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RESUMO
Introducdo: Os cuidados paliativos centram-se no controlo de perturbagGes funcionais e sintomatologia complexa e assumem-se
como um elemento essencial dos cuidados de salde.

Objectivos e métodos: O objetivo deste estudo é o de analisar a totalidade das 108 dissertacdes do mestrado em cuidados
paliativos discutidas e aprovadas na Faculdade de Medicina da Universidade de Lisboa entre 2004 e 2016 quanto as carateristicas
tematicas, logisticas, metodoldgicas, tipo e nimero de participantes e investigadores ao longo de dois periodos sequenciais. Ndo
se observaram diferencas significativas em todas as variaveis analisadas comparando esses dois periodos.

Resultados: Verificou-se, na autoria das dissertagdes, um predominio do grupo de enfermeiros em relagdo a outros grupos
profissionais e a colaboragdo de cerca de 8.000 participantes, na sua maioria doentes com patologias diversas de acentuado
predominio oncolégico e que foram avaliados em contexto predominantemente hospitalar por todo o Pais.

Nas principais tematicas abordadas distinguem-se por grau decrescente de representac¢do a avaliagdo das necessidades gerais em
cuidados paliativos, a qualidade de vida e a satisfagdo de cuidadores informais e atitudes, vivéncias, conhecimentos e competéncias
sobretudo dos profissionais de saude. Surgem também como tematicas relevantes a avaliagdo sintomatica geral e especifica
de doentes, estudos de intervencao em cuidados paliativos e de problemas existenciais, espirituais e éticos, mas também de
comunicagdo e de luto, cobrindo todo o espectro das areas essenciais da pratica dos cuidados paliativos.

As metodologias quantitativas foram as mais representadas, com uma forte componente de estudos retrospetivos, utilizando
escalas, e das qualitativas, a mais utilizada foi a andlise de conteldo, a partir de entrevistas semiestruturadas.

Conclusdes: Da analise das limitagcdes encontradas propdem-se quatro linhas estratégicas para o desenvolvimento da investigacdo
em cuidados paliativos em Portugal.

Palavras-chave: cuidados paliativos; investigacdo; metodologia; mestrado.

ABSTRACT
Introduction: Palliative care focus on the control of functional disorders and complex symptomatology and are assumed as an
essential element of health care.

Objectives and methods: The aim of this study is to provide an analysis of all the 108 dissertations of the master’s degree in palliative
care which were discussed and approved at the Faculty of Medicine of the University of Lisbon, between the years of 2004 and
2016, according to their thematic characteristics, logistics, methodology, type and number of participants and researchers over
the two sequential periods. There were no significant differences in all the analyzed variables when comparing these two periods.

Results: It was verified, in the authorship of dissertations, a predominance of the nurses group when compared to other professional
groups and the collaboration of nearly 8,000 participants, mostly patients with several diseases of severe oncological prevalence
and that were evaluated in the hospital context all over the country.

The main addressed themes are distinguished by a decreasing representation degree of the assessment of the general needs in
palliative care, the quality of life and satisfaction of informal caregivers as well as their attitudes, experiences, knowledge and
skills, especially those of the healthcare professionals. It also appears as a relevant thematic the general and specific symptomatic
assessment of patients, the intervention studies in palliative care along with existential, spiritual and ethical problems,
communication and grief, covering, this way, an entire spectrum of key areas that are essential to the practice of palliative care.

Quantitative methods were the most used ones, with a strong component on the retrospective studies, using scales. According to
the qualitative methods used, there is a focus on the content analysis, from semi-structured interviews.

Conclusions: Analysing the limitations that were found, this study suggests four strategic lines for the development of research in
palliative care in Portugal.

Keywords: palliative care; research; methodology; master’s degree.

RESUMEN
Introduccidn: Los cuidados paliativos se centra en lo controlo de los trastornos funcionales y la sintomatologia compleja y se asume
como un elemento esencial de la atencién de la salud.

Objetivos e métodos: El objetivo de este estudio es analizar la totalidad de las 108 disertaciones del master en cuidados paliativos
discutidas y aprobadas en la Facultad de Medicina de la Universidad de Lisboa entre 2004 y 2006 relativamente a las caracteristicas
tematicas, logisticas, metodoldgicas, tipo y nimero de participantes e investigadores a lo largo de dos periodos secuenciales. No se
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han observado diferencias significativas en todas las variables analizadas comparando esos dos periodos.

Resultados: Se ha verificado, en la autoria de las disertaciones, una preponderancia del grupo de enfermeros respecto a otros
grupos profesionales y la colaboracion de cerca de 8.000 participantes, la mayoria de los cuales enfermos con patologias diversas
de acentuado predominio oncolégico y que han sido evaluados en contexto predominantemente hospitalario por todo el pais.

En las principales temdticas abordadas se distinguen en grado decreciente de representacion la evaluacién de las necessidades
generales en cuidados paliativos, la calidad de vida y la satisfaccién de cuidadores informales y actitudes, vivencias, conocimientos
y competencias sobre todo de los profesionales de salud. Surgen también como tematicas relevantes la evaluacidn sintomatica
general y especifica de enfermos, estudios de intervencion en cuidados paliativos y de problemas existenciales, espirituales y éticos,
incluso de comunicacion y de luto, cubriendo todo el espectro de las dreas esenciales de la practica de los cuidados paliativos.

Las metodologias cuantitativas han sido las mas representadas, con una fuerte componente de estudios retrospectivos utilizado
escalas, y de las cualitativas la mas utilizada ha sido el analisis de contenido, a partir de entrevistas semiestructuradas.

Conclusiones: Del analisis de las limitaciones encontradas se proponen cuatro lineas estratégicas para el desarrollo de la
investigacion en cuidados paliativos en Portugal.

Palabras clave: cuidados paliativos; investigacion; metodologia; master.

INTRODUCTION

According to the complex, multidimensional and dynamic nature of progressive and incurable diseases, palliative care have been
developing an intervention model that integrates the physical, psychosocial and spiritual factors responsible for the disturbs caused
in the patient’s quality o f life from the moment of diagnosis until his death, with the single aim to promote a better quality of life
for the patient and his family.

Palliative care focuses on the control of functional disorders and complex symptomatology. So its recognition, as an essential
element in the health care process and as a specialized area, holds increasingly with the promotion of its scientific basis. It is
important to clarify healthcare professionals about the findings of empirical research connecting basic research and clinical
practice, over an integrated and translational approach for the best results.

Therefore it is important to find a capacity in clinical research, which is a defective area in Portugal, in order to develop evidence for
clinical practice, based on careful studies, whether in the field of pharmacological intervention either in the non-pharmacological
area, which can provide diversified answers and formulate effective and validated strategies for the clinical management of
symptoms and that can reduce the great amount of work in all the systems which are involved, specifically those that support the
basic needs of the families responsible for these patients in the path of their chronic progressive and incurable diseases.

It is important, in this context, to have specific psychometric and suitable instruments for the patients and the stadium of their
disease, which can be relevant and correct in the assessment of their quality of life, and other results’ patterns that can allow the
monitoring of symptoms and people’s concerns as well as the evaluation of the differential effects of specific interventions.

On the other hand, it is essential to assess the needs in palliative care at several systemic levels, set certain quality parameters
that can support the planning and the organization of services at different levels and that can contribute to the creation of health
policies in palliative care topic. In addition to quantitative methods, qualitative ones have been gaining increasing acceptance in
many areas of health research in the most informed and attentive academies. For their accuracy and specific methodology these
methods provide unique elements in the field of subjective experience with the purpose of understanding certain issues, including
the identification, explanation and appreciation of underlying social processes, their connection to their social contexts and the
development of high-level analytical categories. They seek to go beyond the surface of subjects, beyond the visible aspects of
reality, to deepen the knowledge of experiences and the meanings of patients.

These results, along with the “objective” results, may desirably have an impact on the development of certain policies and practices
in the palliative care field but they also have a theoretical value once they open the possibility of new ways of understanding and
thinking about a certain theme and a way to challenge the traditional ways of thinking and research for a particular phenomenon.

It is in this context that the Master’s degree in palliative care at the Faculty of Medicine, University of Lisbon (pioneer in Portugal in
2002 after holding some multidisciplinary post-graduation courses in our department on the same subject), had a concern, since its
early beginning, and it was to make a contribution to the research in this area setting priorities in the themes and aiming to follow
the embryonic movement in the delivery of services and teams in the country.

This paper attempts to account for this path as well as its results providing, at the same time, an easy opportunity to connect
with a collection of 108 master’s theses in palliative care. This study is the result of 15 years of hard working and it launches some
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challenges for the future research and courses.

1. METHODS

It is a descriptive and analytical study about the thematic, logistics, methodological and professional characteristics of the total
master’s theses discussed and approved at the Faculty of Medicine from June 2004 to June 2016: a total of 108 theses which
comprise and compare two periods. They were used statistical, descriptive and analytical techniques.

2. RESULTS

The studies were divided into the same number (54) for the two periods into consideration (2004-2010 and 2011-2016) and there
were no statistically significant differences in all the used variables (participants, location, subject and research method, job of the
researcher) for the assessment of these two periods.

The studies involved 7.963 participants (Table 1) mainly patients (67.0%) corresponding to 56 studies, followed by nurses (22.2%),
family caregivers (12.6%) and doctors (10.5 %), the last ones with a smaller number of studies.

Table 1 - Type of participants in the researches and number of theses according the type of participant*

Number of studies Number of participants
Patients 56 5333
Nurses 27 1769
Family Caregivers 18 1005
Doctors 14 816
Psychologists 2 15
Social Service members 1 14
Others 3 9

*In near about fourteen studies, there was more than one type of participants

The places where the studies (Figure 1) were carried out mainly in the hospital context (62.8%) followed by the patient’s home
(14.2%) and the palliative care unit (12.4%).

Hospital 71
Home - 16
Palliative Care Units 14
Health Centre 9

Intra-hospital team of palliative care 2

Health School 1

o 10 20 30 40 50 60 70 80

= In five studies there was mors than one place teck into account.

Figure 1 - Context of the production of the dissertations.
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As for the research’s methodologies (Figure 2), it was preferred the quantitative method’s use (61.6%) and, according to its total, a
large representation of retrospective studies (63.7%) with a predominant use of scales (Figure 3) and only three studies prospective

were carried out.

Systematic Review(3)

Research
Methods

Qualitative (38) Mixed (2)
Content Analysis (31)
Phenomenological analysis (3)

Grounded Theory (3)
Case Study (1)

Quantitative (69)
Retrospective (44)
Scale validation (11)
Almost experimental (7)
Prospective (3)

Figure 2 - Research methods used in dissertations.

It should be noted, in this context, a relevant number of scales’ validation (Table 2) to the Portuguese context (n = 11), seven
intervention studies (almost-experimental type) and the reference to two systematic bibliography reviews, which were particularly

relevant on the quality of the research in palliative care.

Table 2 - Validated scales for the Portuguese population through the master’s degree theses in the palliative care topic.

Scale

Author of the validation

EORTC IN-PATSAT32 (satisfaction level of the patients)

DOLOPLUS 2 (pain)

Herth Hope Index (assessment of caregiving hope)

PG-13: (assessment of prolonged grief)

EORTC QLQ-INFO26 (information to the oncologic patient)

Liverpool Care Pathway

FAMCARE (satisfaction of the patient’s family in palliative care process)

NEST (Tracking of the needs in palliative care context in ventilated patients at
home)

NOSE-Numerical Opioid Side Effect (Numeric scale of the adverse effects of opioid
substances)

QOL-AD (Quality of life of the patients with dementia and their caregivers)
EORTC QLQ BM22 (Quality of life in patients with bone metastases)

Georgiana Marques da Gama
Hirondina Guarda

Andreia Viana

Mayra Delalibera

Amélia Matos

Fldvia Sousa

Antdnia Almeida

Paula Pamplona

Marina Fonseca

Helena Barrios

Ana Mendes

Regarding the qualitative methodologies, it prevailed a content analysis (mostly with the Bardin’s technique) in 81.7% of those

analyzes, with the predominant use of semi-structured interviews.
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Semi-structured interviews 39
Scales _ 35
Questionnaires 21
Eecords _ 7

Scientific Papers 3

Letters 5

o 10 20 30 40 50

Figure 3 - Data collection instruments used in the dissertations.

According to the research’s topics they were grouped into eight main themes (Table 3). The most investigated theme integrates the
needs, in palliative care context (24.1%) - general (69.2%) and specific, of the caregivers but also the need of professional training
(nurses and social workers).

Table 3 - Thematic groups of the theses

>
>

Needs in palliative care 26 Symptomatic assessment 14
Needs Paints17.2255 4
Genera|4,11,24,28,40,53,51,74,75,80—82,88,96,97,100,105,108 18 Genera|7,36,84,106 4
Needs of the family caregivers’%? Feeding care® 1
Needs of training 3 Delirium?™ 1
Nursing?té4171.73 Depression and e anxiety% 1
Social Services® Agony?® 1
4 Constipation®®* 1
Prognostic®® 1
Life’s quality and satisfaction 21 Existential, spiritual and ethical 10
patients 15 prob|emsz,a,18,27,37,56,72,86,98,104
onCO|ogy31,38,45,51,59,91,102 7
Neurology!94979,83,% 5 Intervention in palliative care
General® 2 Psychossocial**>27
Pain% 1 Nursing*47 3
Caregivers 6 Physiotherapy®’ 2
Family Occupational therapy % 1
Overload?#33.66 3 Medical® 1
Satisfaction* 2 1
Professionals
Burnout ° 1
Attitudes, experiences, knowledge and skills 17 Communication®1326323548
Healthcare Professionals
Nurses2021,34,54,65,67,69,70,78,87,107 Grief12.39.50,64,8595
Doctors®*? 11
Psychologists® 3
Family4¢®3 1
2
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The quality of life and satisfaction in palliative care 19.4%) were primarily evaluated in general patients but also in particular
patient’s groups (oncology and neurology) and in the family and informal caregivers groups as well as the overload and their
satisfaction with the given care It has also been studied the burnout in healthcare professionals.

The third theme of this research refers to the attitudes, experiences, knowledge and skills of healthcare professionals (15.7%),
mainly in the nurses (64.7%) but also in the family (only two studies).

The evaluation of symptoms (13.0%), another key area in the practice of palliative caregiving, received the interest of researchers
not only in the field of general symptoms (28.6%) and pain (28.6%) but also on specific aspects such as agony, feeding care,
delirium, constipation, depression and anxiety, and an impressive study on prognosis was also carried out.

Eight intervention studies in palliative care were also presented, predominantly those in pedagogical intervention in groups of
informal caregivers and about specific interventions in certain professional groups (physiotherapy, occupational therapy, nursing).

The existential and spiritual problems are represented in nine studies in different populations (oncology, fibrocystic disease, AIDS)
and also in healthcare professionals. It can be a pointed out as well a study on ethical decisions at the end of life.

The communication practices (intrafamily, intrateam, health professional/patient in different contexts: Transition of caregiving,
satisfaction with communication...) are displayed in six different studies and the grief disorder, one of the key components in
palliative care context, is studied both in the family context and in professional’s one, also in its formative component.

In short, all the essential areas of palliative care practice are integrated in this set of dissertations that have been developed
throughout the national territory (mainland and islands) in diverse caregiving settings and integrating all the typologies for the
provision of palliative care, which involve all type of healthcare professionals and use assorted research methodologies. 10°-110-111

3. LIMITATIONS

Developing a qualified research in this area, there is a variety of difficulties which include the existence of a small number of
hospital departments, palliative care units and community teams as well as a very limited number of beds in the academic centers,
with an organizational culture that is not sensible to a palliative attitude. It can be denoted that even the health professionals, who
were already motivated for this area, were more concerned with the care action than the research practice.

Further, there are a small number of specific instruments validated for the Portuguese population and the target population of
palliative care, as well as some ethical and practical issues related to the research on end of life.

Many of these difficulties were overcome by the enthusiasm and the determination of the researchers and their mentors and also
by the frankness and generosity of some institutions.

We can say that, in addition to the dissemination at national and international conferences!??, the publishing in books and the
national and international scientific journals, the data, obtained from these studies, have already contributed to a better planning
and organization of the services/teams and training courses activities. Almost all of them validated instruments that have been
used in other investigations and some of these qualitative studies led to the creation of new data collection tools.

CONCLUSIONS

It can be concluded that there was a sustained evolution of the development of master’s theses in palliative care over the last
years at the Faculty of Medicine, University of Lisbon, involving researchers, multidisciplinary groups of health professionals from
all Portugal, especially nurses. 8,000 participants, for the most part patients, who gave their contribution to this study, and the
participation of nurses who were the second most relevant participants. The studies were carried out markedly in a hospital, but
also at home and in palliative care units, using diversified and mainly quantitative methodologies with a considerable number
of validation tools. The main subjects studied were first related to the assessment of the overall needs in palliative care, quality
and satisfaction with life as well as the healthcare professionals’ attitudes, experiences and skills. It should be noted a significant
representation of the intervention studies and a thematic scope integrating all the fundamental aspects of the practice in palliative
care.

The critics - already formed with notorious international recognition -, the increasing usage of validated instruments in care
practice, the quality of research implemented in palliative care in several fields - Medicine, Nursing, Psychology, Social Work,
... - and the increase of units and teams in Portugal bring out new challenges for research, which, from this point of view, will go
through four strategic lines of research in the palliative care context:
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Dissemination of research results in Palliative Care with marked increase in the number of national and international presentations
in palliative care!'? and heterogeneous, but related, areas (internal medicine, oncology, cardiology, neurology, gastroenterology,
pulmonology, nephrology, family medicine and other medical and surgical specialties) and increased publications in books and in
palliative care reviews or similar. The Palliative Care Portuguese Association initiatives and the recent creation of the Portuguese
Observatory of Palliative Care are important promotion factors, and it is indispensable the collaboration with the EAPC (European
Association for Palliative Care) and other healthcare professionals, patients and family members associations, universities and
other national and international institutions.

The creation of a minimum national database regarding the end of life caregiving with the regulation of methodologies and the
creation of a significant and sustainable network of national research (collaborative and multi-centred),!** and also integrating
academic centres and university hospitals, highlighting the specificities of each centre, extending the process beyond the “pioneers”,
pilot projects in sustainable programs with great impact and creating synergies and integration with international projects, thus
facilitating the access to the financial support.

The enlargement of research areas over the biological basis of complex symptoms clusters, projects focused on clinical practice
with intervention studies (pharmacology, psychology, socio-pedagogy, nursing, ...), the understanding and response to transitions,
the evaluation of patients’ caregiving with the elaboration of clear indicators of services effectiveness and efficiency results, health
economics analysis, mapping the different clinical trajectories of the main situations related to end of life process in Portugal,
identifying resource needs in order to generate questions in controversial areas.

The presentation of “activator” research’s results, expressing that the end of life caregiving is important and it needs to be included
in the educational activities and clinical care, so to inform future health policies, to advise and create a proactive collaboration with
the Ministry of Health in order to develop a clearly defined national strategy for end of life care.

The recent creation of the first National Commission for Palliative Care (to develop a strategic plan for this area) will surely give new
direction and boost to this effort in research.

The publication of this work aims, on one hand, to widespread recognition for pioneering research in our country in the area
of palliative care and the respective investigators and advisors (all doctorates) and, on the other hand, to justify the generous
collaborative effort of thousands of patients, caregivers and healthcare professionals who agreed (with their time, experience and
knowledge) to participate in these investigations that are, now, accessible to everyone, hoping to have effects and value for people
and institutions.

What is known about this subject?
Scattered quotes on this research work in palliative care.
What is new about this study?

In the absence of any publication that brings together all this scientific production in a systematic way, this analysis of the theses
developed in the Faculty of Medicine, University of Lisbon, during 15 years facilitates the access and relevant information crossing
and draws attention to evolutionary lines, opening also an easier consultation possibility.
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