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Resumo

Introducdo: A primeira consulta de oncologia médica é, para o doente, um momento
determinante para a compreensao do diagnostico e progndéstico da sua doenca. Este estudo
tem como objetivo avaliar as preferéncias de comunicagdo do doente oncoldgico durante
a primeira consulta de oncologia médica e avaliar as diferencas entre as preferéncias e as
percepcdes. Métodos: Um total de 169 doentes oncologicos responderam ao
Communication in First Medical Oncology Questionnaire (C-FAQ), um questionario
constituido por duas partes que avalia as preferéncias e percecdes do doente em relacao
ao conteudo (qual e quanta informacdo € fornecida), facilitacdo (onde e quando a
informacdo é transmitida) e suporte (apoio emocional) durante a sua primeira consulta de
oncologia médica. Foi realizada uma anélise comparativa para avaliar as diferencas entre
preferéncias e perce¢des. Resultados: O contetdo foi identificado como a dimensao mais
importante da comunicacdo em comparacdo com a facilitagdo e o suporte. O
conhecimento do médico, a honestidade e a clareza das informacBes foram as
caracteristicas mais importantes. Os doentes avaliaram a maioria dos itens da primeira
parte do questionario como “muito importante”. Contudo, a percepgao dos entrevistados
sobre os elementos de comunicacéo presentes durante a consulta ficou abaixo do esperado
em 11 itens, revelando discrepancias significativas na pratica clinica. Conclusdes: As trés
dimensdes de conteldo, facilitacdo e suporte foram altamente valorizadas pelos doentes,
embora as preferéncias se focassem mais no conteudo. As discrepancias entre as
preferéncias e percep¢bes de comunicagdo podem ser interpretadas como uma
oportunidade para melhorar o treino das equipas médicas nas competéncias de

comunicagéo.



Palavras-chave: Comunicagdo em salde, Relacdo médico-doente, Psico-oncologia,

Cancro, Oncologia, Preferéncias

Abstract

Background: The first medical oncology appointment serves as a platform for patients
to comprehend their diagnosis and prognostic implications of cancer. This study aimed
to determine patients’ communication preferences during their first medical oncology
appointment and to assess the disparities between patients’ preferences and perceptions.
Methods: A total of 169 cancer patients participated by completing the Communication
in First Medical Oncology Appointment Questionnaire (C-FAQ), a two-section
questionnaire designed to assess patients” preferences and perceptions regarding Content
(information provided and its extent), Facilitation (timing and location of information
delivery), and Support (emotional support) during their first medical oncology
appointment. A comparative analysis was conducted to assess the variations between
preferences and perceptions. Results: Content emerged as the most significant dimension
compared to Facilitation and Support. The physician’s knowledge, honesty, and ability to
provide clear information were considered the most important attributes. Patients
evaluated most of their preferences as “very important”. Patients” perception of the
communication dimensions present during their appointment was below preferences for
11 items, indicating significant discrepancies in clinical practice. Conclusions: Patients
highly valued their preferences concerning Content, Facilitation, and Support dimensions
of communication. However, patient preferences were more prominently oriented
towards the Content dimension. The discrepancies between preferences and perceptions

should be viewed as an opportunity for enhancing communication skills through training.



Key-words: Health communication, doctor-patient relationship, psycho-oncology,
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1. Contextualizacéo teorica

1.1. O doente oncoldgico e os cuidados paliativos

Em concomitancia com a evolugdo tecnoldgica, a melhoria das ferramentas
diagndsticas e disponibilidade de novas terapéuticas, 2.6 milhdes de pessoas sdo
anualmente diagnosticadas com cancro nos 27 paises da Unido Europeia (UE).* Embora
a taxa de mortalidade padronizada por idade nos paises da UE esteja a diminuir, espera-
se que 0 nimero absoluto aumente devido ao envelhecimento da populagio.! Com isto,
prevé-se igualmente um aumento da multimorbilidade e uma maior complexidade na
abordagem clinica ao doente oncoldgico idoso.2 No ano de 2020, em Portugal, 0s tumores
malignos foram a segunda maior de causa de mortalidade (23%), seguido das doencas
cardiovasculares (28%).® Ainda que com uma mortalidade expressiva, 0 cancro é
considerado cada vez mais uma doenga crénica.* Com as novas terapéuticas, ha cada vez
mais sobrevivéncias de longa duragéo e, com isso, um elevado nimero de individuos que
enfrenta inimeras complicacBes inerentes as terapéuticas realizadas, como a cirurgia,
quimioterapia, imunoterapia, terapéuticas dirigidas e radioterapia.®

A confirmacdo de uma doenca oncoldgica constitui um diagnéstico ameagador de
vida e de grande impacto fisico, psicoldgico e social.® Além do sofrimento fisico que
implicam as maltiplas intervencgdes e tratamentos geradores de sequelas e toxicidades, o
doente é confrontado com a finitude da sua vida e sdo abaladas as suas expetativas e
aspiragdes futuras.® Esta percecdo pode, ainda, variar em funcéo da biologia da doenca,
do estadiamento atribuido, do intuito curativo ou paliativo do tratamento, mas também de
outros fatores individuais.® De um modo geral, a complexidade inerente ao doente
oncologico faz com que seja frequente o surgimento de determinadas necessidades de
intervencdo em salde que integram o ambito da Medicina Paliativa.” A Organizag&o

Mundial de Saude define os Cuidados Paliativos como uma abordagem integrada e
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centrada no doente que presta cuidados diferenciados promotores de qualidade de vida
aos doentes que enfrentam uma doenca potencialmente mortal, e respetivas
familias/cuidadores.? Surgidos na década de 1960 no Reino Unido e com um
desenvolvimento conceptual e operacional notdrios ao longo dos anos em Vvarios paises,
séo cuidados que pressupdem uma identificagao e avaliagao das necessidades paliativas,
assim como prevencgao e alivio do sofrimento em todas as dimensdes.®!® Além da
abordagem a dor como um todo e outros sintomas fisicos que se instalem no decorrer da
doenca, a afirmacdo da morte como um processo natural, bem como a integracdo dos
principios psicoldgicos e espirituais nos cuidados prestados sdo alguns dos principios dos
Cuidados Paliativos.! N4o surpreende, portanto, que o doente oncoldgico represente uma
percentagem expressiva de doentes com necessidades paliativas.” Um estudo portugués
com 1.273 doentes hospitalizados, levado a cabo em 11 hospitais portugueses, identificou
estas necessidades em 51.4% da amostra, na qual 67.2% apresentava doenca
oncoldgica.'? Fruto das diversas barreiras no momento da referenciacéo, entre as quais a
auséncia de uma equipa especializada disponivel, a auséncia de critérios inequivocos e a
dificuldade de identificar o momento de referenciacao leva a que, globalmente, apenas
14% dos doentes que necessita de cuidados paliativos acaba por recebé-los
efetivamente. 312

Atualmente, é defendido um modelo de intervencdo precoce, integrado e
planeado, centrado na pessoa com tempos medianos de sobrevivéncia de 24 meses,
adequada identificagdo dos doentes em todos os niveis de prestagao de cuidados, com
adequada gestao dos casos e planeamento avangado dos cuidados.*? Atendendo & natureza
deste tipo de cuidados, a comunicagéo revela-se uma ferramenta fundamental na relagéo
humana, bem como na prestacdo de cuidados, constituindo um importante recurso na

intervencdo em Cuidados Paliativos.®4
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1.2.  Aimportancia da comunicac¢do em oncologia e cuidados paliativos

A comunicag&o é a pedra-basilar na relacéo entre profissionais de saude, doentes
e familias/cuidadores. E um processo dindmico, multidirecional, verbal e no verbal, e
dependente da informagao fornecida pelo entrevistado e pelo profissional de satide.!* Em
consonancia com competéncias interpessoais como a empatia, comunicar pressupde
captar informac0es relevantes que facilitem o diagndstico, informar sobre prognostico,
efeitos adversos e op¢des terapéuticas possiveis mas também aconselhar adequadamente
a luz do interesse e vontade do doente.'® Essas sdo as premissas de uma relagdo médico-
doente de confianca e que permitem ir ao encontro das necessidades dos doentes, facilitar
a compressdo da informagao fornecida e prestar suporte emocional.** Uma comunicagio
bem-sucedida pode ser sinbnimo de uma maior adesdo ao plano terapéutico e a uma
melhoria dos resultados obtidos nas intervencdes em satde.'*

Enfrentar o diagndstico de uma doenca potencialmente mortal é gerador de
angustia e uma antevisdo de sofrimento. O curso da doenca oncoldgica é habitualmente
longo e, mesmo que haja uma perspetiva de cura, todo o processo pressupde mecanismos
de adaptacdo, por parte do doente, face aos multiplos procedimentos invasivos e
dolorosos, medicacGes com varios efeitos adversos, atrasos na terapéutica que podem
comprometer a sua eficacia, entre outros.’® Durante este caminho, é frequente a
necessidade de transmissdo de mas noticias, isto &, informacao que suscite algum grau de
sofrimento e que altere negativamente a perspetiva do doente e dos seus familiares em
relagdo ao futuro.'’

A tarefa de comunicagdo de més noticias ndo é considerada, de todo, facil. Na
perspetiva do médico, alem do desconforto em facultar determinada informacdo que ira
suscitar reacdes negativas, podem ndo ser 6bvias quais as preferéncias ou necessidades

de informagdo dos doentes.'® Além disso, os clinicos consideram que existe pouca
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formagdo em comunicacdo em saude e em transmissdo de méas noticias, durante o seu
percurso formativo.'® Por outro lado, a disponibilidade do doente para receber informagéo
e a forma como a percepciona, poderd depender do estado emocional, dos mecanismos
de coping de que dispde ou, ainda, da propria doenca e do seu estadiamento.'*1° A
expetativa, experiéncias prévias, bagagem cultural e crencas estabelecidas parecem
influenciar o que os doentes desejam saber em termos de progndéstico e a forma como
lidam com a informag&o.t”?° E, pois, fundamental a identificagdo das necessidades de
informacdo individuais, bem como compreender o impacto da doenca na esfera
psicoldgica.

Existem algumas recomendagdes estabelecidas na literatura sobre como devem os
médicos preparar uma comunicacdo de mas noticias, qual o ambiente de suporte ideal e
de que forma as informagdes devem ser transmitidas. O SPIKES (Setting up interview,
Perception, Invitation, Knowledge, Emotion, Strategy/Summary) é um protocolo
disseminado pela comunidade cientifica, que estruturou o processo de transmissao de mas
noticias ao doente em varios momentos: (i) preparacdo da entrevista, (ii) avaliacdo a
percepcao do doente, (iii) convite para o dialogo, (iv) facultar informacdes ao doente, (V)
abordar as emocdes com respostas empaticas e (vi) estratégia e resumo.?* Outros dois

exemplos de protocolos disponiveis na literatura constam adicionalmente na tabela 1.
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Tabela 1 - Exemplos de recomendacdes e orientacdes na comunicacdo de mas
noticias

Autor e pais de origem Resumo

SPIKES: Preparacdo da entrevista, avaliagdo a percepc¢ao do
doente, convite para o didlogo, facultar informagdes ao doente,
abordar as emogdes com respostas empaticas, e estratégia e
resumo.

Baile et al.?

Garantir a privacidade e o tempo adequado, avaliar a

compreensdo, fornecer informacdes de forma simples,

Girgis and Sanson-Fisher? incentivar a expressdo sentimentos, discutir opgdes de
tratamento, oferecer suporte para a partilha de informacoes a

outros, e facultar informacdes sobre servigos de apoio.

Preparar, construir uma relagdo terapéutica, comunicar bem,
enfrentar as reacdes dos pacientes e familiares, incentivar e
validar emoc0es.

Rabow and McPhee?304/04/2024
16:24:00

No entanto, a redacdo destas recomendagdes decorre de artigos de opinido,
revisdes de literatura, estudos de caso e outros estudos descritivos com amostras
reduzidas, sem integrar uma dimens&o pratica e robusta da real preferéncia dos doentes.’
Além de refletir a visdo dos profissionais de saude, € importante que a base empirica das
guidelines seja validada junto dos doentes e corresponda as suas necessidades. Neste
sentido, um estudo Australiano procurou avaliar, junto de 131 doentes recém
diagnosticados com melanoma, as preferéncias de comunicacdo no momento do seu
diagnostico, e identificar as discrepancias existentes entre as guidelines orientadoras e a
opinido dos proprios.?* Neste estudo, observa-se que a maioria das directrizes
estabelecidades sdo correspondidas pelas preferéncias dos doentes.* Contudo foram
identificadas algumas discrepancias que culminam na formulacdo, por parte dos autores,
de trés orientacOes propostas: promover o aumento da confianca do doente sobre o melhor
tratamento proposto, considerar como secundario o auxilio na partilha do seu diagndstico
com terceiros e retirar a recomendacdo de presencga de um segundo profissional de satde

no momento da transmissdo da noticia.?*
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Procurando aprofundar o conhecimento e avaliar, também na perspectiva do
doente, quais as suas preferéncias na comunicacdo do diagnostico quanto ao conteudo
(qual e quanta informacdo é fornecida), facilitacdo (onde e quando a informacgédo é
transmitida) e suporte (apoio emocional), foi criado e aplicado a 351 doentes o
questionario Measure of Patients’ Preferences questionnaire.l’” Neste estudo, o0s
inquiridos consideraram a experiéncia do médico, e a informacéo prestada sobre a sua
doenca e tratamentos como as &reas de maior importancia. Ao invés, aspectos
relacionados com o suporte foram considerados os menos importantes.’ Considerando
as mesmas dimensdes da comunicagéo, resultados semelhantes foram encontrados num
estudo que envolveu doentes canadianos com neoplasia da préstata, bem como noutro
estudo levado a cabo em Inglaterra.?>?% Neste Gltimo, foram destacadas a importancia da
confianga nas competéncias do médico e nas discussdes promovidas sobre o tratamento
e prognostico.?®

Mais recentemente, com o duplo objetivo de avaliar as preferéncias de
comunicacdo dos doentes e a experiéncia vivida no momento do diagndstico, um estudo
alemdo desenvolveu o questiondrio Marburg Breaking Bad News Scale no qual um
conjunto de questbes categorizadas de acordo com as dimensdes do protocolo SPIKES
foram colocadas a uma amostra de 350 doentes apds receberem o diagnéstico.'® No que
diz respeito as preferéncias na comunicagdo, entre os 37 itens do inquérito, foi
considerada como mais importante a clareza transmitida sobre a progressdo da doenca e
o possivel sofrimento.'® Dos 10 itens que receberam maior importancia, 5 abordaram
topicos relacionados com a informacéo facultada sobre a doenca, 3 foram projetados para
medir aspectos relacionados com a “estratégia e resumo” e 2 versaram sobre aspetos do
ambiente envolvente.*® Contrastando com os estudos prévios, apenas 46.2% dos doentes

oncologicos se mostraram completamente satisfeitos quando inquiridos sobre 0 processo
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de comunicacio observado aquando do diagnostico.!® Verificou-se, assim, que o
protocolo SPIKES néo cobriu totalmente todas as necessidades da populagdo do estudo e
houve uma discrepancia importante entre a percepcéo e as preferéncias do doente.’® A
maior diferenca entre o que os doentes pretendiam e o que obtiveram foi verificada no

topico sobre a “explicacdo definitiva do curso da doenga”.*®

1.3. A primeira consulta de oncologia médica

Muito além do diagnostico, e no curso da doenca oncoldgica previamente descrita,
situagcBes como um resultado analitico desfavoravel, a progressao da doenca e a suspensdo
definitiva de tratamentos onco-dirigidos, exigem do profissional de salde uma
abordagem cuidada e empatica.?’~?° Entre os diversos momentos no trajeto da doenca
oncoldgica, a primeira consulta é considerada crucial no acolhimento de um doente no
servico de oncologia: aléem da comunicacdo ou validacdo do diagnostico, € a ocasido onde
é dado sentido ao mesmo e onde ha lugar para uma avaliacdo clinica, discussdo do
prognostico e do plano terapéutico. E também o momento propicio para a partilha de
receios, preocupacoes e angustias face a doenca.>® O momento do diagnostico da doenca
oncologica tem sido amplamente discutido enquanto momento-chave na comunicagdo de
mas noticias. Contudo, nenhum outro avaliou, até hoje, as preferéncias quanto a
comunicacdo com o médico assistente no cenario especifico de uma primeira consulta de
oncologia médica. E, pois, relevante a utilizaco de competéncias em comunicagio que
correspondam as necessidades dos doentes, que promovam cuidados centrados na pessoa
e uma melhoria dos outcomes clinicos neste contexto.

Neste pressuposto, foi conduzido o estudo “As Preferéncias e as Perce¢des de
Comunicacdo do Doente Oncolégico na Primeira Consulta de Oncologia Médica” que

teve como objetivo avaliar as preferéncias de comunicacao do doente oncoldgico durante
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a primeira consulta de oncologia médica e avaliar as diferencas entre as preferéncias e as
percepcoes.

Do ponto de vista clinico, compreender as preferéncias de comunica¢do dos
doentes permite que os médicos estejam mais atentos e receptivos as necessidades dos
doentes durante um periodo vulneravel de suas vidas. Por outro lado, a reflexdo sobre o0s
resultados obtidos permite a discussdo de estratégias de comunicacdo e elaboragdo
directrizes adaptadas a circunstancia. A diferenca entre as preferéncias e percepgdes
possibilita, ainda, apontar oportunidades de melhoria nos aspectos da comunicagéo que
possam ser discrepantes e, assim, promover programas de formag&o em competéncias de
comunicacdo para as equipas de salde.

Com base no estudo realizado, a se¢do seguinte aborda os conteudos do artigo
cientifico elaborado. Este encontra-se atualmente submetido e aceite para publica¢do na

revista Psycho-Oncology, €, por isso, redigido em lingua inglesa.

2. Artigo Cientifico

2.1.Introduction
Effective communication involving the physician, patient, and family is crucial
for meeting patient needs and providing safe, high-quality, and patient-centred care.'®
Communication plays a role in regulating patients’ emotions, facilitating comprehension
of information, and identifying patients’ perceptions and expectations.*®
In the oncological setting, patients are thrust into a whirlwind of diagnostic tests,
invasive procedures and complex treatments, leaving them with little opportunity to

process their circumstances.’® Physical, emotional, social, and financial concerns are

expected to impact individuals and their families. Indeed, discussions about patients’
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losses and suffering can be particularly challenging, given the number of potentially
unfavourable events over time.l” Physicians often struggle to determine how much
information to disclose to the patient and acknowledge a lack of expertise in delivering
bad news. 8

Beyond the diagnosis, numerous situations throughout the cancer journey present
challenges, encompassing relapses, disease progression, subsequent lines of therapy,
toxicities, treatment delays, and the definitive suspension of antineoplastic therapies.?’2°
The bad news perception correlates with patients” stress and anxiety levels, their ability
to manage adverse information, their satisfaction with care, and their adjustment to health
outcomes.'**® Inadequate doctor-patient communication skills can lead to psychological
distress, including heightened anxiety and depression, and hinder effective psychological
adaptation to cancer.®!

Several protocols outline how physicians should prepare for delivering bad news,
the manner in which they should provide the information and the appropriate physical
environment for discussions. 22 For the disclosure of negative information to cancer
patients about their condition, the SPIKES protocol was outlined by Baile et al. 2 This
acronym denotes (i) Setting up the interview, (ii) assessing the patient’s Perception, (iii)
obtaining the patient’s Invitation, (iv) providing Knowledge and information to the
patient, (v) addressing the patient’s Emotions, and (vi) Strategy and Summary.?! Limited
evidence exists regarding adherence to these tools and the impact of their use on patients’
satisfaction. Furthermore, evidence suggests differences between doctors’ and patients’
preferences regarding delivering bad news. °

Several studies have aimed to deepen our understanding and evaluate, from the
patient's perspective, the communication process required when receiving bad news. The

Measure of Patients’ Preferences questionnaire (MPP) was developed to assess patient
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preferences regarding Content, Facilitation, and Support.l” The Marburg questionnaire
applied the Breaking Bad News Scale, incorporating questions aligned with the six
dimensions of the SPIKES protocol.'® In this study, only a minority of the interviewed
cancer patients expressed satisfaction with the communication process. The SPIKES
protocol did not fully address all the needs of the study population, resulting in a disparity
between the information delivered and how it was conveyed, as well as patient
preferences.!®

Beyond the delivery of the diagnosis, the first medical oncology appointment
represents a pivotal moment in the trajectory of the oncological disease. Typically, it is a
stressful occasion during which the diagnosis and prognosis are discussed or confirmed.
Many patients already possess their diagnosis but lack further information regarding the
implications of cancer on their lives. Therapeutic strategies, potential side effects, and
short- and long-term complications can also be addressed. Furber et al. examined how
patients perceived their initial oncology consultation and how the emotional context could
impact their informational requirements.*® Their findings revealed that patients” emotions
and anxieties might curtail their inclination to seek more information to obviate distress.
Additionally, age, sex, education, and cultural background have influenced
communication preferences and truth-telling practices.t’1%:3

Social support is important in addressing psychological challenges like anxiety
and depression, both prevalent among cancer patients.® It could be pertinent to identify
patients at heightened risk due to psychosocial vulnerability stemming from inadequate
social support. Additionally, comprehending how social factors can impact
communication is crucial >

It is essential to develop strategies to gather information and meet patients’ needs

according to their perspective on the first medical oncology appointment. This approach
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not only aids in mitigating the challenges of the appointment itself but also contributes to
enhanced medical care outcomes and knowledge generation.3°

This study aimed to evaluate patients’ communication preferences during their
first medical oncology appointment. It also assessed patients’ perceptions regarding the
communication elements present in their first encounter with an oncology appointment.
Additionally, it identified disparities between patients’ reported perceptions and

preferences in this context.

2.2.Methods
2.2.1. Participants
A comprehensive survey was conducted on 169 outpatients from the Medical
Oncology Department of Hospital Professor Doutor Fernando Fonseca (HFF), Portugal.
All patients were 18 years or older and had received a cancer diagnosis (whether newly
diagnosed, facing relapse, or experiencing disease progression). Moreover, all
participants were proficient in the Portuguese language and capable of providing written
informed consent. Exclusion criteria included patients with dementia or cognitive

impairment.

2.2.2. Instruments
Demographical variables such as age, sex, marital status, country of origin,
qualifications and occupation were collected. Furthermore, the study encompassed the
following clinical variables: tumour location, disease status, intended treatment approach,
and the duration from diagnosis to the first appointment.
The C-FAQ (Communication in first oncology appointment guestionnaire) was

developed within this study to assess patients” communication preferences and
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perceptions during the first medical oncology appointment. The questionnaire comprises
two sections. The first section includes 49 items to assess patients’ preferences concerning
a range of doctor-patient communication elements, which are derived from the MPP and
Marburg Breaking Bad News Scale. The subsequent section includes 40 items, identical
to those in the first part, designed to assess patients' perception of the communication
elements present during their initial appointment. Participants rated items in both sections
using a Likert scale ranging from 0 ('not at all') to 4 (‘entirely"). The items in both sections
were categorised according to Parker et al. (2001) into Content (the information provided
and its extent; a = .93), Facilitation (contextual variables and setting; a = .92), and Support
(emotional support during the interaction; a = .85).

The Hospital Anxiety and Depression Scale (HADS) was used to assess
psychological morbidity and as a screening tool for anxiety and depression. It includes
two subscales that individually measure depression and anxiety, each comprising 7 items
rated on a 4-point severity scale.®

The Social Support Questionnaire-Short Form (SSQ6) is a 6-item measure of
social support. Each item poses a question that elicits a two-part response: Part 1 asks
participants to indicate the number of individuals (ranging from 0 to 9) available for
support in specific circumstances, and Part 2 asks participants to rate their satisfaction
(ranging from 0 “not satisfied” to 9 “fully satisfied”) with these individuals. The SSQ6N
indicates the perceived support index available, while the SS6QS represents the

satisfaction index concerning that support.®®

2.2.3. Procedure
A cross-sectional study was designed. Starting from 20" January to 20%

November 2022, the research team documented all incoming requests for new medical
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oncology appointments. After the first appointment, the research team engaged with
patients and assessed their eligibility. During this process, the researchers maintained no
involvement in the patients’ care. The questionnaire was delivered to the patients for
completion in their homes, with a stipulated return timeframe of three weeks.

The Research Ethics Committee of HFF approved this study (002/2022).

2.2.4. Statistical analysis

A descriptive analysis was conducted to describe the demographic and medical
characteristics of the sample. A repeated measure t-test was conducted to compare the
dimensions of Content, Facilitation, and Support. To compare patients’ communication
preferences with their perceptions during the first appointment, a paired sample t-test was
carried out on the subset of items that garnered the highest ratings of “very important”
above the median. An ANOVA test was used to assess differences in preferences
according to sex, marital status, tumour location, disease status, treatment approach,
country of origin, qualifications, occupation, and HADS scale. Pearson’s correlation
assessed potential associations among the three dimensions (Content, Facilitation, and
Support) and variables such as age, duration from diagnosis to the first appointment, and
SSQ6N and SSQ6S. All the statistical analyses were performed using the SPSS software

version 27.

2.3.Results
A total of 191 questionnaires were distributed, and 169 (88.5%) were returned.
Among these, 163 (96.4%) were either fully completed or had less than 10% missing

answers. The remaining questionnaires had over 50% of the answers missing, rendering
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them unsuitable for analysis. The primary reason for non-return was the lack of
psychological or emotional capacity required to complete the questionnaire.

Table 2 presents the demographic and medical characteristics of the participants.
Participants” ages ranged from 22 to 88 years, averaging 64.5 years (SD = 12.10). The
most prevalent diagnoses included gastrointestinal cancer, breast cancer, lung cancer, or
other thoracic tumours. Among all patients, 89.6% received a recent cancer diagnosis.
The average duration since diagnosis was 7.3 months (SD = 23.10), with 70.6% of
diagnoses occurring within 3 months before their first appointment.

Depression and anxiety scores (assessed through HADS) and social support levels
(assess through SSQ6) were measured through patient-reported outcomes. The findings
show that 80.4% of the sampled individuals reported a depression score of eight or higher.
Over 50% of patients reported an anxiety score of eleven or higher, signifying the
presence of severe anxiety symptoms. The averages of the two subscales SSQ6N and

SSQ6S showed no statistically significant differences (p = .140).

Table 2 - Demographical and medical characteristics of participants (n=163)

Age, mean in years (SD) 64.5(12.1)

Sex, n(%)
Male 83(50.9%)
Female 80 (49.1%)

Marital status, n(%)
Married or living with partner  112(68.7%)
Widowed  18(11%)
Single  18(11%)
Divorced 15(9.2%)

Country of origin, n(%)

Portuguese
Portuguese-speaking African
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2.3.1. Patients’ preferences concerning Content, Facilitation and Support
elements of communication

The C-FAQ items were predominantly assessed as “very important” [Mdn 65.85%
(11.525)]. The most highly ranked statements exceeding the median are presented in
Table 3 according to the three dimensions of Content, Facilitation, and Support, along
with the frequency of “very important” responses. Of these, 50% pertained to Content
items; 30% related to Facilitation; and 20% associated to Support. All percentages
obtained regarding communication preferences are available in Appendix 1.

Upon analysing the three dimensions of patient-reported preferences, significant
differences were found between Content, Facilitation, and Support. Content (M=3.69,
SD=0.35) emerged as the most important component when compared with Facilitation
(M=3.56, SD=0.39), (t(30.13) = 17.38, p < .001), and Support (M=3.46, SD=0.44),
(t(24.14) = 7.12, p < .001). Facilitation was considered more important than Support

(1(24.14) = 16.42, p < .001).

Table 3 - Percentage of responses regarding communication preferences
relating to Content, Facilitation and Support

Very important (%)

Content
The doctor is up-to-date on research on my type of cancer 79.1
The doctor is honest about the severity of my condition 78.5
I am given information in simple, clear language 77.9
The doctor tells me the best treatment option 77.2
I feel confident about my doctor’s skill 75.9
The doctor gives me as much information as possible about my cancer 74.8
| am given detailed information about the results of medical tests 74.6
The doctor explains the impact of treatment options on my daily life 735

The doctor talks clearly about the course of my oncological disease,

according to the information he or she has 28
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The doctor lets me know all the different treatment options 70.6

Facilitation

The doctor asks me what | want to know about my cancer 72.8
The doctor makes sure | understand everything that is said 70.2
The space where the consultation takes place is suitable for my needs 68.1
The doctor lets me know how | can contact them to ask questions or to 675
express my concerns before the next appointment

The doctor asks what | want to know about treatment options 66.7
The doctor gives me all the information in a logical order 66.3

Support

The doctor truly listens to me 69.9
The doctor tries to understand my concerns 69.6
The doctor expresses concern for me 69.6
I can have a companion at the consultation 66.3

Note: This table only included the items ranked as "very important" above the median in terms of preferences

Regarding Content, patients often rated as “very important” physicians’
knowledge and honesty, along with receiving clear and comprehensible information
about their condition and detailed insights into treatment options.

Within the Facilitation dimension, patients attributed the highest level of
importance to the doctor’s concern about the clarity and amount of information regarding
cancer and treatments. Moreover, patients valued their involvement in treatment decisions
and appreciated facilities such as a physical space tailored to their needs, as well as the
convenience of posing questions before their next appointment.

In terms of Support, being understood and actively listened to, as well as having
the doctor express concerns, were also regarded as highly important. However, fewer
patients considered it “very important” to have other healthcare professionals present or

to receive assistance in discussing cancer with others.
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2.3.2. Comparison of patients’ communication preferences with perceptions
The findings in Table 4 show patients' preferences with the highest ratings
alongside their perceptions during the initial medical oncology appointment. A paired-
sample t-test was used to compare patients’ communication preferences and perceptions.
Eleven items showed significantly higher ‘entirely’ ratings on the preferences side. Most

of these items were related to the Content dimension (54.5%).

Table 4 - Comparison of highest-rated patients’ communication preferences
with perceptions in the first medical oncology appointment

Preferences Perception ,
£(160) D Cohdens
M(SD) M(SD)
The doctor is up-to-date on research on my type of
cancer(C) 3.79(0.41) 3.53(0.68) 4.70 <.001 0.73

The doctor is honest about the severity of my

condition(C) 3.77(0.46) 3.66(0.51) 249 014 0.57

I am given information in simple, clear 3.78(0.42) 3.81(0.39) 1 319 047
language(C)

| feel confident about my doctor’s skill(C) 3.76(0.43) 3.63(0.53) 2.7 .008 0.61

The doctor gives me as much information as

possible about my cancer(C) 3.74(0.45) 3.61(0.71) 213  .035 0.74

I am given detailed information about the results of

medical tests(Q) 3.76(0.44) 3.62(0.67) 243 016 0.66

The doctor talks clearly about the course of my
oncological disease, according to the information 3.72(0.46) 3.65(0.54) 1.41 .160 0.62
he or she has(C)

The doctor asks me what | want to know about my

cancer(F) 3.73(0.45) 361(0.71) 2146  .033 0.68

The doctor tells me how my cancer could affect 3.69(0.50) 3.41(0.79) 39 <001 091
my daily routine(C)

The doctor makes sure | understand everything that 3.70(0.48) 3.58(0.62) 209 039 0.67

is said(F)

The doctor truly listens to me(S) 3.70(0.46) 3.64(0.5) 1.42 .158 0.56
The doctor tries to understand my concerns(S) 3.68(0.49) 3.56(0.65) 2.64 .009 0.73
The doctor expresses concern for me(S) 3.69(0.48) 3.59(0.58) 1.85 .067 0.65
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The doctor describes my treatment options in

detail(C) 3.66(0.53) 3.57(0.64) 14 164 0.76

The reason for the appointment is explained(C) 3.66(0.56) 3.75(0.44) -1.82 .071 0.61

The space where the consultation takes place is

suitable for my needs(e) 3.52(0.59) 3.70(0.46)  -3.74 <001  0.61

The doctor lets me know how | can contact them to
ask questions or to express my concerns before the 3.66(0.53) 3.51(0.78) 2.46 .015 0.82
next appointment(F)

The doctor asks what | want to know about

treatment options(F) 3.64(0.58) 3.39(0.86) 3 .003 0.90
The appointment takes place in a private place(F) 3.56(0.59) 3.70(0.53) -3.01 .003 0.58
I can have a companion at the consultation(S) 3.53(0.82) 3.66(0.65) -0.74 46 0.56

Notes: A paired sample t-test was used to compare patients’ communication preferences with perceptions. This analysis
only included the items ranked as "very important" above the median regarding preferences.
C=Content; F=Facilitation; S=Support

2.3.3. Correlations between patients’ preferences and demographic and
medical variables

A significant and negative correlation was found between the ‘time from diagnosis

to first appointment’ and the Support dimension (r = —.19, p <.050), suggesting that the

more time elapsed since diagnosis, the less support is needed during the first appointment.

No significant correlations were observed between age or either of the two subscales
SSQ6N and SSQ6S, and patients’ communication preferences.

Similarly, no significant differences were observed in means among Content,

Facilitation, or Support dimensions concerning the patient’s age, sex, marital status,

tumour location, disease status, country of origin, qualifications, occupation, treatment

approach, or HADS subscales outcomes.

2.4.Discussion

This study assessed patients’ perceptions of the communication elements related

to Content, Facilitation, and Support dimensions that were present during their first
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medical oncology appointment. Additionally, it aimed to investigate the differences
between patients’ perceptions and their preferences in this context. The findings indicated
that the Content dimension was deemed the most important. Although both the
Facilitation and Support dimensions were ranked lower, patients still considered them

important, warranting thorough consideration.

2.4.1. Patient’s preferences regarding the Content dimension

The physician’s knowledge, honesty, and the provision of clear information about
cancer and treatment were the most significant areas. Before the first consultation,
patients lack a comprehensive understanding of their diagnosis, which explains their
eagerness for information. Acquiring appropriate initial information also facilitates better
adjustment of expectations throughout the trajectory of the disease.®® In a 60-item
questionnaire assessing the importance and satisfaction with care, the quality of medical
care and the technical competence of clinicians were reported as the greatest importance
to cancer patients.>” Our findings are consistent with other studies where physicians’
knowledge, clarity, and willingness to discuss treatment were deemed highly important

by patients.t’:2>:38

2.4.2. Patient’s preferences regarding the Facilitation dimension
Significant results were observed for C-FAQ items related to the patient's
preference to be asked by a doctor about what they wish to know about cancer and to
have the assurance that they comprehend the information. Patients value the opportunity
to influence the amount of information shared, which supports their sense of
empowerment.®® Emotional status and subsequent fear of receiving negative news can

influence the perception of medical terminology. Hence, the validation of comprehension
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is crucial, as indicated by our results. The preference for a consultation environment
tailored to the patient’s needs emphasises the necessity of specific conditions for effective
information assimilation. The absence of these facilitation elements in other studies

resulted in a less favourable communication experience.’2>3

2.4.3. Patient’s preferences regarding the Support dimension

Patients valued the empathy demonstrated by doctors when they displayed
concern for patients’ emotions and attentively listened to them. Conversely, items
concerning interactions with individuals beyond the doctor-patient relationship were
rated as “very important” by fewer than 30% of participants. It is likely that if patients
feel satisfied with the support provided by their doctor, they may not attribute as much
importance to the presence of other professionals. Additionally, patients might prefer to
initially receive and understand all information privately, rather than share it immediately.

Patients with a longer duration between diagnosis and their first consultation
expressed less preference for Support. This finding could be explained by the
establishment of their support network, assimilation and adjustment to the information,
clarifications provided by other healthcare practitioners, and the emotional regulation

developed during this period.*%4

2.4.4. Patients’ preferences vs. perceptions
When comparing the 20 highest-rated preferences with the perceptions of their
first oncology appointment, there were 11 items where perceptions were rated lower than
the preferences, revealing significant discrepancies. This suggests that certain patient
preferences are not being fulfilled in clinical practice, highlighting an opportunity to

improve communication during the first appointment.
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All aspects of communication were highly valued, irrespective of patient age, sex,
marital status, tumour location, disease status, country of origin, qualifications,
occupation or treatment approach. The results concerning anxiety and depression suggest
that patients are distressed due to the diagnosis they are facing. More than 50% of
participants reported severe anxiety symptoms, and 80.4% reported a depression score of
eight or higher. Although no significant differences were found between the HADS
subscales outcomes and the three communication dimensions, empathetic patient-centred
care might influence patients’ psychological well-being, potentially reducing their
anxiety and fostering greater trust in their oncologist.*?

Having social support networks in oncology is vital for managing crises and aiding
patient’s physical and psychological adjustment.>* However, no significant correlations
were observed between social support and communication preferences. To validate these

findings, it would be important to conduct this study across various centres.

2.4.5. Study limitations

This study included patients with diverse types of cancers, disease stages,
treatment settings, and backgrounds. Our findings may capture the preferences of a wide
spectrum of patients. Conducting a multicentric study could enhance the robustness of
the results and validate their applicability across different contexts. The elevated presence
of anxiety and depression might be linked to participant's reduced emotional capacity for
completing the questionnaire, potentially explaining why 11.5% of participants did not
return the questionnaires.

An extension of the current study could involve investigating potential variations
in individual patient preferences over time. Recording the consultation could enable a

supplementary analysis and introduce insights from physicians. Future studies might also

33



explore the possibility of separately assessing perceptions and preferences and determine

whether such an approach influences the outcomes.

2.4.6. Clinical implications

Understanding patients' communication preferences allows physicians to be more
aware and responsive to patients' needs during a vulnerable period of their lives. There
should be ongoing discussions about communication strategies, leading to the
development of guidelines tailored to this context. Topics such as informing patients
about the practical impact of cancer on daily life and determining their informational
needs regarding treatment options could be integrated, as these expectations often go
unaddressed. The promotion of communication skills training programs for healthcare
teams is essential.

Given the substantial number of patients experiencing symptoms of anxiety and
depression, identifying signs of pathological distress or depression becomes crucial. This
recognition would enable early referrals for psychological assessment and appropriate

follow-up care.

2.5.Conclusions
Patients’ preferences concerning Content, Facilitation, and Support dimensions of
communication were highly valued, with a greater emphasis on Content in patient
preferences. Discrepancies between communication preferences and perceptions should
be viewed as opportunities to enhance training in communication skills for healthcare
teams, enabling them to address patient needs. Further research is needed to explore the
complexities of the doctor-patient relationship and how patients” communication needs

can be effectively satisfied.
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2.6.Appendix

Table 5 - Percentage of responses regarding communication preferences
relating to Content

0.Not 1.Slightly 2.Moderatly 3.Important 4. Very

Item important important  important (%) (%) important

at all (%) (%) (%)

The doctor is up-to-date on research on my type of 0.0 0.0 0.0 20.9 79.1

cancer

The chtor is honest about the severity of my 0.0 06 0.0 20.9 785

condition

I am given information in simple, clear language 0.0 0.0 0.0 221 77.9

The doctor tells me the best treatment option 0.0 0.0 0.6 222 77.2

I feel confident about my doctor’s skill 0.0 0.0 0.0 241 75.9

The doctor gives me as much information as possible

about my cancer 0.0 0.0 0.6 24.5 74.8

| am given detailed information about the results of 0.0 0.0 06 230 746

medical tests

The doctc_>r e>§plalns the impact of treatment options 0.0 0.0 06 259 735

on my daily life

The doctor talks clearly about the course of my

oncological disease, according to the information he 0.0 0.0 0.6 26.5 72.8

or she has

Thg doctor lets me know all the different treatment 0.0 0.0 12 8.2 706

options

Th_e docto_r tells me how my cancer could affect my 0.0 0.0 19 278 704

daily routine

The doctor describes my treatment options in detail 0.0 0.6 1.2 294 68.7

The reason for the appointment is explained 0.6 0.0 0.6 30.2 68.5

I am given enough time to ask all my questions 0.0 0.0 1.8 35.0 63.2

lam given information about new experimental 06 06 74 327 586

therapies

The doctor takes time to give full answers to all my 0.0 0.0 18 a1 571

questions
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Table 6 - Percentage of responses regarding communication preferences

relating to Facilitation

0.Not 1.Slightly ~ 2.Moderatly ~ 3.Important 4. Very
Item important  important important 0 important
() () (%)

atall (%) ) (%) )
The doctor asks me what | want to know about my 0.0 0.0 0.0 279 798
cancer
The _doctor makes sure | understand everything that 0.0 0.0 06 2992 70.2
is said
Th_e space where the consultation takes place is 0.0 06 25 288 68.1
suitable for my needs
The doctor lets me know how | can contact them to
ask questions or to express my concerns before the 0.0 0.6 0.6 31.3 67.5
next appointment
The doctor asks what | want to know about
treatment options 0.6 0.0 12 315 66.7
The doctor gives me all the information in a logical 0.0 12 06 319 66.3
order
The appointment takes place in a private place 1.8 1.8 4.3 258 66.3
The doctor involves me in the treatment decision 0.6 1.2 25 30.2 65.4
The doctor tells me the news in person 0.6 0.6 3.8 325 62.5
The dpctor makes it clear that | can ask any 0.0 0.0 06 368 626
questions
The doct_or gives me e_nough time to th_mk about the 0.0 06 06 38.0 60.7
information given during the consultation
The doctor looks me in the eye 1.2 0.0 3.1 35.8 59.9
The doctor has enough time for the consultation 0.0 0.6 1.2 38.7 59.5
The docto_r che<_:ks if | have any doubts about what 0.0 06 06 401 586
he or she is telling me
| can make another appointment within days to 06 12 31 379 571
discuss treatment options
The doctor summarises the consultation at the end 0.0 1.2 4.9 374 56.4
The doctor only informs me about my clinical
situation after he or she has received all the clinical 25 1.8 55 36.2 54.0
information
The doctor warns me there will be unfavourable 25 25 6.2 358 531
news
The doctor ensures that the appointment is not 0.0 19 8.8 375 519

interrupted

36



Table 7 - Percentage of responses regarding communication preferences
relating to Support

0.Not 1.Slightly ~ 2.Moderatly  3.Important 4. Very

Item important  important important 0 important
() () (%)

atall (%) %) (%) )
The doctor truly listens to me 0.0 0.0 0.0 30.1 69.9
The doctor tries to understand my concerns 0.0 0.0 1.2 294 69.6
The doctor expresses concern for me 0.0 0.0 0.6 29.8 69.6
I can have a companion at the consultation 1.8 1.8 4.3 25.8 66.3
The doctor gives me hope 0.6 0.0 5.6 28.4 65.4
The doct_or tells me about resources in the 0.0 0.0 25 327 64.8
community
The doctor shares h_|s or her doubts and 06 12 31 331 62.0
concerns about my illness
The doctor informs me about all the
resources of the medical oncology service 0.0 0.0 3.7 36.2 60.1
I am encouraged to talk about my feelings 0.0 1.2 4.9 34.4 59.5
The doctor demonstrates h_e or she is able to 0.0 06 6.8 34 58.6
understand what | am feeling
The doctor_lnform_s my family members 06 12 6.2 37 549
about my diagnosis
The doctor helps me figure out how to tell 25 8.7 124 16 348
other people about my cancer
Another healthcare provider is present to 50 144 15.6 413 3.8

offer information or support
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