because our palliative care
team cannot come and because we need them to be attended
directly by the doctor or directly taken to the hospital. . .we are ina
very serious situation. A mobile unit or ICU unit must come, a normal
ambulance cannot come. . .".

“Doctors speak directly with the specialists. . . in an admission, for
example, there is direct communication. . . if there are any doubfts
or such. . . palliative or home doctors speak with the specialists to
modify the tfreatment for everything [not to paediatricians]” (FC 4).

Another key to paediatric palliatives is emphatic support. Childhood
diseases often involve complex medical conditions in a very early
moment of life. Children in palliative care not only require excellent
medical attention but also need emotional and psychological support,
including attention to their families who navigate the challenging journey
along-side them. This level of specialised care requires a feam whose
empathy and experience extend far beyond traditional healthcare.

“...In summer, substitutes came in, but people who did not have
much experience came. .. we had nurses who came from nursing
homes who had not even been in a hospital, and they trembled
when they had to do anything” (FC 4).
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However, support means beyond the professionalism, experience,
and human treatment of the professionals. It also means focusing on
the special caregiver burden that families in paediatric palliative
face. Having a kid in paediatric palliative units means giving up
work and consequently reducing their family’s financial income. This
overburdening of the caregiver can lead even to the development of
diseases by neglecting their health (e.g., not attending a mammography
appointment).

“If  have to go two nights without sleep, three nights without sleep,
until [she names her daughter] comes out of that risk zone. . . of
course you get overloaded” (FC 4).

“. ..l had to give up law. . . | had three contracted lawyers, a
huge office and | have to give it all up, it is impossible to make it
compatible. You can't...” (FC 4).

“...one of the partners does not work, sometimes even both, but
normally one is working and the other is in caring. You can’t go to
the doctor, you can’'t go to buy medicine sometimes, that is if you
have. .. if you have not an extended family or friends around you.
. (FC 4).

“. ..l am self-employed. The issue with so many requirements for
a child to enter palliative care. . . the family has no resources. It is
difficult to get direct help. There are fifty families and maybe twenty
of those fifty need it. . . direct help to that family. The problem of
getting food to the house or paying for electricity and water must
be not a worry” (FC 4).

Support for these families must encompass psychological, emotional,
socio-familiar, administrative, and economic aspects too. This support
needs to be not only provided but also delivered promptly and directly.

“Because this is not going there, ask for aid and have it. . . aid that
is going to reach you after eight months or when your child has
already died” (FC 4).
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3.3.2. Particular Challenges in Paediatric Palliative Care

In paediatric palliative care, there are unique challenges beyond
those faced by adults. Families expressed the need for continuity in
the composition of their care teams due to the close bonds that form
between families and their medical teams. Changes in the care team
candisrupt the trust and require unnecessary effort to start by becoming
familiar with the needs of the family and the patient’s situation.

“...In November of that year, they said that they were removing
everyone, and new people were coming in without any training,
without having been in palliative care, and without knowing the
families and the children here. During this time, you create a
bond with the paediatricians and that is very important because
not all families know how to communicate in the same way. Not
all families for example speak fluent Spanish like us, or the children
don't. They can’t express everything. Each family has a specific
need..."” (FC 4).

Regarding changes in the configuration of the medical team, it
is essential fo handle these fransitions with sensitivity and minimal
disruption. The lives of both patients and families are already greatly
shaken by the illness challenges they are facing, so dramatic adjustment
can exacerbate the difficulties they encounter.

There is also a common demand for addressing the substantial gap
that exists between paediatric palliative care units and adult palliative
care units; as well as between home care palliative care units and
hospital-based units. Families advocate for the establishment of
transitional units.

“My daughteris now eighteen years old. We are still in paediatrics
because she is still an oncological child and is a complex child
and well, we still have a few days to go to adults. The same thing
happens with children who are in palliative care and are old
enough to go to adult palliative care. We need a transition team,
a team between paediatrics and adults” (FC 4).
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“That child goes to home care and the truth is that the home
care service has nothing to do with paediatrics’. . . if there was
a fransition team. . . that family with that child. . . It would make
everything much easier for the family as well” (FC 4).

Another specific care involving the units’ requirements is about
expanding ‘“complex units”. These units are created for children
with rare and life-threatening illnesses. These facilities should not be
considered exceptions, as their contribution to both the families and
patients is profoundly significant. Complex units offer a unique and
invaluable solution, providing concentrated attention and specialised
treatment within a single care facility, thereby eliminating the need for
constant fransfers and consultations with various specialists. Is a more
individualised treatment that functions, in the eyes of family caregivers,
as a “protective bubble” (FC 4).

4. DISCUSSION

The predominant research in this field tends to be qualitative
studies, primarily due to the challenges associated with accessing
representative samples and the complexities involved in studying the
needs of patients and families facing life-threatening ilinesses.

Nevertheless, we aim to complement this prevailing trend by
incorporating quantitative studies into this discussion. This approach
seeks to strengthen the robustness of the results obtained in our study,
challenging the notfion that our stakeholders are solely the ones
experiencing dissatisfaction and serving as the primary motivation for
their participation.

Professionals in the VAUCH team acknowledged the prioritization of
physical symptoms over psychological aspects due to time constraints,
workforce shortages, and inadequate institutional support, as well as
the deficiencies in their training, as reported in another study within
VAUCH [27]. Families not only in this research but also in previous studies
conducted in VAUCH, especially in the field of neonatal care grieving
[14], echoed this sentiment, feeling abandoned within a treatment
approach lacking in social and emotional dimensions. This is a clear
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error due to the implication fact that has been shown: the alleviation
of anxiety and resolufion of depression, as well as the provision of
verbal and nonverbal support, positively influences the quality of dying
of palliative patients [28]. Moreover, research also indicates a notable
reduction in the burden on family caregivers when these emotional
and psychological dimensions are adequately addressed [29].

As a result, families expressed in our research some changes in the
support they received as well as some specific demands such as the
enhancement of the association role in the healthcare system. Social
support is remarked as fundamental in quantitative studies [30,31].
A review of community-based palliative care (CBPC) programmes
[32] found that programmes based on social networks and efficient
coordination between community, home-based care programmes,
and primary health care could improve patients’ life quality as well
as caregiver burden. This approach could be one of the responses to
address some of the deficiencies we detected, such as the scarcity
of workforce (of healthcare professionals but also social workers) and
inadequate resources for a more comprehensive treatment. Previous
studies [31,32] have reported the positive impact of social support in
reducing hospitalisations. The provision of social support to families
and patients serves as a buffer against stressors, enhances coping
mechanisms and provides essential assistance in patient care. This
approach resultsin a notable reduction in caregiver burden, leading to
an improvement in overall patient treatment. Importantly, this positive
impact extends to a decrease in the frequency of hospitalisations and
the duration of hospital stays that could have an impact of over 2% on
a country’s GDP [32]. Therefore, when evaluating the feasibility of the
recommendations proposed in this research, it is crucial to recognise
that financial investment not only aligns with enhancing the quality of
palliative care for patients but also contributes to the satisfaction and
dignity of professionals’ work conditions while simultaneously health
improvements, in turn, result in cost savings for healthcare institutions
and the broader healthcare system.

A way to ensure a comprehensive treatment of palliative patients
is also providing good quality indicators or scales to evaluate these
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patients and their needs. In our study, we recollect the distinctive
indicators the VAUCH team used and known to evaluate palliative
patients, arriving at the final idea that changes should be made in this
procedure, too. Specifically, we propose the adoption of the FAMCARE
scale with adjustments, emphasis-ing some dimensions, such as the
measurement of empathic professional assistance. This modification
aligns with findings from studies on the most crucial elements valued
by palliative patients and their families [28]. These elements include
effective communication and shared decision-making, expert care,
respectful and compassionate tfreatment, and trust and confidence in
clinicians. Integrating these considerations, along with insights gleaned
fromourdata (p., e.g., attention to social, psychological, administrative,
and economic dimensions) underscores the inadequacy of current
scales like Kanorsky, ECOG, Edmonton, or Gijén in addressing the
holistic needs of palliative patients. Thus, adopting modified indicators
isimperative for accurately capturing and addressing the multifaceted
requirements of palliative care recipients. Despite presenting FAMCARE
as a promising avenue for enhancing the holistic evaluation of
palliative patients, the commitment requires sufficient time from health
professionals. Therefore, to ensure the improvement of palliative care
for patients and their families, enhancements in work conditions and
the availability of resources must be made.

Other aspects of attending are the paediatric palliative needs and
the improvements that can be made. As we observed, paediatric
palliative patients deal with ofther intensities of palliative care issues
because of the patients’ early age. Previous studies on paediatric
palliative care units have studied their critical issues and the way to
improve them. Among the findings, they remarked the coordination
issuesbetween paediatricsand otherprofessionalssuch associalworkers
or the rest of the medical team [33,34], the lack of emotional support
(during and after de illness [34-36], the need of maintaining continuity
in the medical team, the constant of attention by paediatrics (24-h
attention) due to the special bond and trust created with families [34]
and the difficulties related to the transition from paediatric palliative to
adult palliative [36], which can suggest the idea of the establishment

of transition units.
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Finally, there is a need for further research on quantitative studies of
the long-term benefits of interventions and a focus on socio-economic
aspects. It is also crucial to assess the feasibility of the suggestions and
changes in palliative care policies fo meet the demands of paediatric
palliative care. Above all, some insurgencies should be transferred
to hospitals to emphasise the exploration of new applications of the
FAMCARE scale and understanding of the associated costs. Further
research should attend to these gaps. Additionally, there is a call for
incorporating the bereavement and grief aspects into clinical reports.

5. CONCLUSIONS

This research has highlighted several aspects of VAUCH's palliative
care system, pointing out the shortage of healthcare staff and resources
to comprehensively assess and address the needs of palliative patients
and their families. It also pointed to the need to establish the use of
improved indicators to measure the quality of care and assistance and
identified problem areas in palliative care services, as well as proposals
for improvement.

Several suggestions have been put forth by healthcare professionals
and families affected by a system that has often left them feeling
abandoned. These recommendations span from providing holistic
caregiving aftention to the psychological, emotional, socio-familial,
administrative, and economic aspects of care to expanding the
creation of complexunits and establishing new ones orstrengthening the
connectionwithpalliative care associations. Alltheserecommendations
should be thoroughly examined in the context of paediatric palliative
care due to their unique challenges and characteristics. Further-more,
it is essenfial fo incorporate some of the families’ petitions, such as
maintaining continuity in the medical teams or establishing transitional
units. Addressing these areas of improvement is crucial to providing
more comprehensive, patient-centred, and empathetfic palliative
care for both adults and children.

Our research has gone beyond merely identifying the problems
within the palliative care system; it has provided valuable insights
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that have become points for better health policies and the necessity
to implement modifications for a more comprehensive evaluation of
palliative patients. Furthermore, the findings from this study should be
applied to other hospitals to discern common issues and determine the
most effective suggestions, considering the varying resources available
in each case.

6. STRENGTHS AND LIMITATIONS

The study shows some deficiencies in the palliative care systems
and contributes to the policy field with some suggestions and ideas
for implementation that can be made in the palliative care system.
These suggestions have been conveyed to hospital policymakers
and policymakers of the regional healthcare system. This proactive
dissemination aims to foster meaningful dialogue and collaborative
efforts toward addressing and implementing positive changes in the
palliative care landscape.

However, itisimportant to acknowledge certain biases inherentin the
research methodology, particularly related to purposive sampling. While
this sampling strategy facilitated access to challenging stakeholder’s
healthcare professionals grappling with time constraints and families
navigating difficult moments it comes with limitations in ferms of
representativeness. The sampling process, managed by the clinical
team of HCUVA, may have inadvertently led to the inclusion of highly
engaged or dissatisfied participants, influencing the generalizability of
the findings. Moreover, the specific context of the hospital introduces an
additional layer of potential bias. The unique operational and resource
aspects of HCUVA may affect the transferability of our findings to
various healthcare settings, underscoring the importance of exercising
caution when interpreting and applying the study’'s outcomes in diverse
contexts.

Another notable bias pertains to the homogeneity of the
sociodemographic characteristics of the sample, consisting entirely of
white Spanish participants. This limited representation raises concerns
about the applicability of the findings to individuals from minority ethnic
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communities. Additionally, the predominantly female composition
of the sample (10 out of 12 participants) may not fully capture the
experiences of male participants or the unique challenges faced by
family caregivers of paediatric patients, as only one such caregiver
participated, which also reflects the feminisation of care.

To strengthen the robustness of the study’s findings, future research
endeavours should focus onincreasing the sample size, ensuring greater
sociodemographic heterogeneity among participants, and exploring
palliative care units in diverse demographic settings within the country
as well as attending more paediatric family caregivers. This approach
would enhance the comprehensiveness and generalisability of the
research findings, contributing to a more nuanced understanding of
palliative care challenges and potential solutions.
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The starting point for this thesis is basically determined by two
phenomena that Western countries have been experiencing for
decades: the first is demographic change and the consequent ageing
of the population, and the second is the increase in the prevalence
of chronic diseases. Both are having an impact on the use of care
resources by different population groups and on the health and social
systems that are important pillars of the welfare state. The population
is living longer and longer and the percentage of older (or very old)
people is progressively increasing.

This situation, characterised by demographic changes and an
increase in chronic diseases, has significant implications for health care
provision, in particular for older people facing chronic diseases. As the
population of Western countries ages and the prevalence of chronic
diseases increases, the demand for specialised care resources, including
PC services, intensifies. With people living longer and an increasing
proportion reaching old age, there is a critical need to address the
unique care requirements of this demographic, ensuring that PC
interventions are tailored to support their complex health and social
needs within the health and social systems of the welfare state. Efforts to
improve PC for the chronically ill older people must be aligned with the
evolving dynamics of population demographics and health challenges
to provide effective, compassionate and sustainable care solutions.

The use of different qualitative methodologies has enabled an
understanding of the subjective realities of patients, their families and
professionals working in PC, exploring the meanings of discourses in
the particularly sensitive environment of end-of-life care (Steinhauser
et al, 2009; Lim et al, 2017). This methodology is particularly effective
in generating rich and contextual data through the examination of
language in diverse fields such as health and social work. By focusing on
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the nuanced needs and concerns of stakeholders, qualitative research
provides decision-makers with essential insights to design tailored
interventions and policies that effectively address complex social
problems, such as those studied in this doctoral thesis.

However, while qualitative research offers deep insights, it also
has weaknesses, such as researcher subjectivity and potential biases.
To mitigate these problems, the thesis prioritised reflexivity, that is,
continuous self-awareness and critical reflection on personal beliefs
and influences throughout the research process while minimising
bias. Furthermore, robust strategies such as triangulation and building
rapport with interview and focus group participants were employed in
the studies comprising the thesis to ensure the reliability of the data, and
systematic and well-established approaches such as thematic analysis,
grounded theory or content analysis were adopted.

As a strength, in order to try to understand the complex and
multifaceted needs of complex chronic older patients, this doctoral
thesis fook info account all the actors involved in the provision of
PC: patients, their carers and health and management staff working
in the provision of this care (doctors, nurses, workers, social workers,
psychologists, managers). This provides robustness to the results that
can guide policy makers to improve PC delivery systems in a holistic
way.

Regarding ethical factors, as previously mentioned, this thesis
addressed sensitive issues and vulnerable populations, which required
strict ethical considerations to be followed during the qualitative
studies conducted. To this end, the principles of privacy, confidentiality
and informed consent were followed. Ethical approval was obtained
from hospital ethics committees and the autonomy and well-being of
participants was safeguarded at all stages of the research.

Moreover, a bias observed in the FGs and patient interviews in
the studies conducted is related to the homogeneity of the sample’s
sociodemographic characteristics, which was composed entirely of
white Spanish participants. This limited representation raises doubts
about the applicability of the results to individuals from minority ethnic
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communities. Furthermore, the predominantly female composition of
the sample of caregivers may not fully reflect the experiences of male
participants but it also reflects the feminisation of caregiving.

Future research should focus on increasing the sample size, ensuring
greater socio-demographic heterogeneity among participants and
exploring palliative care units in diverse demographic settings across
the country — including rural settings too —, as well as reaching out to
more family caregivers of paediatric patients. This approach would
improve the comprehensiveness and generalisability of the research
results.

Regarding the instruments analysed to assess the quality of care,
it has not been possible to perform a meta-analysis to systematically
assess the latent structure of the tools analysed; this would be a step for
future studies.

The main conclusionsreached after comparing the results obtainedin
the four studies that compose this thesis are presented below, analysing
the hypotheses proposed, establishing whether or not they have been
confirmed and the level of achievement of the objectives associated
with them.

Hypothesis 1

Patients and family members will mostly identify unmet psychosocial
needs over physical needs.

Patients and carers reported a lack of support for their psychosocial
needs, while they felt that their physical needs were well met. However,
in the studies conducted, patients and relatives highlighted that spiritual
needs are neglected even though they are fundamental. Therefore,
although this hypothesis has been confirmed, as shown in papers 1 and
2, spiritual needs should have been taken into account in formulating
the hypothesis.

With regard to specific objective 1, emotional/mental and social
health was highlighted by patients as the most pressing need. Symptoms
or experiences associated to anxiety and depression related to the




Chapter VI. Discussion and Conclusions

disease process have been the most highlighted need by patients in
papers 1 and 2 which form part of this doctoral thesis. In reference to
specific objective 2, the needs identified by the interviewed carers
mirrored those identified at the patient level (psychosocial support).
Additionally, carers emphasised bereavement support, the need for
more information and human connection with professionalinvolvement
in decision making and financial support to care for both patients and
themselves. Notably, patients and carers noted a lack of support for
their psychosocial and spiritual needs, while they felt that their physical
needs were well met. Therefore, the results obtained have allowed
both objectives to be achieved.

Hypothesis 2

Healthcare professionals will identify barriers to the identification of
complex chronic patients in need of PC.

Papers 1, 2 and 4 provide strong support for hypothesis 2. Healthcare
professionals identified several barriers to the identification of complex
chronic patients with palliative needs. Firstly, they reported the absence
and/or lack of knowledge of tools to help identify this patient profile.
The second barrier they identified was the scarce of coordination
between services to detect these patients who are often treated by
different specialists without interconnection between professionals.
Consequently, the results confirm hypothesis 2.

Regarding specific objective 3, both in the literature review (paper 1)
and in the interviews and FG (paper 2 and 4), the lack of standardised
screening tools to detect complex chronic older patients in need of PC
was identified as a barrier. Standardised tools are needed for the early
detection of complex chronic older patients with palliative needs,
some of which currently exist but are not known to clinicians and are
not used in their daily practice.

It is estimated that at least 75% of patients would benefit from
access to PC during their end-of-life (Etkind et al., 2017). However,
uncertainty about prognosis is cited as a common barrier to referral
to PC, particularly for patients with non-malignant diseases. (Murray et
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al., 2015). For this early detection of palliative patients, the InAdvance
project proposed a set of Machine Learning tools capable of making
predictions about mortality and frailty of older patients, oncology
and non-oncology, so that healthcare professionals can benefit from
quantitative approaches on data-driven evidence when deciding on
advance care planning. Three different but complementary models
were created: (a) a T-year mortality classifier that functions as a
binary predictor; (b) a survival regression model aimed at obtaining
a prediction in days from admission to death; and (c) a 1-year frailty
classifier to predict the health status, as assessed by the Frailty Index,
of a patient 1 year after admission. In their study, Blanes et al. (2022)
considered that the combination of mortality and frailty criteriq,
functioning as complementary sources of information, can positively
impact on the detection of needs to initiate PC conversations.

Inpaper 1 and 4, the lack of coordination between professionals was
highlighted as a barrier for professionals, hindering the identification
of complex chronic patients with palliative needs. Due to fragmented
care and poor communication between the different specialists,
professionals only see a partial picture of the pathologies affecting
older patients, making it very difficult to identify them.

Hypothesis 3

There is a wide divergence in the components used by the different
tools that measure quality of care.

The three instruments analysed in paper 3 to measure quality of
care in PC, namely QLQ-C30, ZBI, and FAMCARE, show variability in the
dimensions they include, linked to the characteristics of the sample,
the population studied, cross-cultural variability, the design of the
questionnaire and the analysis techniques employed. This variability
may lead to differences in the assessment of quality of care, which
would have an impact on the responses to improve this quality.
Especially in the case of FAMCARE, most of the factor structures differ
from Kristjanson's initial proposal. Hypothesis 3 has therefore been
confirmed.
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The systematic review carried out in paper 3 has allowed us to
analyse three of the most commonly used instruments for evaluating the
quality of care received (specific objective 4). Specifically, quality of life,
overload and satisfaction with care. The use of tools to measure quality
of life, overload and patient and caregiver satisfaction in palliative care
is key to improving the delivery of PC. The QLQ-C30 is widely used to
measure quality of life mostly in cancer patients. ZBl has demonstrated
high reliability and good validity for measuring family caregiver burden
related to the care of elderly people with dementia, but also in palliative
care settings. FAMCARE is a widely used scale to measure satisfaction
with care and has been applied internationally to assess satisfaction with
palliative care. Specific objective 4 has been satisfactorily achieved.

Hypothesis 4

Professionals and family caregivers will indicate psychosocial and
bereavement support as a fundamental element of quality in PC.

This hypothesis has been confirmed by papers 2 and 4. Both papers
highlighted the need for health professionals and family caregivers to
include bereavement support and psychosocial care as a necessary
element of quality palliative care. Bereavement follow-up of caregivers
was highlighted also as an urgent issue, as professionals consider it to
be neglected. Professionals and family members also highlighted that
there was a lack of tfime for personalised care to address bereavement
as one of the key issues in bereavement care as highlighted in some
recent studies in the literature (Boven et al., 2022). In addition, the lack
of care for family members in a bereavement process can lead to
complicated or persistent, prolonged and intense bereavement that
makes it impossible for family members to continue with their normal
activities (Mason et al., 2020). Social workers and other clinicians should
be in contact with family members to identify family caregivers at higher
risk of complicated bereavement and refer them or implement early
intervention to lessen its impact.

Specific objectives 5 and é are addressed in papers 2 and 4.
Regarding specific objectives 5, carers recommended as essential
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elements to increase the quality of PC care to provide holistic care
- paying attention to the psychological, emotional, socio-familial,
administrative and economic aspects of care - and to expand the
creation of complex units and establish new ones or strengthen the
connection with palliative care associations. As reporfed in other
studies in the current literature (Bijnsdorp et al., 2021; Hudson et al.,
2018) bereavement support for family carers is a key aspect of quality
palliative care and this was also identified as a key aspect in studies 2
and 4.

The aspects mentioned in the previous paragraph, bereavement
support for relatives and holistic care, were also highlighted by
professionals as key elements of quality palliative care (specific
objective 6). The need for specific training in palliative care was
highlighted by professionals in all services (primary care, ICU, nursing
homes, emergency, home hospitalisation units), especially to provide
care to non-cancer patients. This training would help them gain
confidence to talk openly with patients and carers about palliative
care. Professionals also highlighted the need for specific pathways for
complex chronic older patients and more time to attend these patients
in a holistic way and to discuss with them and their relatives their needs
and wishes regarding care pathways. Specific objectives 5 and 6 have
therefore been achieved.

Hypothesis 5

The quality of PC care will be improved through consideration of
interdisciplinary teams and increased communication between care
teams and patients.

Hypothesis 5 has been largely confirmed by papers 2 and 4, which
highlighted the need to implement interdisciplinary teams in PC units and
stressed the need to expand and improve communication between PC
teams and patients and their families.

With regard to specific objective 7, fragmentation and discontinuity
of PC was identified as a challenge to provide effective PC. This
fragmentation and discontinuity in care results in the provision of limited,
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discontinuous, intermittent, sporadic and disorganised care when it
comes to responding fo the needs of complex chronic older patients
who express dissatisfaction with the care they receive. Fragmentation of
care is associated with negative health and social care outcomes such
as unnecessary care interventions (hospital readmissions, emergency
room visits), risk of complications (disability, pressure ulcers), increased
care costs (unnecessary interventions, unnecessary medical tfests),
burnout and family overload (Snow et al., 2020; Joo., 2023). Older
people experience more than one end-of-life condition, leading to a
complex need for care and support; this demands a multidisciplinary
approach that responds to physical, emotional, spiritual and social
needs.

With reference to specific objective 8, to improve the effectiveness
and comprehensiveness of the palliative care system, it is imperative
to implement strategic improvements focused on the management of
complex chronic diseases among older patients. These improvements
should streamline management processes, ensuring more effective
and targeted actions that optimise patient outcomes. Among
the improvements identified by papers 2 and 4 the following were
highlighted: it would be necessary that social services and health
resources are coordinated and integrated taking into consideration a
more holistic view of the patient.

The friad (patient-family-professional) requires constant
communication; communication between patients and carers and
professionals facilitates the work of the professional, as they have access
to all the information necessary to design an itinerary centred on the
patient’s needs. The participation of patients and relatives in decision-
making is very crucial for them to feel involved in the decision-making
process of the health care pathway in which they are immersed.

Previous studies such as those carried out by Vernon et al. (2022)
and French et al. (2017) have reported the positive impact of social
support in reducing hospitalisations. The provision of social support
to families and patients serves as a buffer against stressors, improves
coping mechanisms and provides essential assistance in patient care.
This approach results in a significant reduction in caregiver burden,
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leading to animprovementin overall patient management. This positive
impact extends to a decrease in the frequency of hospitalisations and
the length of hospital stays that could have an impact of more than 2%
on a country’'s GDP (French et al., 2017).

Primary care and Home Care Services can play a key role in fostering
a change in the culture of care by introducing improvements in the
management, care and referral of older and/or chronically ill patients.
For many patients, palliative care can be optimally provided through
existing general and primary health services, which are appropriate
to their needs and wishes and those of their family, and which fit into
their own socio-cultural environment. Home-based palliative care, as
outlined in the literature, can confribute to reduce hospitalisation costs
(Gonzalez-Jaramillo et al., 2021), improve health promotion (Leclerc-
Loiselle et al., 2024) and improve continuity of care (Morey et al., 2021).

The results obtained in studies 2 and 4, as mentioned in the previous
paragraphs, show that objectives 7 and 8 have been achieved.
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In September 2022, the European Commission presented the
European Care Strategy (European Commission, 2022) to ensure high
quality, affordable and accessible care services across the European
Union and to improve the situation of both care recipients and carers,
professional or informal. Although the Council’s recommendations
adopted were warmly welcomed by representatives of older
people on access to affordable and high quality long-term care,
the recommendations did not specifically mention palliative care.
In this doctoral thesis, taking info account this shortcoming, some
recommendations are made that would allow progress to be made in
improving PC for older people with complex chronic pathologies.

The policy recommendations proposed below are based on the
extraction of results from the development of this doctoral thesis, in
which information has been collected from healthcare professionals
involved in PC (direct care, managers), PC patients and relatives or
carers of PC patients. The recommendations made here have been
reiterated by all the agents (professionals, patients and relatives) who
have participated in the qualitative studies (interviews and FGs) and
have also been repeated in the international literature analysed in this
doctoral thesis.

Policy makers should take into account the situation of poor palliative
care provision in Spain and the critical consequences it has on the
health and well-being of vulnerable older patients and their families,
as well as on the health and performance of health professionals.
These recommendations are infended to serve as suggestions for
policy makers to provide solutions based on a holistic and human
rights approach to complex chronic elderly patients. In designing any
palliative care strategy, policy makers need to consider the gender
perspective and analyse the possible differences that may exist in the
provision of palliative care, based on the premise that the majority of
care provision relies on women.
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* Development of a common PC strategy for the whole Spanish
Healthcare System to ensure early access to PC for complex
chronic older patients.

A multi-level rethink of health policies, health education and
community support systems is needed to address the problems
of the older population with chronic non-communicable
diseases. In terms of early PC provision, easy and well-
organised accessibility to PC for patients suffering from chronic
non-oncological diseases would be one of the proposals for
improvement to be implemented. Often chronic patients and
their families suffer from erroneous referral processes because
they are not identified as palliative patients, lack of resources
and overloaded primary care end up referring patients to
other services such as emergency departments, unnecessary
admissions and invasive tests. Late implementation of PC may
also entail costs. Some patients may have received many health
interventions (referrals to specialists or emergency episodes)
before starting the PC programme, often at a late stage of the
disease progression, which have added little value to the quality
of life of patients who arrive already very impaired and have
also resulted in inefficient expenditure for health systems, as, in
the process of end-of-life care, there arrives a point at which the
person no longer benefits from the PC programme.

Another factor to be taken into account is geographical
disparities, as the provision of palliative care is distributed
differently in the different regions of the Spanish territory.
Specialised PC units do not exist in all territories and sometimes
even within the same autonomous community, depending on
which hospital the patients are assigned, they may or may not
have a PC unit. This leads to disparities and inequality in access to
the care that this patient profile needs. Within this geographical
disparity, it is worth noting that there are rural areas where PCs
do not reach. In these cases, it could be relevant to implement
technologies that help the telemonitoring or education/support
of patients at home, which could increase the safety of patients
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and their families, their empowerment and self-efficacy. Without
intending this as a solution for access to palliative care for people
living in rural areas, the InAdvance project has implemented
some of these solutions to try to improve the monitoring and
quality of life of these patients.

In this respect, consideration should also be given to the
development of local/regional/national guidelines adapted to
the specific needs and characteristics of the target population
with respect to cultural particularities and religious beliefs.

Increase in the training of professionals (refresher and continuous
training). Professionals interviewed during the development of
the doctoralthesisreported alack of formaltrainingin PC and self-
reported gapsin theirown skillsand confidence withregard to the
provision of palliative care. In many cases training in PC depends
on the motivation of professionals who are already actively
working in PC services to be trained in specialised courses that
are sometimes offered by the services in which they work, but in
other cases must be sought outside. Continuous and specialised
training is necessary for professional developmentin PC units. End
of life is not included in the curricula as a basic and solid ethical
training in all healthcare degrees. It is worth developing more
specific education in this field through postgraduate degrees
and healthcare specialisations. Technologies can act as tools
to support the training and development of professionals. Virtual
reality (VR) has been applied from teaching anatomy to various
surgical practices, enhancing the skills of medical students in an
effective and safe way. In the InAdvance project, VR has been
used as a complementary tool in the fraining of healthcare
professionals targeting the enhancement of communication
skills and empathy.

Improving holistic care by including psychosocial care and
involving patients and families in decision-making. Policy makers
should focus on ensuring the monitoring of psychological status
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and social needs within the PC care process. Psychological
support should be ensured for patients and also for their relatives
with a special focus on those in the role of being the primary
caregiver. Likewise, the provision of social support and social
resources that are very necessary in this patient profile must
be guaranteed, such as technical and financial assistance,
respite services for caregivers, or community support networks.
Furthermore, decisions must be adapted to the specific needs
and characteristics of the target population with respect
to cultural particularities and spiritual or existential needs.
Involvement of patients in decision-making and the design of
their own pathway should be sought, respecting their choices,
limits and level of care they wish to receive or decline, as older
people have the legal right to make their own decisions with full
autonomy. Policy makers should be aware that holistic, patient-
centred care should be designed around the patient’s values,
needs and preferences by allocating adequate time to explore
these needs with the individual and their families.

¢ Establish evaluation frameworks that allow for comparison and
measurement. Policy makers should have nationalindicators, set
minimum targets and quality standards, and invest in auditing
and improving the quality of PC services around the Spanish
territory. Initiatives such as the PC ATLAS have opened up the
possibility for comparisons but there is a need to develop more
extensive and complex evaluation systems that cover not only
available resources but also take into account aspects such as
the evaluation of quality of care, including satisfaction with care
and quality of life.

* Empowering older people and their families promoting their
participation in decision making. The promotion of the active
participation of patients and their families in the decision-
making process in the care plan should be sought, facilitating
communication between professionals and patients and
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families. This should be done by initiating early conversations
about the present and future care plan, as well as discussing
advance directives and possible present or future treatments. In
addition, families and patients should be provided with access
to information and psychological and social support to make
informed decisions and have access to mental health and
bereavement services if needed.
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ANNEX

CONSOLIDATED CRITERIA
FOR REPORTING
QUALITATIVE STUDIES
(COREQ): 32-ITEM
CHECKLIST. PAPER 2






@ healthcare

Consolidated criteria for reporting qualitative studies (COREQ): 32-item checklist.

No

Domain 1: Research
team and reflexivity

Personal
Characteristics

Relationship with
participants

Domain 2: study
design

Theoretical
framework

Participant selection

10.

Item

Interviewer/facilitator

Credentials

Occupation

Gender

Experience and training

Relationship established

Participant knowledge of the
interviewer

Interviewer characteristics

Methodological orientation
and Theory

Sampling

Guide questions/description

Laura Llop-Medina (LLL)/Ascension Dofiate-Martinez (ADM)
PhD candidate/PhD
Researchers at the University of Valencia.
The researchers were female.

The researchers were trained in qualitative research techniques and
had worked on similar studies in the past.

No relationship was established between the participants and the
researcher prior to the start of the study.

Participants were provided with an information sheet with the
purpose of the study and the researcher's credentials.

Interviewer name, professional affiliation and education were
provided.

Thematic framework analysis, an inherently comparative form of
thematic analysis that employs an organised structure of
inductively and deductively derived themes (i.e. a framework) to
conduct a cross-sectional analysis through a combination of
description and abstraction of data.

Participants were purposively selected meeting the criteria of age
(older patients) with a diagnosis of complex chronic patients,
excluding cancer, and cared for in the home hospitalisation unit of
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11.

12.

13.

Setting

16.

Data collection

19.

20.

21.

22.

Item

Method of approach

Sample size

Non-participation

Setting of data collection

Presence of non-participants

Description of sample

Interview guide

Repeat interviews

Audio/visual recording

Field notes

Duration

Data saturation

Guide questions/description

La Fe hospital. The caregivers had to be caring for a complex
chronically ill older patient cared by the home hospitalisation unit
of La Fe hospital. The professionals had to be providing direct care
to palliative care/chronic patients or managing palliative care
services.

Participants were initially identified by a member of the hospital's
clinical team, who arranged the interview with the researcher by
telephone.

20 participants were interviewed (12 patients, 11 caregivers) and
16 health professionals participated in the Focus Groups.

10 patients refused to participate due to their delicate health status
or the worsening of some of their symptoms, which in some cases
led to hospital admission. 3 medical professionals refused to
participate due to scheduling problems.

All the individual interviews were conducted face to face at
patient’s home. In the case of health professionals, the focus
groups took place in a meeting room of La Fe Hospital in
Valencia.

There was no one else present besides the participants and
researchers.

See Results section.

Interview scripts were provided by the authors, and a pilot test was
conducted with a patient and a caregiver to ensure that the
questions were understandable.

No.

Data were collected via voice recorder after receiving explicit
consent from participants.

Field notes were taken during the interviews to assist the
researchers in the interpretation of the data collected.

Focus groups: average duration 95 minutes. Interviews: average
duration 40 minutes.

Data saturation was discussed and agreed between the research
authors of the manuscript.

222
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23.

Domain 3: analysis
and findingsz

Data analysis

24.

25.

26.

27.

28.

Reporting

29.

30.

31.

32.

Item

Transcripts returned

Number of data coders

Description of the coding
tree

Derivation of themes

Software

Participant checking

Quotations presented

Data and findings consistent

Clarity of major themes

Clarity of minor themes

Guide questions/description

Transcripts were not provided but the results were discussed with
the participants.

The data were coded by two of the authors of the manuscript (LLL
and ADM)

See table 1

Themes were identified as derived from data.

Atlas.Ti software was used to manage the data.

The results were discussed with the participants.

Quotes from participants were presented to illustrate the main
findings. Each quote was identified with the number and profile of
each participant, e.g. HP11 (MD specialist in Family and
Community Medicine)

The manuscript presents consistency between the data collected
and the results described.

The four main themes were presented in the findings in sections

The 15 sub thematic themes were presented in the section of
results.
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ANNEX [V

CONSOLIDATED CRITERIA
FOR REPORTING
QUALITATIVE STUDIES
(COREQ): 32-ITEM
CHECKLIST. PAPER 4






@ healthcare

Table S1. Consolidated criteria for reporting qualitative studies (COREQ): 32-item checklist.

No

Domain 1: Research
team and reflexivity

Personal
Characteristics

Relationship with
participants

Domain 2: study
design

Theoretical
framework

Participant selection

10.

Item

Interviewer/facilitator
Credentials
Occupation

Gender

Experience and training

Relationship established

Participant knowledge of the
interviewer

Interviewer characteristics

Methodological orientation
and Theory

Sampling

Guide questions/description

Laura Llop-Medina (LLL)/ Francisco Rédenas-Rigla(FRR)
PhD candidate/PhD
Researchers at the University of Valencia.
Female and male.

The researchers were trained in qualitative research techniques and
had worked on similar studies in the past.

No relationship was established between the participants and the
researcher prior to the start of the study.

Participants were provided with an information sheet with the
purpose of the study and the researcher's credentials.

Interviewer name, professional affiliation and education were
provided.

Thematic framework analysis, an inherently comparative form of
thematic analysis that employs an organised structure of
inductively and deductively derived themes (i.e. a framework) to
conduct a cross-sectional analysis through a combination of
description and abstraction of data.

Participants were purposively selected meeting thesecriteria:
a) Professionals: experienced palliative care manager
or professionals b) Family caregivers with current or deseased
patients cared for in PCUs
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11.

Setting

16.

Data collection

17.

18.

19.

20.

21.

22.

Item

Method of approach

Sample size

Non-participation

Setting of data collection

Presence of non-participants

Description of sample

Interview guide

Repeat interviews

Audio/visual recording

Field notes

Duration

Data saturation

Guide questions/description

Hospital Clinico Universitario Virgen de la Arrixaca. The caregivers
chronically ill older patient cared by the home hospitalisation unit
of La Fe hospital. The professionals had to be providing direct care
to palliative care/chronic patients or managing palliative care
services.

Participants were initially identified by members of the hospital's
clinical team whitin research team. They arranged the focus group

with families by telephone, and by mail with professionals.

13 participants: 9 healthcare professionals and 3 family caregivers (focus
group.) One more family caregiver participated in a in-depth interview

5 family care givers refused to participate due to the recent death of the

patient. 3 professionals refused because of workload.

All the individual interviews were conducted face to face at
University of Murcia.

There was no one else present besides the participants and
researchers.

See Results section.

Interview scripts were provided by the authors, and a pilot test was
conducted with a patient and a caregiver to ensure that the
questions were understandable.

No.

Data were collected via voice recorder after receiving explicit
consent from participants.

Field notes were taken during the interviews to assist the
researchers in the interpretation of the data collected.

Focus groups: average duration 95 minutes. Interviews: average
duration 40 minutes.

Data saturation was discussed and agreed between the research
authors of the manuscript.
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23.

Domain 3: analysis
and findingsz

Data analysis

24.

25.

26.

217.

28.

Reporting

29.

30.

31.

32.

Item Guide questions/description

Transcripts were not provided but the results were discussed with

Transcripts returned the participants.

Number of data coders The data were coded by two of the authors of the manuscript (LLL

and PGM)
Description of the coding See table 2
tree
Derivation of themes Themes were identified as derived from data.
Software Atlas.Ti software was used to manage the data.
Participant checking The results were discussed with the participants.

Quotes from participants were presented to illustrate the main findings.

Each quote was identified with the number and profile of each participant.

HP (health professionals) and FC (familv caregivers). Within the group
of proffesionals we distinguised: M (medicine) and N (nursing)

Quotations presented

The manuscript presents consistency between the data collected

Data and findings consistent and the results described.

Clarity of major themes The three main themes were presented in the findings in sections

The 22 sub thematic themes were presented in the section of

Clarity of minor themes
results.
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