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RESUMO

INTRODUCAO: O numero de pesquisas interessadas em descobrir o que é felicidade e o
quanto as pessoas sao felizes vém crescendo ao longo dos anos. Uma das afirmagdes de
maior consenso é de que o ser humano estda sempre em busca da felicidade,
independentemente do modo como ele a entenda. Certos de que a felicidade é um
importante icone vinculado a Qualidade de Vida de qualquer individuo, estando ele saudavel
ou ndo, acredita-se ser importante estuda-la em nosso contexto. OBJETIVO: Mensurar os
indices de felicidade, satisfacdo com a vida, afetos positivos negativos e negativos e
identificar caracteristicas significativamente mais frequentes em pessoas consideradas
felizes. MATERIAIS E METODOS: Trata-se de um estudo transversal utilizando ferramenta
eletrénica e coleta de dados presencial. Os participantes das cinco regiées do Brasil foram
recrutados de forma on-line por meio da rede social Facebook e contatos por WhatsApp,
onde tiveram a oportunidade de acessar o link do programa SurveyMonkey® (tipo de
programa disponivel na internet que envia questionarios de modo on-line) e responder aos
instrumentos de coleta de dados da pesquisa de forma voluntaria. Uma amostra de
pacientes com cancer e cuidadores informais de pacientes com cancer foi entrevistada no
Hospital de Cancer de Barretos. Foram respondidos trés questionarios, contendo no total 36
guestdes sobre bem-estar, felicidade, satisfacdo com a vida e afetos positivos e negativos; e
outro com 31 questdes sobre dados sociodemograficos e clinicos e associados
potencialmente a sua felicidade. As varidveis quantitativas foram comparadas pelos testes T
de Student ou ANOVA e as varidveis qualitativas pelo teste do qui-quadrado. Andlises de
regressao linear e logistica foram conduzidas de forma a identificar varidveis associadas com
a percepcao de felicidade, satisfacdo com a vida e afetos positivos e negativos.
RESULTADOS: Foram incluidos 2580 participantes, sendo 2112 (81.9%) representantes da
populacdo geral, 342 (13.3%) pacientes oncoldgicos e 126 (4.9%) cuidadores informais de
pacientes oncoldgicos. Pacientes com cancer, assim como os cuidadores informais, reportam
maiores indices de felicidade e satisfagdo com a vida que as pessoas teoricamente saudaveis,
mesmo apresentando menores escores de afetos positivos e maiores escores de afetos
negativos. Enquanto pacientes com cancer e cuidadores informais buscam saude e cura para
serem felizes, as pessoas saudaveis da populagdao geral buscam dinheiro, trabalho e

melhores relacionamentos interpessoais. Foi possivel verificar um conjunto de varidveis que
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influenciam positivamente na sensagdao de felicidade e na satisfagdo com a vida de
participantes da populagdo geral. Estar satisfeito com aspectos financeiros, ter percepcao
positiva frente a autoavaliagdo da saude, ter frequentes reunides familiares, praticar
atividades fisicas 23 vezes por semana e ndo ter diagndsticos prévios de problemas
psicoldgicos/psiquiatricos, sdo varidveis que se associaram positivamente com a percep¢ao
de felicidade. CONCLUSOES: Algumas condicdes estdo associadas com as percepc¢des de
felicidade e satisfacdo com a vida na populacdo geral; parte delas é perfeitamente
modificavel. A forma como os individuos buscam a felicidade e como eles a enxergam
provavelmente se relaciona com os indices de felicidade que os mesmos reportam. Assim,
ter o diagndstico de cancer ou cuidar de alguém com cancer, pode fazer com que os
individuos, mesmo reportando mais afetos negativos e menos positivos, estejam mais felizes
que as pessoas da populagdo geral, possivelmente por enxergar a felicidade em aspectos

distintos, criar novas perspectivas da vida e mudar o nivel de expectativas quanto ao futuro.

PALAVRAS-CHAVE: Felicidade; Bem-Estar; Satisfacdo Pessoal; Inquérito Epidemioldgico;

Questionarios; Brasil.
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ABSTRACT

BACKGROUND: The number of researches interested in finding out what happiness is and how happy
people are has been growing over the years. One of the most consensus statements is that the
human being is always looking for happiness, regardless of how he understands it. Certain that
happiness is an important icon linked to the quality of life of any individual, whether healthy or not,
is believed to be important to study in our context. AIM: To measure happiness, life satisfaction,
negative and positive affects, and to identify significantly more frequent characteristics in people
considered happy. MATERIALS AND METHODS: This is a cross-sectional study using an electronic tool
and on-site data collection. Participants from the five regions of Brazil were recruited online through
the Facebook social network and contacts via WhatsApp, where they had the opportunity to access
the SurveyMonkey® program link (type of program available on the internet that sends
guestionnaires online) and respond to survey data collection tools on a voluntary basis. A sample of
cancer patients and informal caregivers of cancer patients was interviewed at Barretos Cancer
Hospital. Three questionnaires were answered, containing a total of 36 questions about well-being,
happiness, satisfaction with life and positive and negative affects; and another with 31 questions
about sociodemographic and clinical data and potentially associated with their happiness.
Quantitative variables were compared by Student's t-test or ANOVA and qualitative variables by chi-
square test. Linear regression and logistic analyzes were conducted to identify variables associated
with the perception of happiness, satisfaction with life and positive and negative affects. RESULTS: A
total of 2580 participants were included, 2112 (81.9%) representing the general population, 342
(13.3%) cancer patients and 126 (4.9%) informal caregivers of cancer patients. Cancer patients, as
well as informal caregivers, report higher rates of happiness and satisfaction with life than
theoretically healthy people, even with lower positive affect scores and higher negative affect scores.
While cancer patients and informal caregivers seek health and healing to be happy, healthy people in
the general population seek money, work and better interpersonal relationships. It was possible to
verify a set of variables that positively influence the feeling of happiness and satisfaction with life of
participants of the general population. Being satisfied with financial aspects, having a positive
perception regarding self-rated health, having frequent family reunions, practicing physical activities
>3 times a week, and not having previous diagnoses of psychological/psychiatric problems, were
variables that were positively associated with perception of happiness. CONCLUSIONS: Some
conditions are associated with perceptions of happiness and life satisfaction in the general
population; some of them are perfectly modifiable. How individuals seek happiness and how they
see it probably relates to the happiness indices they report. Thus, being diagnosed with cancer or

caring for someone with cancer can make individuals, even reporting more negative and less positive
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affects, happier than people in the general population, possibly seeing happiness in different ways,

creating new perspectives on life and changing expectations for the future.

KEYWORDS: Happiness; Well-Being; Personal satisfaction; Epidemiological Survey; Questionnaires;

Brazil.
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Contextualizagao
A ideia original deste estudo foi concebida pela Dra Bianca Sakamoto Ribeiro Paiva,

gue em uma sexta-feira a noite, ao ouvir o jornalista Sérgio Chapelin, no programa Globo
Repdrter, questionar “O que te faz feliz?”, logo pensou que esta poderia também ser uma
duvida do meio cientifico. A partir de entdo, uma busca em literatura foi iniciada para
identificar estudos que tivessem como foco os fatores que influenciariam na felicidade dos
brasileiros. A discussdo sobre o tema é antiga e os primeiros filésofos ja debatiam o por que
de ser feliz e o que de fato tornaria as pessoas mais felizes. Seria importante questionar tudo
isso também no cenario brasileiro do século XXI.

Até chegar ao desenho metodoldgico atual, a ideia desta pesquisa permeou por alguns
campos, como o do voluntariado, o de pessoas com a saude comprometida, o de pessoas
saudaveis, o de profissionais de saude... Contudo, ao final permaneceu a necessidade de se
estudar de maneira ampla a populagdao geral, afinal todos os seres humanos,
independentemente da sua condicdo fisica, emocional, social ou espiritual, estdo sempre a
procura da tdo sonhada e desejada felicidade! E o desenvolvimento deste estudo culminou
com o conturbado momento politico e financeiro pelo qual o Brasil tem passado. Serd que
este seria um outro fator que impactaria na felicidade dos brasileiros?

Sendo a felicidade uma importante dimensdo da qualidade de vida, tais construtos
foram relacionados e inseridos no contexto cientifico, uma vez que o Grupo de Pesquisa em
Cuidados Paliativos e Qualidade de Vida (GPQual) tem desenvolvido diversos estudos
relacionados a este tema no Hospital de Cancer de Barretos. Sabe-se que o individuo
portador de uma doenca cronica, como é o caso do paciente oncoldgico (com diagndstico
atual ou prévio), estd vulneravel a conviver constantemente com as limitaces fisicas,
conflitos emocionais e espirituais e dificuldades socioecondmicas decorrentes da doenga e
do tratamento. Todavia, varios pacientes referem ser felizes mesmo assim. Entdo, este
estudo busca também avaliar ser hd alguma mudanga na motivacdo para a felicidade apds o
diagndstico oncoldgico. A felicidade seria algo mais simples e atingivel para estas pessoas?

A multidimensionalidade e a subjetividade da felicidade corroboram para que esta
tenha aspectos democraticos, possibilitando que tanto pessoas doentes quanto saudaveis,
possam desfrutar desta experiéncia interna que permite usufruir de um estado emocional

positivo.
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Afinal, como disse o poeta Carlos Drummond de Andrade: “Que ela [a felicidade] possa

vir com toda simplicidade, de dentro para fora, de cada um para todos”.
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1 INTRODUCAO
1.1 Felicidade
1.1.1 Aspectos gerais sobre a felicidade e conceitos

E crescente o nimero de estudos com o interesse em descobrir o que é a felicidade e
os niveis de felicidade das pessoas!’3). Uma das afirmacdes de maior consenso é de que,
independentemente do modo como as pessoas entendam a felicidade, o ser humano esta
sempre em busca delal®. As defini¢des sdo diversas, contudo a maior parte a relaciona com
um estado emocional positivo com sentimentos de bem-estar e prazer®. Trata-se daquela
experiéncia interna de cada individuo que emite um julgamento de como a pessoa se sente
e o seu grau de satisfacdo com a vida'® 7).

O bem-estar refere-se a aspectos positivos da saide mental de uma pessoa e é
comumente conceituado englobando bem-estar subjetivo (as classificagdes subjetivas de
satisfacdo com a vida e a experiéncia de frequentes emocgdes positivas e poucas emocoes
negativas) e salide mental (sintomas pouco frequentes de ansiedade e depressdo)®).
Melhorar o bem-estar € um objetivo social critico que tem o potencial de gerar
consequéncias positivas inumeraveis. Maiores niveis de bem-estar tém sido associados a
varios marcadores de sucesso, incluindo a melhora da saude fisica e mental, relagGes sociais
mais positivas, melhor desempenho no local de trabalho e maior renda, o que sugere que a
melhoria do bem-estar pode proporcionar direta ou indiretamente maior sucesso em
diversos dominios de vida®.

Durante muitos séculos e em diferentes culturas, acreditava-se que a felicidade
dependia do propdsito dos deuses®®. No século IV antes de Cristo, Socrates acreditava que
ser feliz era uma responsabilidade do individuo, pregando que a intelectualidade e a filosofia
seriam o caminho que levaria a essa condi¢do!" . Aristételes, por sua vez, concluiu que
atingir outros objetivos almejados pela humanidade (beleza, riqueza, saude, poder) eram
também meios de alcancar a felicidade(®).

No Ocidente, a partir do lluminismo, se estabeleceu a crenca de que todo ser humano
tem o direito de atingir a felicidade!®. Em 1776, a Declarac¢3o da Independéncia dos Estados
Unidos, escrita por Thomas Jefferson, declara que “todos os homens tém o direito
inalienavel de buscar sua felicidade”!!). E a felicidade ganhando condicdo equivalente ao

direito a vida, a liberdade, a igualdade e a dignidade da pessoa humana(19.
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Em 1948, apds a Revolugdo Francesa e as duas guerras mundiais, houve a criagao da
Organizacdo das Nacdes Unidas (ONU) e da Declaragdo Universal dos Direitos Humanos
(DUDH), onde os paises membros da ONU estabeleceram como ordens juridicas internas
alguns direitos reconhecidos na DUDH, nascendo ent3o os Direitos Fundamentais1°.

Na década de 1980, surgiu o conceito de bem-estar psicolégico, referindo-se ao
desenvolvimento humano na superacdo dos desafios existenciais da vidal'Y. A partir da
década de 1990, estudos sobre felicidade e bem-estar subjetivo ganharam impulso através
da chamada Psicologia Positiva® , uma nova area que se dedica a investigar os estados
afetivos positivos’®), propondo uma mudanca de foco da reparacdo de aspectos negativos e
das doencas para a promogdo da saude e dos aspectos positivos do ser humanol®. O
individuo deveria procurar atingir um objetivo mais simples e facil de ser contemplado, o
bem-estar. HA ainda afirmagdes de que a felicidade é s6 um dos cinco elementos
responsaveis pelo bem-estar, os demais seriam o propdsito, a realizacdo, o engajamento e as
relagdes pessoais!!?).

Estudar o bem-estar subjetivo tem como objetivo principal compreender a avaliacdo
que as pessoas fazem de suas vidas® 13) e também como e por que as pessoas experienciam
suas vidas positivamente(®3),

Em esséncia, o bem-estar refere-se a contentamento, satisfacdo ou felicidade derivada
de um détimo funcionamento, que ndo precisa ser perfeito, visto que é subjetivo e trata-se de
um conceito relativo, e ndo absoluto. As prdprias aspiracées pessoais sdo o ponto de
referéncia para o julgamento do bem-estar, e estas sdo baseadas em uma mistura de
realidade objetiva e suas reacdes subjetivas a elal’®. No entanto, isso traz desafios para
avaliac3o, visto que as aspira¢cdes podem sofrer mudancgas ao longo do tempo!®>16) o que
revela que, no geral, interpretar julgamentos subjetivos de bem-estar é uma atividade
complexal’”). O bem-estar ainda pode ser avaliado em cada dominio da saude (fisico,
emocional, social e espiritual) e a soma destes produz julgamentos da qualidade de vida
relacionada a saude(”),

O bem-estar subjetivo é percebido através de filtros de personalidade e de julgamento
cognitivo e emocional e, implica em uma autoavaliacdo positiva. Logo, um individuo com
deficiéncia pode relatar sentimentos de bem-estar emocional. Pode se sentir perfeitamente
bem dentro dos limites de sua incapacidade”). O objetivo de viver é maximizar a felicidade,

ressaltando a tradicdo hedonista, cujo foco estd no bem-estar subjetivo (o prazer e a
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satisfacdo de alcancar os objetivos). Isso envolve dois componentes emocionais: o afeto
positivo combinado com a auséncia de afeto negativo e, um elemento cognitivo, a satisfacdo
com a vida, que se refere a avaliacdo subjetiva interna da pessoa sobre sua qualidade de
vida geral®®. Alguns autores consideraram a satisfacdo com a vida como intimamente
relacionada & moral, adaptag¢do e bem-estar psicoldgicol® .

Assim como “Felicidade”, o termo “Qualidade de Vida” (QV) é muito particular,
considerado subjetivo e de dificil definicdo para muitos autores. Por esse motivo, a
Organizacao Mundial da Saude (OMS) definiu a QV como “a percepgdo do individuo de sua
posicdo na vida no contexto da cultura e sistema de valores nos quais ele vive e em relacdo
aos seus objetivos, expectativas, padrdes e preocupacdes”??). E ainda afirmou que a
felicidade é um componente amplamente presumido da QV, sendo este um conceito
considerado tdao importante para a existéncia humana que ja é reconhecido como um
componente integral de satide(29).

A perspectiva eudaimonica critica o foco exclusivo no prazer. Destaca que o individuo
deveria aspirar mais que uma vida de mero prazer. Em vez disso, o verdadeiro bem-estar
psicoldgico deriva do crescimento pessoal e da contribuicdo pessoal ativa?! . A eudaimonia
chama as pessoas a viverem de acordo com seu verdadeiro eu??. A perspectiva
eudaimonica muda o foco sutilmente do bem-estar subjetivo para o psicolédgico, enfatizando
o crescimento e a adaptacdo pessoal continuos”. Ambos os construtos, bem-estar
subjetivo e bem-estar psicologico, estdo presentes quando se aborda a questdo da
felicidade, colocando em evidéncia a necessidade de se atender as perspectivas hedobnica e
eudaimdnicay,

O paradigma hedonico ressalta as emocgdes prazerosas, satisfacdo com a vida, bem-
estar subjetivo ou felicidade e uma certa auséncia de desprazer®®, correspondente 3
satisfacdo dos desejosi?¥. J4 a concep¢do eudaiménica, compreende o bem-estar sob a
perspectiva do funcionamento psicoldgico global*3), ultrapassa a mera busca ou alcance do
prazer(?4),

O beme-estar subjetivo se apresenta em duas categorias de teorias distintas: bottom-up
e top-down ou “base-topo” e “topo-base”(?3). As teorias da categoria bottom-up procuram
perceber a influéncia dos fatores internos ao individuo e as teorias da categoria top-down
procuram perceber os fatores externos e demograficos na variabilidade do bem-estar

subjetivoY),
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Tais teorias surgiram da preocupagao em identificar como os fatores externos, as
diversas situacOes e os componentes sécio demograficos poderiam afetar a felicidade. A
teoria bottom-up sustenta um pressuposto de que existe uma série de necessidades
humanas universais e basicas, e que a satisfacdo ou ndo destas, viabilizaria a felicidade. As
experiéncias de eventos prazerosos estariam relacionadas aos afetos positivos, assim como
eventos ndo prazerosos associados a afetos negativos. A felicidade estaria relacionada mais
a frequéncia didria, do que a intensidade, dos momentos de afetos positivos versus os
negativos(?3 23,

As abordagens top-down elucidam como os individuos possuem uma predisposicao
para interpretagao de situagdes e experiéncias de vida, de forma positiva ou negativa, o que
consequentemente influenciaria na avaliacdo das suas vidas. De forma simples, a pessoa
aproveitaria os prazeres porque é feliz e ndo o contrdrio. Para a perspectiva top-down, a
interpretacdo subjetiva dos eventos é que influenciaria o bem-estar subjetivo, ao invés das
préprias circunstancias objetivas sugeridas pela abordagem bottom-up?3),

Algumas definicGes existentes de felicidade, bem-estar subjetivo e qualidade a vida
sugerem sobreposicdo conceitual entre esses construtos, gerando discordancias entre
alguns autores?®?7), Resultados de um estudo recente fornecem suporte para o uso
intercambiavel dos termos felicidade, bem-estar subjetivo e qualidade de vida psicoldgica e
sugerem que esses construtos e dominios de qualidade de vida podem ser considerados
como facetas do construto de bem-estar global®). Outros estudos ressaltam que a felicidade
é, um conceito mais amplo do que a QV, pois vai além da capacidade de fazer as coisas e
incorpora a satisfacdo de realiza-las, ou seja, o gozo da vida como um todo (27 2829), vale
destacar que ainda ha uma lacuna na literatura no que tange a estes construtos e suas
associacbes, ndo havendo um consenso definitivo a este respeito. Logo, o prdprio construto
felicidade, devido a sua complexidade, ja imprime uma limitagdo ao ser estudado.

Alguns defendem que existem duas dimenses distintas de felicidade: aquela
vinculada a um pensamento psicoldgico egoista, caracterizada pela percepcdo de um “eu”
permanente, independente e sdélido, denominada como felicidade flutuante, e aquela
vinculada a um funcionamento psicoldgico altruista, quando a percepc¢do do “eu” é flexivel e
ligada ao ambiente, incluindo demais pessoas, resultando na felicidade auténtica e
duradoura. Ainda para o mesmo autor, o individuo egocéntrico flutua por fases de prazer e

desprazer repetidamente, ja aquele individuo altruista, participa de um estado de plenitude
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permanente, utilizando de recursos individuais e habilidades para enfrentar os obstaculos da
vida9),

Recentemente, a ONU aprovou uma resolugao reconhecendo a busca da felicidade
como "um objetivo humano fundamental". Mais do que um anseio individual, a ONU
estabelece a importancia de criacdo de politicas publicas com essa finalidade®Y. Org3os
internacionais tém incentivado cada pais a elaborar medidas que reflitam suas
caracteristicas, por esse motivo, atualmente, a felicidade tem sido considerada,
contemplada ou mesmo ja incorporada nas politicas publicas de diversos paises.

Atualmente, alguns indicadores ja medem o bem-estar, como por exemplo:

° Felicidade Interna Bruta (FIB), criado em 1972, pelo rei do Butdo (Jigme Singye
Wangchuck), baseado no principio de que o desenvolvimento social dependeria de fatores
espirituais e materiais. A FIB mede a satisfacdo da populagdo a partir de nove macroitens: niveis
de educacdo, padrao de vida, governanca, acesso a saude, vitalidade comunitaria, protecdo
ambiental, acesso a cultura, gerenciamento do tempo e bem-estar psicoldgico.

° ndice de Qualidade do Desenvolvimento (IQD) calculado pelo Instituto de
Pesquisa Econbmica Aplicada (IPEA) que mede o desenvolvimento do pais com base no
crescimento, qualidade da insercdo externa e bem-estar.

. indice de Gini, criado em 1912 pelo italiano Conrrado Gini, que mensura a
desigualdade social de um pais pela distancia entre os 20% mais ricos e 0s 20% mais pobres.

° indice de Desenvolvimento Humano (IDH) que estima a QV dos paises levando
em conta a renda per capita, saude (expectativa de vida), acesso a educacdo e questdes
ambientais.

. indice de Prosperidade Legatum, divulgado pela Forbes e o Instituto Legatum, faz
uma relacdo anual dos paises mais felizes do mundo, considerando os niveis de riqueza,
satisfacdo de vida ou de desenvolvimento dos paises.

° indice do Planeta Feliz, originalmente conhecido como The Happy Planet Index
(HPI), que mede dados globais de expectativa de vida, bem-estar social e medidas
ambientais?),

Cada vez mais os lideres mundiais estdo discutindo sobre a importancia do bem-estar
como um guia para suas nacdes e do mundo. E entendido que a afericdo e a andlise da
felicidade sistematica podem contribuir muito com as formas de melhorar o bem-estar no

mundo e o desenvolvimento sustentdvel®3). Em 1996, um estudo apontou que 65% dos
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brasileiros consideravam-se felizes com suas prdprias vidas e 43% deles achavam que o
Brasil era o pais mais feliz do mundo; 10 anos depois, o indice de felicidade subiu para
76%). Apesar disso, o Brasil ainda n3o estd entre os paises com maior nivel de bem-estar,
indicando um potencial para melhorar o planejamento e desenvolvimento de politicas
publicas voltadas a este propdsito®?),

A Rede de Solugdes para o Desenvolvimento Sustentavel (SDSN, na sigla em inglés),
vinculado a ONU, divulga, desde 2013, o ranking global de felicidade, denominado World
Happiness Report. O SDSN é composto por representantes do meio académico, de governos
e do setor privado. Este ranking tem como base o quanto as pessoas se consideram felizes,
todavia estima também o quanto dessa felicidade é influenciado pelo PIB (Produto Interno
Bruto) per capita, politicas publicas, expectativa de vida, generosidade, niveis de corrupgdo e
liberdades individuais 3>39),

Em 2018 e 2019, a Finldndia foi considerado o pais mais feliz do mundo dentre um
total de 156, seguido pela Noruega em 2018 e pela Dinamarca em 2019. O Brasil, que
ocupava a 22° posicao no World Happiness Report em 2017, na edicdo de 2018, recuou 6
posicdes, ficando em 28° lugar, e ocupou a 32° posicdo em 2019, com pontuacdo 6.3, em
uma escala de 0 a 10. Essa é a pior posicao do pais desde o inicio do estudo em 2013,
quando ficara em 24° lugar. A melhor foi registrada em 2014, quando ocupou o 17° lugar(3®
37).

Diante de tudo isso, é possivel afirmar que a felicidade tem sido um tema corriqueiro e
difundido na midia. Os indicadores de felicidade dos brasileiros tém sido comparados aos de
outros paises com niveis melhores ou mesmo piores, chamando atencdo assim ndo so da

populacdo em geral, mas também de governantes responsdaveis pelas politicas publicas.

1.1.2 Felicidade e atividades de psicologia positiva

Diversas pesquisas tém sido realizadas a fim de relacionar os determinantes do bem-
estar com vivéncias pessoais. Nesse sentido, estudos conduzidos nos ultimos anos
evidenciaram forte relagdo entre experiéncias positivas ou negativas do individuo com seu
estado de saude fisico e mental. Assim, construcGes emocionais demonstram as diferentes
maneiras que uma pessoa reage frente a eventos estressantes e ruins, de maneira a atuar

sobre a saude fisica do individuo(38 39),
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Estudos apontam a nocdo de que é a quantidade de tempo que as pessoas
experimentam afetos positivos que define a felicidade, ndo necessariamente a intensidade
desse afeto. Pessoas mais felizes costumam experimentar emogdes positivas a maior parte
do tempo, o que identifica os individuos felizes como aqueles que experimentam altos niveis
médios de afetos positivos'®.

Quando se trata da busca da felicidade, a cultura popular incentiva um foco em si
mesmo. Por outro lado, evidéncias cientificas sugerem que o comportamento pré-social
(atos de bondade para os outros ou para o mundo) tem maior influéncia na felicidade do
que o comportamento autocentrado (atos de bondade para si mesmo)®“?.

Um nudmero crescente de estudos realizados ao longo da ultima década tem
demonstrado a eficacia de técnicas que visam o aumento do bem-estar através de
intervengdes em estudos randomizados controlados que estimularam as pessoas a redigir
cartas de gratiddo, relembrar memorias felizes e praticar atos de bondade regularmente. Em
uma meta-analise, foi descrito que a aplicagao de tais técnicas levou a aumento na felicidade
e diminuicBes pequenas a moderadas de sintomas depressivos. E plausivel dizer que os
pesquisadores estdo no caminho para criar uma ciéncia capaz de aumentar a felicidade*?).

Atividades positivas sdo tipicamente breves, simples, acessiveis e requerem pouco ou
nenhum recurso financeiro, além de poderem proteger contra psicopatologias*?.
Geralmente, os procedimentos experimentais tipicos que ocorrem em estudos
randomizados de intervencdo de Psicologia Positiva ditam quando, por quanto tempo e com
que frequéncia o participante deve se envolver em uma atividade especial para a felicidade
ao longo de um numero predeterminado de dias ou semanas®!. Um exemplo seria um
estudo que identificou que os participantes que realizaram cinco atos de bondade em um
Unico dia da semana apresentaram aumento na felicidade autorrelatada, mas aqueles que
realizaram cinco atos de bondade ao longo da semana n3o relataram(*3),

A literatura sugere que o desenvolvimento do bem-estar precoce atua como fator
protetor contra fatores de risco para desordens mentais, o que seria motivo para
estimulagdo de praticas de atividades positivas (que promovem um maior bem-estar) por
criancas, adolescentes e adultos, com a finalidade de beneficios diretos e indiretos a saude
mental®2),

Em estudo realizado com o objetivo de avaliar a viabilidade e aceitacdo de nove

atividades de Psicologia Positiva entregues a pacientes hospitalizados por pensamentos ou
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comportamentos suicidas, concluiu que tais exercicios eram vidveis e foram associados a
resultados clinicamente relevantes em curto prazo. As atividades foram bem aceitas e
algumas especificas, especialmente aquelas relacionadas a gratiddao e que utilizavam fortes
pontos pessoais pareciam ser mais eficazes neste contexto. Estes pontos fortes eram
escolhidos pelos proprios participantes, como por exemplo, humildade e perseveranga.
Estes exercicios diretos, que ndo exigiam introspec¢do substancial, tendiam ter melhor
desempenho. Medidas como otimismo e desesperanca foram melhoradas apds a realizagdo
das atividades(*4),

Algumas categorias de estratégias que tendem a influenciar, de forma positiva, a
felicidade das pessoas ja foram descritas: pratica de atos de bondade para com outras
pessoas; busca de objetivos que sejam importantes; expressdao de gratiddo; otimismo;
pratica de exercicio fisico ou esporte; estimulo a ter relacionamentos sociais; saborear
alegrias da vida; agir como uma pessoa feliz; realizacdo de atividades que fazem a pessoa
sentir "o momento"; prdtica do perddo; pratica de espiritualidade e/ou religiosidade;
utilizacdo de estratégias que ajude lidar com estresse ou adversidade; evitar comparagoes
com outras pessoas; pratica de meditagdo).

Uma meta-analise de 51 intervencdes a partir de atividades positivas indicou melhorias
significativas no bem-estar e atenuacdo dos sintomas depressivosl 46 Estudos
randomizados de intervencdo tém revelado que duas atividades positivas principais podem
influenciar no aumento da felicidade: atos de bondade e express3o de gratid3o!3 47

Quando os participantes de estudos de intervengao que visam aumento da felicidade
tém a opc¢do de escolher as atividades a serem praticadas, eles tendem a escolher
estratégias que se aproximam das categorias de "atos de bondade" e "expressdao de
gratid3o0"“®), Contudo, em uma amostra de 2928 “requerentes a felicidade”, que utilizaram
um aplicativo de celular para praticar atividades de promogao de felicidade, dentre oito
opcOes de categorias, as mais escolhidas foram “avaliacdo e busca de objetivos” (31%) e
“saborear alegrias da vida” (22%), sendo que "atos de bondade" e "expressdo de gratidao"
foram as opcdes menos escolhidas (2,7% e 3,1%, respectivamente). Tais resultados sugerem
gue aguelas pessoas que buscam de forma espontanea seguir atividades a fim de aumentar
sua felicidade pode preferir agir de forma diferente daqueles que sdo recrutados para

pesquisas*®),
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Para que a busca pela felicidade seja alcancada sdao necessarias duas condicdes: as
pessoas precisam tanto uma "vontade" (ou seja, o desejo e motivagcdo para se tornar mais
feliz) e um "caminho" (ou seja, uma atividade de aumento de felicidade eficaz ou pratica
positiva)®). Todavia, é importante alertar contra a suposi¢do de que todos os individuos tém
a mesma vontade de aumentar o bem-estar pessoal e que todos os individuos se
beneficiariam da mesma maneira ao busca-lo, até porque embora a maioria dos individuos
que busca a felicidade se beneficia praticando regularmente estratégias de busca, esses
beneficios podem ser mitigados por normas culturais e valores que deixam de apoiar tais
esforcos(*?).,

Apesar de haver em literatura um numero substancial de estudos sobre a eficacia da
pratica de atividades com a finalidade de aumentar a felicidade, pouca discussdo centrou-se
sobre a quem estes exercicios se destinam exatamente. Além disso, os pesquisadores sabem
muito pouco sobre o que os membros de seu publico-alvo (ou seja, "buscadores da
felicidade") estdo fazendo por conta propria, antes de serem participantes na
investigacdo*®),

A motivagao para tornar-se mais feliz € fundamental para os resultados das atividades
de bem-estar positivo. Uma possivel explicacdo é que as estratégias de aumento da
felicidade, simplesmente ndo sdo tdo significativas ou Uteis para pessoas que ndao estejam
motivadas para a pratica destas atividades. Isto porque possivelmente estes individuos ja
estejam relativamente bem ajustados e, portanto, ndo tém tanto a ganhar por se
envolverem em tais atividades®®.

Evidéncias mostram que, ao longo do tempo, as pessoas tendem a se adaptar ao
impacto emocional de estimulos positivos e negativos®® >V Pesquisas sobre eventos
positivos, tais como casar-se®®? ou ganhar uma promoc¢do no emprego®?, sugerem um
padrdo geral de adaptacdao hedonista, de tal forma que as pessoas experimentam um
aumento na felicidade no inicio da mudanca positiva, seguido de um eventual retorno ao seu
nivel basal original de felicidade, como se eles se acostumassem com a mudanga.

Trés oncologistas, em um artigo cientifico®, citaram alguns itens que contribuiriam
para o aumento da felicidade, os quais contextualizaram como os “Hallmarks of Happiness”.
Tais itens seriam: reflexdo ou propdsito (ter um tempo para simplesmente refletir, e
considerar a incorporacdo de uma pratica de mindfulness); crescimento (tentar fazer algo

diferente da sua area de atuacdo, permitir que sua mente cresca com estimulos diferentes);
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pratica de exercicios fisicos (melhorar o condicionamento fisico); descansar (ter intervalos
regulares durante o dia de trabalho, habitos regulares de sono, desfrutar de férias); servico
ou altruismo (praticas de servigos com espirito entusidstico para colegas e familiares);
gratiddo (ter momentos no inicio e no final de cada dia para refletir sobre a sorte, ser grato
pelas conquistas ja alcangadas); conexdo (aceitar a ajuda dos outros, delegar atividades,
conhecer pessoas e lugares diversos, fora do circulo de trabalho); abracar a incerteza
(aprender a ser flexivel, preparar e planejar um futuro além da vida profissional).

Além disso, ao contrario de muitas circunstancias de vida e experiéncias a que se
adapta muito rapidamente (por exemplo, mudar para uma desejavel nova casa, escritério ou
cidade), a pratica de atividades positivas volitivas pode servir como um antidoto natural para
o processo de adaptacdo heddnica®Y). Ou seja, essas atividades, quando praticadas usando o
calendério e em uma variacdo 6timal®®, pode fornecer impulsos duradouros no bem-estar

que ndo se apagam inteiramente com a passagem do tempo.

1.1.3 Felicidade e condi¢Ges associadas

Estudos que analisaram a influéncia da personalidade de pessoas quanto ao grau de
felicidade trouxeram resultados em que, individuos com perfis extrovertidos e elevada
autoestima caracterizam maior grau de afeto positivo, ao contrdrio de pessoas nervosas e
depressivas®. Quanto mais uma pessoa apresenta afetos positivos, menores devem ser os
seus afetos negativos, no entanto, um individuo ndo apresenta nivel nulo de afetos, pois um
nao extingue a existéncia do outro. Sendo assim, acredita-se que para uma pessoa ser feliz
os afetos positivos devem se sobrepor aos negativos®). Diversos estudos procuram
relacionar indices de felicidade e bem-estar a determinadas caracteristicas fisicas,
socioeconOmicas ou psicolégicas dos individuos, mas para alguns autores o bem-estar
subjetivo é melhor explicado por modelos integrativos que incluem aspectos da
personalidade e também das circunstancias da vida®®).

Ha evidéncias crescentes que sugerem que diversos processos cognitivos e
motivacionais tém influéncias nas diferengas individuais de felicidade. Um comportamento
gue esta associado a (in)felicidade é a autorreflexdo. Os individuos infelizes estariam
fortemente inclinados a autorreflexdes, sendo relativamente mais sensiveis as informagdes
processadas, como problemas nos seus desempenhos quando comparados as outras

pessoas ou resultados das suas decisdes pessoais, e que esse comportamento teria uma
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variedade de consequéncias adversas. Individuos menos felizes parecem sentir e reagir a
eventos e circunstancias de forma relativamente menos positivos e menos adaptaveis, que
parecem apoiar a sua infelicidade e autorreflexdes negativas®*> 5758,

Estudo investigou a implicacdo da autoafirmacdo em resultados positivos para o bem-
estar psicoldgico. A autoafirmacdo é a revisdo do Ego de forma cognitiva e emocional,
seguida posteriormente pelo julgamento feito pela propria pessoa sobre si mesma (Eu
Pessoal) e sobre capacidade de adapta¢do as expectativas externas (Eu Social)®®. Os
participantes sul-coreanos e norte-americanos realizaram atividades de autoafirmacao
durante 2 e 4 semanas, respectivamente. As intervengdes demonstraram que a
autoafirmagdo promoveu o aumento do bem-estar nas duas populagdes. Contudo, na
populacdo da Coréia do Sul houve melhora do bem-estar eudaimonico, enquanto na norte-
americana houve melhora do bem-estar eudaiménico e heddnico®?. Tais resultados
poderiam ser justificados pelas diferencas culturais e conceitos de bem-estar em sociedades
ocidentais e orientais. A populagdao asiatica, ao realizar as atividades de autoafirmacao,
pode ter considerado seus valores através de uma lente positiva e também negativa,
enquanto a populagdo norte-americana provavelmente incidiu seus valores somente sobre
0s aspectos positivos de seus valores(®% 61),

Psicdlogos da Universidade de Edimburgo e do Instituto Queensland, em investigacdo
médica na Australia, descobriram que a felicidade é parcialmente determinada por tracos de
personalidade que sdo em grande parte hereditaria. Embora a felicidade esteja sujeita a uma
ampla gama de influéncias externas (saude, emprego, renda, educacdo, familia, participacdo
social, habitacdo, ambiente, transportes, seguranca, lazer, satisfacdo com a vida, entre
outros) verificou-se que ha componentes hereditdrios que podem ser explicados pela
arquitetura genética de personalidade(®? ). Embora somente aspectos genéticos n3o
garantam a felicidade, tragos da personalidade poderiam influenciar como gatilho positivo
guando coisas ruins acontecem, permitindo que algumas pessoas tenham um "reserva" de
felicidade(®3),

O beme-estar subjetivo é influenciado tanto por componentes genéticos (30-50%) como
por fatores ambientais®¥. Devido a forte influéncia genética no bem-estar, alguns estudos
buscam identificar as implicagdes na concepgao e eficacia das intervengdes que se destinam
a melhorar o bem-estar, pois até mesmo tracos 100% hereditarios podem ser modificados

por intervencdes ambientais adequadas'®).
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Diante da informagdo de que o componente genético tem grande influéncia no bem-
estar, poderia se pensar que a busca pela felicidade seria dificil e que os esforcos para
aumenta-la seriam de certa forma inuteis devido a hereditariedade; contudo, influéncias
genéticas sobre construtos psicoldgicos complexos ndo sdo deterministas e prejudiciais >
6) |sso porque a proporcdo da variancia explicada pelas influéncias genéticas e ambientais
refere-se a estatisticas em nivel de populacdo, ndo para caracteristicas de nivel
individual. Quando uma caracteristica é descrita como 50% hereditdria, isto ndo quer dizer
gue 50% da pontuacdo de um individuo é devido a seus genes e o resto é devido ao
ambiente. Pelo contrario, a estimativa indica que 50% dessas diferencas entre as pessoas
sdo devidas a diferencas genéticas entre elas e que as influéncias genéticas (e ambientais)
em construcdes complexas ndo sdo deterministas e as propor¢des de varidncia representam
risco probabilistico. E possivel ter variantes genéticas que conferem risco para um resultado
especifico, mas nao alcancar efetivamente aquele resultado, assim como é possivel expor-se
a ambientes positivos ou negativos, mas ndo responder (ser influenciado) por eles(®).

Embora os genes e tragos de personalidade possam operar para manter os niveis de
felicidade relativamente constantes ao longo do tempo, e embora os individuos possam
estar predispostos a se adaptarem as experiéncias de vida positivas de forma relativamente
rapida, engajar-se em atividades que aumentam a felicidade (como se comprometer com
objetivos importantes, praticando meditagdo, sendo gentil com os outros, pensando de
forma otimista ou expressando gratidao) tém o potencial de melhorar os niveis de felicidade
por periodos significativos de tempo (43 67),

Em uma intervencdo inglesa com 750 gémeos, um grupo formado por um dos gémeos
praticou atos de bondade e gratidao por 10 semanas e investigou o papel dos genes e do
ambiente na criagcdo das diferencas individuais na resposta a intervencdo. Os resultados
desde estudo mostraram melhorias significativas no bem-estar em resposta as atividades de
intervencdo. Foi destacado o valor de explorar as inovagdes em influéncias ambientais que
poderiam fornecer pistas sobre os mecanismos por tras das melhorias do bem-estar. Os
resultados também enfatizaram que mesmo tragcos fortemente influenciados pela genética,
como o bem-estar, estdo sujeitas a alteracdes em resposta a interven¢des ambientais(®°).

Em estudo dinamarqués com individuos maiores de 45 anos, identificaram que, apesar
de haver diminuicdo das funcgdes fisicas e mentais com o aumento da idade, tais fatores nao

afetaram a felicidade de forma significativa‘®®). Todavia, popula¢des da ex-Unido Soviética e
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da Europa Oriental mostraram importante reducdo progressiva do bem-estar com a idade,
assim como individuos da América Latina, enquanto o bem-estar na Africa Sub-Saariana
revelou pouca variagdo com a idade(®®. Contudo, para outros autores, varidveis situacionais
ndo exercem influéncia significativa em relacdo ao sentimento de bem-estar. As emogdes
sdo mais bem reguladas a medida que as pessoas ficam mais velhas, proporcionando maior
sentimento de bem-estar, quando comparados as pessoas mais jovens’?. H4d quem afirme
que os indices de felicidade costumam ser relativamente estdveis ao longo da vida de cada
individuo, dependendo menos de fatores externos do que se imagina®.

De acordo com a literatura, pessoas casadas de ambos os géneros relataram mais
felicidade do que aquelas que ndao possuem uma relagao estavel, no entanto, ndao houve
associacao entre o bem-estar subjetivo e a satisfacdo conjugal, reforcando o fato que a
avaliagdo da satisfagdo com a vida é realmente subjetiva, pois cada individuo tem o seu
proprio critério de contentamento. Em relacdo a este achado, os autores afirmam que as
pessoas que experimentam emocdes positivas tendem a se engajar em relacionamentos
mais satisfatdrios(®). Outros autores também n3o encontraram diferencas significativas de
bem-estar quando comparados os géneros feminino e masculino®®.

O dito popular diz que “dinheiro ndo traz felicidade”. Em suas andlises, um estudo
constatou que pessoas ricas sao mais felizes se comparadas a populacdo em geral. Contudo,
os autores afirmam que a felicidade depende de como cada pessoa emprega seu dinheiro,
podendo aumentar ou diminuir o nivel de bem-estar. Dessa forma, o bem-estar subjetivo
n3o estd necessariamente atrelado a riqueza”!). Muitas pessoas acreditam que seriam mais
felizes se tivessem mais dinheiro!’?, no entanto, ao longo prazo, isso praticamente ndo afeta
a felicidade. Mesmo nas favelas de Calcuta, as pessoas "sdo mais satisfeitas do que se
poderia esperar"®2 73] Riqueza é como a saude: sua auséncia absoluta pode produzir
miséria, tendo ainda, ndo é garantia de felicidade.

Um estudo transversal nos EUA, em uma populagdo de 12.291 individuos, revelou que
uma renda maior estd associada a menor sensacdo de tristeza diariamente, mas nao
necessariamente a aumento da felicidade diaria. Tais resultados apontaram para a
possibilidade de que o dinheiro poderia ser uma ferramenta mais eficaz para reduzir a
tristeza do que aumentar da felicidade(”*),

Um outro estudo, com clientes de um grande banco nacional do Reino Unido, recrutou

por e-mail 585 participantes (dentre 150.000 convidados aleatoriamente) a fim de realizar
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um inquérito sobre atitudes e comportamentos financeiros e satisfagdao com a vida. Em seus
resultados, a riqueza liquida (valor que os clientes tinham em conta corrente ou poupanca)
foi positivamente correlacionada com bem-estar financeiro e satisfagdo com a vida. Além
disso, a associacdo direta entre a riqueza liquida e a satisfacdo com a vida permaneceu
significativa mesmo apds em uma regressao multipla com ajustes para outras varidveis
financeiras, idade emprego e status de relacionamento. Tais resultados sugerem que ter
uma reserva de dinheiro disponivel em conta corrente e poupanga confere uma sensagao de
seguranca financeira, que por sua vez estd associado a maior satisfacdo com a vida. Este
achado sugere que as pessoas com baixo saldo liquido em conta podem sentir-se mais
angustiadas economicamente e, portanto, menos satisfeitas com suas vidas, mesmo que os
seus rendimentos e gastos, considerados separadamente dos saldos de conta, pudessem
prever alta seguranca financeira'’®),

Os autores comentam que, enquanto muitas pessoas acreditam que o aumento da
renda ou riqueza total ira aumentar a felicidade, eles também podem se beneficiar com a
constru¢ao de uma reserva financeira em suas contas correntes e de poupanga. No estudo,
esta reserva foi associada com a melhoria do bem-estar independentemente de quanto uma
pessoa ganha, investe ou deve. Entende-se que politicas publicas poderiam ter o objetivo de
maximizar o bem-estar psicolégico da populacdo, incentivando poupanca individual (por
exemplo, através do aumento de juros taxas) quando economicamente vidvel, ou
encorajando produtos financeiros que incentivem uma reserva de dinheiro em forma liquida
e acessivel),

A guestdo entre paternidade e felicidade é altamente complexa e influenciada por
diversas varidveis importantes. Diversos estudos indicam que aquelas pessoas que tém filhos
apresentam maior bem-estar em relacdo aqueles que ndo tém filhos, enquanto outros
sugerem o contrario. Alguns fatores devem ser considerados por apresentarem influéncias
nestes resultados e na vida dos pais: propdsito e significado de vida, emogdes positivas e
negativas, disturbios de sono e fadiga, relagdo matrimonial, dificuldades financeiras, fatores
demograficos (idade dos pais, idade das criancas, género dos pais, estado civil, status
socioeconOmico, situacdo de emprego, estrutura familiar, residéncia dos pais e dos filhos,
cultura) e fatores psicologicos (suporte social, estilo da relacdo familiar, problemas

relacionados a crianca, temperamento da crianca, apego dos pais)!’®).
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Evidéncias revelam que pessoas com filhos, em comparacdao com aqueles que ndo tem,
apresentam relativamente maior bem-estar quando individuos do sexo masculino e de meia-
idade e com menor bem-estar quando mulheres jovens e solteiras!””). Em outra pesquisa,
gue revisou trés estudos com metodologias distintas, os resultados indicam que,
contrariamente aos relatérios anteriores, aqueles que tém filhos (e especialmente os pais)
apresentaram niveis relativamente mais elevados de felicidade, emoc¢do positiva e
significado de vida do que aqueles que ndo tém filhos. Contudo, as afirmagdes a respeito da
influéncia da paternidade na felicidade das pessoas, ainda s3o inconclusivas!’®).

Em uma revisdo de literatura, foi identificado que aqueles individuos com filhos
apresentam menores indices de bem-estar a medida que encontram maiores emocdes
negativas, problemas financeiros, perturbacdes de sono e problemas no casamento. Por
outro lado, quando os pais experienciam maior significado na vida, satisfagdao das suas
necessidades basicas, maiores emocOes positivas, e papéis sociais reforcados, eles
encontram maiores indices de felicidade e alegria’®.

Entender o efeito causal da paternidade em relacdo a felicidade permanece ainda
sendo uma questdo em aberto e bastante complexa, que requer varios estudos e com
diversas metodologias, ndo comparando apenas pais e “ndo pais”, mas examinando as
experiéncias dos pais durante a transicdo para a paternidade e as suas experiéncias com e
sem seus filhos"77),

RevisGes sistematicas revelam que crencas e praticas religiosas estdo relacionadas com
maior felicidade, satisfacdo com a vida e afeto positivo!’®. Em uma revisdo de 100 estudos
buscando correlacdo entre religiosidade e bem-estar subjetivo, em 79 deles foram
encontradas pelo menos uma relagdo positiva entre a religiosidade e a satisfagdo com a vida,
salientando que, esta relacdo positiva tende a ser encontrada em diferentes paises,
englobando diversas religides, culturas e idades®). Em uma amostra de mais de 20 mil
individuos (Alemanha, Suica e Austria), foram avaliadas a satisfacio com a vida e a felicidade
de pessoas religiosas e nao-religiosas. Aquelas com uma afiliagdo religiosa e que praticavam
a sua religidao se mostraram mais satisfeitas com sua vida e apresentaram maiores indices de
felicidade do que aquelas que n3o praticavam sua religido e que eram n3o-religiosas?,

A felicidade, embora seja subjetiva, pode ser mensurada, avaliada, correlacionada com
funcBes cerebrais e relacionada as caracteristicas do individuo, da sociedade e do ambiente.

Diversas informacdes importantes sobre a sociedade sdo reveladas a partir de perguntas
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realizadas a sua populacdo sobre seus indices de felicidade ou o quanto estdo satisfeitas com
suas vidas. Pode indicar crises e sugerir a necessidade de mudanca‘®3.

Apesar de diversos estudos buscarem entender o que, de fato, tem influéncia nos
indices de felicidade das populagcdes, nenhum procurou avaliar, se ha relacdo entre a
felicidade e as condi¢Ges socioculturais da populacdo brasileira (sendo ela saudavel ou ndo).
Uma vez que no Brasil tais caracteristicas ndo foram avaliadas, tal lacuna permanece na

literatura cientifica.

1.1.4 Felicidade e a relagdo com saude e qualidade de vida

Observam-se que determinados niveis de felicidade e bem-estar podem influenciar
alguns aspectos relacionados ao individuo como relacionamento interpessoal e afetivo,
satisfacdo com a vida, entusiasmo e saude. Porém, compreendendo que a felicidade e o
bem-estar sdo experiéncias complexas e multidimensionais, é importante que profissionais
da saude se esforcem para atender as necessidades do ser humano em todas as dimensdes
da vida: fisica, psicoldgica, social, emocional e espiritual(®2,

A diminuicdo de sentimentos negativos pode beneficiar as pessoas, considerando que
o0 aumento da susceptibilidade a doencas e uma diminui¢do da atividade imunolégica podem
estar relacionados a estados emocionais desfavoraveis®3). Por consequéncia, o afeto positivo
estd associado a redugdo de doengas fisicas, favorecendo o sistema bioldgico do
individuo(®4), A diminuicdo do estresse reduz os niveis de cortisol, que por sua vez esta
relacionado a patologias como obesidade, diabetes tipo 2, hipertensdo e doencas
autoimunes®). O estado de salide é um importante fator relacionado com o bem-estar,
portanto, as estratégias para melhorar a saude da populagao também teriam implicagdes no
seu o bem-estar®®. Diante disso, é desejavel que as investigacdes colaborem com dados
consistentes sobre o bem-estar subjetivo, contribuindo com agdes na promogao de saude.
Dessa forma, o profissional da area poderad utiliza-las em sua pratica diaria(® 86,

Os estados emocionais positivos tém uma influéncia direta e favoravel a satde fisica®.
Estudos prévios mostraram que manter o pensamento positivo é crucial, pois ajuda a pessoa
a lidar com o sofrimento causado por uma doenca, restaurando o sentido da vida e a
encontrar um propdsito para continuar(®7-89),

Aliado a isso, a Organiza¢cdo Mundial da Saude (OMS) define saide ndo apenas como a

auséncia de doenca, mas como a situacdo de perfeito bem-estar fisico, mental, social e
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espiritual. Adicionalmente, a saude é um estado de razoavel harmonia entre o sujeito e a sua
propria realidade®®. A melhoria da QV torna-se cada vez mais importante no contexto das
praticas assistenciais e também para as politicas publicas de saude®?. A melhoria da QV é
um dos resultados clinicos mais esperados e é o objetivo de qualquer tratamento que se
proponha realizar®®. Em complemento, “a compreensdo das necessidades humanas,
materiais e espirituais, focando no conceito de promoc¢do de salude como ponto mais
relevante...”®3 é fundamental para a QV dos pacientes..

Desde a década de 1960, estudos cientificos vém demonstrando que uma vida
emocional saudavel e criativa constitui como fator de protecdo contra doenca e
desempenha um importante papel na evolugdo favordvel de doengas crénicas, como por
exemplo, o cAncer®. Na atualidade, o cancer é uma das doencas mais temidas pela
sociedade. Assim, é importante que os profissionais de saude auxiliem os pacientes a
enfrentarem os medos relacionados aos tratamentos, tenham disponibilidade para ouvir,
responder, prover estrutura de suporte e referenciar a demais profissionais mais
especializados, quando necessario. Atitudes simples como rezar com a pessoa doente,
realizar o toque terapéutico, ouvir ou mesmo orientar a familia do individuo doente, é
também importante, para reduzir o sofrimento do paciente, promovendo sua felicidade e
bem-estar(®2),

O impacto do percentual crescente de individuos acometidos pelo cancer significa um
numero maior de pessoas enfrentando uma doencga crénica e progressiva, que necessitam
integralmente de cuidados globais, abordando tanto a saude fisica quanto a emocional,
contribuindo assim para um melhor enfrentamento durante a fase de doenca e até em
momentos posteriores® %), Portadores de cincer, embora apresentem angustiantes
sintomas associados a progressdo da doenca, relatam também estados emocionais positivos,
o que é retratado, por exemplo, por sensacdes de amor, carinho, afeicao, seguranca, atos de
bondade, significado de vida, vinculos familiares, conexdes espirituais e sociais, o que
contribui para um potencial consideravel de aumento das sensacdes de bem-estar e
felicidade. E importante ressaltar que a influéncia cultural tem importante papel no
entendimento dos individuos sobre sua felicidade®”-%%),

Embora o cancer seja uma doenca ameacadora, pacientes oncoldgicos muitas vezes
consideram-se bastante felizes e tém uma visdo otimista em rela¢do ao futuro®), Alguns

pacientes tendem a focar mais nas experiéncias passadas positivas, etapa fundamental no
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processo de adaptacdo da nova condi¢do®?. A importancia de se prover cuidados de um
modo holistico, a crenca religiosa e informacées sobre a condicdo de saude do paciente sdo
mecanismos importantes para ajudar o mesmo a lidar com o sofrimento causado pela
doenca'®, o que provavelmente impacta positivamente em sua felicidade e QV.

A investiga¢cdo de emogdes positivas auxilia a compreender o panorama das emogdes
humanas. Tais emocOes sdao apontadas também pela “Hierarquia de Necessidades de
Maslow”, também conhecida como “Piramide ou Teoria de Maslow”, que trata de uma
divisdo hierarquica em que as necessidades de nivel mais baixo devem ser satisfeitas antes
daquelas de nivel mais alto, para que seja atingida a autorrealiza¢cdo. Tal hierarquia estipula
que as necessidades de ordem superior, que incluem a autoestima e autorrealizacdo, estao
subordinadas a satisfacdo das necessidades de ordem inferior, associados as necessidades
fisioldgicas, de seguranga e sociais. Diante disso, pacientes oncoldgicos deveriam ser
assistidos com a finalidade de se conseguir a promogdo destas necessidades, tendo como
foco tal hierarquia, promovendo entdo um atendimento holistico e individual0-104) A
felicidade e a satisfacdo com a vida sdo mutuamente inter-relacionados e estdo intimamente
ligadas a QV, o que as tornam indicadores importantes para se avaliar objetivamente este
construto(1%%),

Certos de que a felicidade é um importante icone vinculado a QV de qualquer
individuo, estando ele saudavel ou ndo, ressalta-se a importancia de estuda-la. A felicidade e
a satisfacdo com a vida tém forte conexdo com QV e plenitude!l®), H3 associacdes
significativas entre a felicidade e a saude!®¥. Desta forma, a satisfagdo em viver e o status
atual de saude s3o fortemente correlacionados entre si(1%7),

O conceito de uma “boa” QV tem se emaranhado com os termos bem-estar, satisfagao
com a vida e felicidade. Diversas pesquisas tem abordado essas tematicas na atualidade, no
entanto, o numero de estudos que focam os estados emocionais negativos é
consideravelmente maior, o que traz entdo a necessidade de se explorar as emocées
positivas como a felicidade(10> 108),

As alteragdes fisicas, psiquicas e sociais provocadas pelo tratamento de uma doenca
grave podem ser quantificadas através de instrumentos ou escalas que avaliam a QV. Essas
medidas podem servir como indicadores no planejamento terapéutico e criar métodos,
definindo a¢®es no sentido de promover saude individual ou coletival’®). Para isso, uma

forma de se avaliar a felicidade de maneira objetiva é por meio da utilizagdo de



45

instrumentos ou escalas validadas, que possibilitam escores que indicam os niveis de

felicidade.

1.2 Instrumentos para avaliagao da Felicidade
Felicidade é tipicamente mensurada através do autorrelato!!?. Nos ultimos anos,

especialmente no universo académico, foram publicados diversos estudos que procuraram
delinear mais adequadamente o tema “felicidade”, torna-la mais compreensivel e, inclusive,
mensuravel, para que, de certa forma, se torne previsivel®. Entretanto, estudos sobre
felicidade a medem através de diferentes escalas, produzindo nimeros distintos1%, por
esse motivo, existe hoje uma necessidade de desenvolvimento de instrumentos nacionais
contextualizados, além do aprofundamento dos estudos sobre validacdo de instrumentos
internacionais”). A Tabela 1 apresenta instrumentos utilizados por alguns autores para

medir felicidade e bem-estar.

Tabela 1 - Instrumentos que avaliam Bem-Estar Subjetivo e Felicidade disponiveis na lingua portuguesa
(Barretos, HCB, 2019).

1999 Lyubomirsky e Subjective SHS Mede a 4 itens Cada item varia de 1 =
Lepper, Happiness felicidade nenhum a 7 = muitissimo. O
19990111 Scale subjetiva resultado varia de 4 a 28,

quanto maior a numeragdo,
mais feliz é o individuo

2011 Bruno et al, Anamnestic ACSA Mede bem - O bem estar subjetivo foi
20110112 Comparative estar subjetivo avaliado pela escala que varia

Self- global entre +5 (tdo bem quanto o

Assessment melhor periodo...) e -5 (tdo

ruim quanto o pior periodo...).

Participantes também

responderam sobre a

presenca de sintomas de
depressdo (sim/ndo); dor e



ansiedade (nenhuma,
moderada, extrema) e
aspectos de fim-de-vida:
pensamento suicida (nunca, as
vezes, frequentemente);
ressucitacdio em caso de
parada cardiaca (sim/ndo) e
eutanasia (enfrenta/ndo
enfrenta)

2012 Dambrun et Subjective SA-DHS Mede a 13 itens
al., 201260 Authentic- felicidade
Durable autentica e
Happiness duradoura
Scale

Escala de 7 pontos que varia
entre 1 = muito baixo e 7 =
muito alto. Quanto maior a
pontuagdo, maior a felicidade
duradoura

2013  Feicht et al.,,  Visual Analog VAS Mede a 1 escala
2013(106) Scale felicidadeea  paracada
satisfacdo com
avida

O qudo vocé esta feliz agora?
O qudo satisfeito vocé estd
agora? Escala de avaliagdo de
6 pontos, com um rosto triste
a esquerda e um rosto feliz a
direita




2013

2013

Hervas e

Vazquez, 2013
(116)

Schitz et al,,
201318

The
Pemberton
Happiness
Index

Happiness-

Increasing

Strategies
Scales

PHI

Mede o indice
de felicidade

Mede
estratégias
utilizadas para
aumentar a
felicidade

21 itens

8 grupos

47

Os 21 itens da escala variam
de 0 = discordo
completamente a 10 =
concordo completamente. 11
itens sdo relacionados a
diferentes dominios
referentes a lembranga de
bem estar e 10 sdo
relacionados ao bem estar
vivido

Escala organizada em 8
grupos: relagdes sociais; festas
e boates; controle da mente;
busca da meta; lazer passivo;
lazer ativo; religido; tentativas
diretas. O participante deve
apontar entre 1 =nuncaa 7 =
o tempo todo
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Embora existam inUmeros instrumentos para se avaliar felicidade e bem-estar, estes
apresentam apenas um dominio de avaliagdo especifico e sabe-se que medidas para tais
construtos sdo complexas e devem ser avaliadas sob componentes diferentes como, por
exemplo, satisfacdo com a vida, emocgdes positivas, estratégias psicologicas e bem-estar
social. Por isso, foi vista a necessidade de realizar a validacdo psicométrica da The Pemberton
Happiness Index (PHI), por se tratar de uma escala desenvolvida com base em quatro
dominios, curta e confidvel e que até o inicio do estudo nao havia sido validada para o
portugués(116),

Esta escala possui onze itens relacionados a diferentes dominios do bem-estar
vivenciado (Geral, Hedbnico, Eudaimdnico e Bem-estar Social) e dez itens relacionados ao
bem-estar vivido recentemente (eventos positivos e negativos ocorridos no dia anterior). Os
dominios da escala PHI sdo:

a. Bem-estar Geral: Incluidos dois itens relacionados com a satisfacdo global com a
vida e um item de vitalidade, uma vez que esta intimamente associada com o
funcionamento eudaiménico!29),

b. Bem-estar Eudaiménico: Contempla itens que abrangem o funcionamento
psicolégico ideal, obtidos a partir do modelo psicolégico de “Bem-estar de Ryff” (121), S50 12
itens relacionados aos subdominios que sdo equivalentes a seis areas de bem-estar
psicolégico de Ryff: o significado da vida, autoaceitacdo, crescimento pessoal,
relacionamento, percepgao de controle e autonomia.

c. Bem-estar Hedonico: Possui dois itens que avaliam a frequéncia de afeto positivo e
dois que avaliam o afeto negativo.

d. Bem-estar Social: Embora existam vérios componentes do bem-estar social® 122),
foram selecionados dois itens que visam explorar o sentimento global de viver em uma

sociedade que promove o funcionamento psicolégico ideal.

1.3 Aplicagao de instrumentos de avaliagao

Diversos instrumentos de avaliagdo em saude tém sido utilizados a fim de verificar
inimeras dimensGes como funcionamento fisico, emocional, social, dor, fadiga, outros
sintomas e toxicidades. Muitas representam abstracdes, ou seja, “construcdes tedricas que
objetivam organizar e atribuir significados a percepg¢Ges que ndo podem ser mensuradas por

atributos ou indicadores, sendo chamadas de construtos tedricos”*23), Um grande nimero
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destes instrumentos, também chamados questionarios ou escalas sdo utilizados em diversas
circunstancias, buscando obter através de seus indices, beneficios para o individuo que esta
sendo avaliado. Tem ganhado destaque a importancia de considerar a visdao do individuo
sobre aspectos da doenca’?¥, refletindo suas perspectivas, que podem verificar a eficacia de
tratamentos, influenciando as decisdes no cuidado a saude'?>127) As medidas obtidas por
meio destes instrumentos podem ser entendidas como mecanismos que associam conceitos
abstratos com indicadores observaveis e mensuraveis(12®) . Por isso, a importancia de se
determinar a correta avaliagcdo das qualidades psicométricas dos diversos instrumentos de
coleta de dados(1?7:129),

A escolha da administragao do instrumento ou método de coleta de dados deve ser
avaliada para que sejam obtidas as medidas mais fidedignas. Possiveis modos de
administracdo incluem: (1) entrevista, onde um profissional aplica o instrumento; (2)
autoadministracdo com base em papel, em que o proprio respondente |é e responde os
itens em papel utilizando l4pis ou caneta; (3) softwares com resposta de voz interativa,
através de programas de computador e utilizando tablets o respondente ouve uma voz
interativa e escolhe a opgdo de resposta mais adequada; (4) formato eletrénico na web,
onde os instrumentos sdo disponibilizados por meio de “surveys” através de sites, e-mails e
redes sociais para que o respondente participe de qualquer lugar que possua internet, por
exemplo, por meio de softwares de computadores, tablets e celulares. Fica a cargo do
pesquisador, a partir dos objetivos da pesquisa e do perfil da populacdo a ser estudada,

escolher qual a forma mais adequada de aplicagao dos instrumentos de avaliagao.

1.4 Estudos realizados por meio de redes sociais

Na atualidade, a distribuicdo de informacBes encontrou uma nova rota, a internet, e
pode assim chegar a um numero inimaginavel de pessoas. A popularidade das redes sociais
tem sido imensamente importante para a comunicacdo e troca de informacgdes. Utiliza-las
para coleta de dados em pesquisas em saude seria uma estratégia positiva considerando o
custo-beneficio, uma vez que sdo livres de custos financeiros, demanda um curto periodo de
tempo e maximiza o recrutamento, sendo um complemento aos métodos tradicionais(130-133),

De uma perspectiva da area da saude, as redes sociais estdo sendo utilizadas por uma

variedade de razles, incluindo o reforco de networking profissional e
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educagdo, comunicagdo com o paciente, cuidados e educagao, programas de saude
publica, promoc3o organizacional e realizacdo de pesquisas(134139),

Estudos prévios propuseram as redes sociais como uma nova modalidade para
promog3o e recrutamento de estudos cientificos!37-140), A rede YouTube conta com mais de
645 milhdes de usudrios e o Facebook e o Twitter contam com mais de um bilhdo de
usuarios cada um, sendo o Facebook a maior e mais popular rede social do mundo
atualmente(*#1-144) Dados concretos revelam que 48% de todos os seus usudrios realizam
loggins em qualquer dia da semana®3. Em 2016, o aplicativo de comunicacdo de
mensagens instantaneas WhatsApp atingiu a marca de mais de um bilhdo de usuarios, sendo
onipresente, gratuito e facil de usar!’> 146) Tais caracteristicas fizeram das redes socais
potencial e valioso recurso para se promover o recrutamento de participantes de pesquisa,
podendo atingir grandes populagdes rapidamente.

A rede social Facebook esta entre as trés plataformas de mensagens mais utilizadas
por adultos jovens, sendo que 79% dos participantes relatam verificar sua conta pelo menos
uma vez ao dia®*”). Cerca de 90% dos adultos jovens possuem conta em redes sociais, com a
maioria utilizando dois ou mais sites de midia social, tendo o habito de visita-los
diariamente(148),

Em comparacdo ao formato papel e lapis tradicional, a coleta de dados através da
Internet tem o potencial para reduzir a perda de dados e aumentar a privacidade do
participante, ambas caracteristicas importantes em estudos cientificos. Em comparacdo a
coleta de dados por meio de papel e lapis, a qualidade dos dados em pesquisas on-line
utilizando diferentes medidas de bem-estar subjetivo encontrou resultados equivalentes
entre estes dois diferentes métodos de coleta’33). Apesar de grandes amostras poderem ser
recrutadas de forma rapida e com baixo custo usando as redes sociais on-line, as amostras
n3o representativas da popula¢do sdo uma limitagdo potencial*49),

Algumas outras limitacGes ja sdo esperadas quando se realiza pesquisas através de
plataformas on-line, incluindo: “fadiga” da pessoa em responder os instrumentos, questdes
relativas a garantia de uma amostra representativa, questdes de privacidade/anonimato,
necessidade de instrucbes e opgbes de respostas muito claras e precisas (para melhor
entendimento dos respondentes). Os participantes podem experimentar frustracao,
particularmente em relagdo as questdes obrigatdrias, além do mais, o numero de questdes

n3o respondidas pode ser elevado(®>*154), Adicionalmente, inquéritos on-line ndo impedem o
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uso de um mesmo computador ou enderego IP (Internet Protocol) para a participagdo, a
menos que o controle de acesso da pesquisa seja utilizada*®>),

Um aspecto metodoldgico a ser considerado é que o acesso a Internet pode afetar os
dados demograficos da amostra®®® 157), podendo esta ser composta por nivel mais alto de
escolaridade®®), Participantes de estudos que acontecem por meio de redes sociais podem
representar grupos etarios mais jovens em relacdo aos grupos etarios mais velhos, o que
pode ser uma das limitacdes de estudos cujo recrutamento ocorre através de destas
redes(®3% 159 até mesmo porque os usudrios mais jovens tendem a permanecerem por
tempo maior em atividades sociais on-/ine(16% 161),

Apesar das possiveis limitagdes, tais dados revelam a possibilidade de se realizar
pesquisas através das redes sociais, sendo esta, uma forma de complemento aos métodos
tradicionais e uma maneira de se conseguir avaliar e alcancar um grande numero de
individuos de diferentes regides e populagdes, com menor custo financeiro e em um curto

espaco de tempo.

1.5 Implica¢Ges praticas dos resultados deste estudo

A busca pelo bem-estar e felicidade é inerente a condicdo humana. A identificacdo de
condicOes associadas a maior percepc¢do de felicidade podera fornecer subsidios para
politicas publicas nacionais que visem melhorar as condicées de vida da populagdo. O que
deve ser estimulado (ou desestimulado), dentro do contexto da felicidade individual, ainda
ndo é conhecido, especialmente em nossa realidade. Além do mais, o Brasil tem atravessado
ao longo dos ultimos anos uma época de instabilidade politica e econbmica. Assim, os
resultados deste estudo poderao auxiliar o entendimento sobre o impacto de tal crise na
vida das pessoas.

Como o Hospital de Cancer de Barretos (HCB) atende a um numero grande de
pacientes oncoldgicos de todo o Brasil e tem em sua filosofia de trabalho o foco na
humanizacdo do atendimento, os resultados do presente estudo poderdo ser Uteis no
futuro. O Grupo de Pesquisa em Cuidados Paliativos e em Qualidade de Vida (GPQual) do
HCB tem todo o interesse neste tipo de pesquisa, que enxerga o cidaddo brasileiro como
merecedor de receber cuidados de saude adequados, respeito a individualidade e estimulo a
praticas de vida saudaveis. Além do mais, iremos comparar os indices de felicidade,

satisfagdo com a vida e afetos positivos e negativos entre pessoas da populagao geral e
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individuos com céancer, de forma a entender o impacto do diagndéstico do cancer e seu
tratamento na vida das pessoas. De forma complementar, iremos avaliar o impacto de ter
um ente querido com doenga crbnica potencialmente grave (cancer) nos indices de

felicidade, satisfacdo com a vida e afetos positivos e negativos.
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2 JUSTIFICATIVA
Muito se tem estudado a respeito da felicidade (e seus construtos relacionados) na

busca de identificar fatores associados, principalmente aqueles passiveis de modificacdo,
tanto a nivel individual quanto coletivo. InUmeras condi¢bes ja foram reportadas como
associadas a percepcao de felicidade. No entanto, além de condi¢cbes genéticas
predisponentes, os fatores socioculturais, distintos entre diferentes popula¢des, sdo
provavelmente modificadores das “receitas” para a felicidade. No Brasil, pais continental de
tradicionais multiculturais, ainda ndo foram mensurados os indices de felicidade, satisfacdo
com a vida e afetos positivos e negativos dentre de um contexto globalizado. Assim, ndo se
conhece os fatores que influenciam de forma mais significativa na percepcdo de felicidade
no Brasil. Este estudo se justifica por esta caréncia da literatura cientifica. Além do mais, o
impacto positivo de uma doenca cronica — como o cancer e o fato de cuidar de um ente

querido com doenga cronica, ainda nao foram devidamente investigados.
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3 OBJETIVOS

3.1 Objetivo geral
° Avaliar os indices de felicidade, satisfacdo com a vida e percepcdo de afetos
positivos e negativos da populagdo brasileira e identificar condigdes associadas a

percepcdo individual de felicidade.

3.2 Objetivos especificos
e Avaliar as propriedades psicométricas da escala “indice de Felicidade de

Pemberton (PHI) — Portugués Universal”.

e Identificar condicGes associadas com felicidade e satisfacdo com a vida da
populacdo geral.

e Avaliar o impacto do diagndstico de cancer (atual ou prévio) na percepcao
individual de felicidade, satisfacdo com a vida e afetos positivos e negativos.

e Avaliar o impacto do fato de ter um pessoa proxima com diagndstico de cancer
(atual ou prévio) na percepcao individual de felicidade, satisfacdo com a vida e afetos
positivos e negativos.

e Avaliar os percentuais de individuos felizes, e as médias de felicidade, satisfacdo
com a vida e afetos positivos e negativos em funcdo dos indices de Desenvolvimento
Humano (IDH) e Vulnerabilidade Social (IVS) referentes a cidade onde o participante
reside.

e Definir o percentual de brasileiros adultos, das cinco regiées do Brasil (Norte, Sul,

Sudeste, Nordeste e Centro-Oeste), que se consideram felizes.
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4.1 The Pemberton Happiness Index: Validation of the Universal Portuguese version in a

large Brazilian sample

4.1.1 Abstract

The Pemberton Happiness Index (PHI) is a recently developed integrative measure of
well-being that includes components of hedonic, eudaimonic, social, and experienced well-
being. The PHI has been validated in several languages, but not in Portuguese. Our aim was
to cross-culturally adapt the Universal Portuguese version of the PHI and to assess its
psychometric properties in a sample of the Brazilian population using online surveys.

An expert committee evaluated 2 versions of the PHI previously translated into
Portuguese by the original authors using a standardized form for assessment of
semantic/idiomatic, cultural, and conceptual equivalence. A pretesting was conducted
employing cognitive debriefing methods. In sequence, the expert committee evaluated all
the documents and reached a final Universal Portuguese PHI version. For the evaluation of
the psychometric properties, the data were collected using online surveys in a cross-
sectional study. The study population included healthcare professionals and users of the
social network site Facebook from several Brazilian geographic areas. In addition to the PHI,
participants completed the Satisfaction with Life Scale (SWLS), Diener and Emmons’ Positive
and Negative Experience Scale (PNES), Psychological Well-being Scale (PWS), and the
Subjective Happiness Scale (SHS). Internal consistency, convergent validity, known-group
validity, and test—retest reliability were evaluated. Satisfaction with the previous day was
correlated with the 10 items assessing experienced well-being using the Cramer V test.
Additionally, a cut-off value of PHI to identify a “happy individual” was defined using

receiver-operating characteristic (ROC) curve methodology.
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Data from 1035 Brazilian participants were analyzed (health professionals = 180;
Facebook users = 855). Regarding reliability results, the internal consistency (Cronbach alpha
= 0.890 and 0.914) and test—retest (intraclass correlation coefficient = 0.814) were both
considered adequate. Most of the validity hypotheses formulated a priori (convergent and
know-group) was further confirmed. The cut-off value of higher than 7 in remembered PHI
was identified (AUC = 0.780, sensitivity = 69.2%, specificity = 78.2%) as the best one to
identify a happy individual.

We concluded that the Universal Portuguese version of the PHI is valid and reliable for

use in the Brazilian population using online surveys.

4.2 Keywords

Happiness, instrument, subjective well-being, survey, validation

4.3 Introdution

The number of studies aiming at discovering what happiness is and how happy people
are has increased over time. There are many definitions of happiness, most of which allude
to a positive emotional state, including feelings of well-being and pleasure, as well a fulfilling
satisfactory life.[2Zl Subjective well-being has been defined as “a person's cognitive and
affective evaluations of his or her life as a whole”3l; “happiness” and “subjective well-being”
can be considered synonymous and are used interchangeably in the present paper. One of
the findings with the widest consensus is that human beings actively look for to increase or
to maintain their personal well-being independently from the meaning each individual
attributes to it.[48

The relevance of human happiness is supported by the fact that United Nations (UN)
passed a resolution recognizing the pursuit of happiness as a fundamental human goal. More
than an individual endeavor, the UN emphasizes the importance of public policies to
promote well-being and encourage each country to elaborate measures of happiness
reflecting their own characteristics.Z!

Several studies sought to correlate the determinants of subjective well-being with
personal experiences. Some recent research found a strong relationship between a person's

positive or negative experiences and his or her state of physical and mental health.
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Therefore, emotional constructs demonstrate the different ways individuals react to
stressing or negative events that can affect their physical health.22!

Subjective well-being is typically measured based on self-report data.l9 Different
guestionnaires have been developed for this purpose without a gold-standard measure.
Among several instruments available to measure happiness211-14 we identified and selected
the Pemberton Happiness Index (PHI),22! as it was initially designed as a comprehensive
measure of well-being using a cross-cultural approach. The PHI has demonstrated adequate
psychometric properties (good internal consistence, single-factor structure, and adequate
convergent and incremental validity), and has been previously validated in 7 different
languages, but not in Portuguese language. The PHI consists of 11 items related to different
domains of remembered well-being (i.e., general, hedonic, eudaimonic, and social well-
being) and 10 items related to experienced well-being (i.e., positive and negative events that
occurred the day before). As the PHI exhibits satisfactory psychometric properties, this
simple and integrative index may be used as an instrument to monitor changes in subjective
well-being in future clinical and population studies.23] Of note, we are particularly interested
in its potential use as an online validated tool, as it would ease to collect data in larger and
diverse samples with lower costs.

The aims of the present study were to cross-culturally adapt the Universal Portuguese
version of the PHI and to assess its psychometric properties in a large sample of the Brazilian

population using online surveys.

4.4 Methods
4.4.1 Study design and participant selection

This cross-sectional study applied techniques for the adaptation and validation of the
assessment instrument. The data were collected from November 2014 to November 2015
using SurveyMonkey. The study population included professionals from the Barretos Cancer
Hospital (HCB, Barretos, Sdo Paulo, Brazil), a reference center for cancer care in Brazil, and
users of the social network site Facebook (Facebook, Inc., Menlo Park,

CA; http://www.facebook.com) from several Brazilian regions across the whole country.

Individuals above 18 years old from both genders were included.
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4.4.2 Sample

Two different samples were analyzed together: Sample 1 consisted of 180
professionals of a large Oncology hospital (HCB), and Sample 2 consisted of 855 individuals
from the Brazilian general population. The total combined sample consisted of 1035
participants. Given that a separate data analyses using item response theory was planned,
but not reported in the present paper, a sample of at least 1000 individuals was judged

statistically robust for that analyses.

4.4.3 Ethical issues

The study was performed in accordance with the ethical standards of the Declaration
of Helsinki and the Brazilian National Health Council Resolution no. 466/2012 and was
approved by the Ethics Committee of the Barretos Cancer Hospital (no. HCB 886/2014 and
940/2015). Volunteers manifested their agreement to participate in the study via the

informed consent form included in the survey form.

4.4.4 Data collection

Sample 1: E-mails were sent to 372 health professionals whose e-mail addresses were
registered with the hospital, explaining the study and containing a link that directed the
participants to the survey. Invitations were sent up to 4 times at 1-week intervals.

Sample 2: The survey link, along with an invitation to participate, was published on the
personal Facebook profile pages of 3 of the authors (BSRP, MGC, and CEP). Participants were
also encouraged to share the link on their own pages, thus spreading the link among
potential participants. Only participants who had complete data on all the questionnaire
variables used were entered in the analyses.

After clicking the study link, the respondents in both Samples 1 and 2 were directed to
the study's page on the online program SurveyMonkey by registering on the site (https:

//pt.surveymonkey.com).

To assess the test—retest reliability, a second e-mail was sent to the healthcare
professionals 15 days after the first one. This time interval for the retest was chosen

according with Terwee et al2® and based on previous similar validation studies.[2Z12
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4.4.5 Instrument under validation
4.4.5.1 Pemberton Happiness Index (PHI)

The PHI was designed to measure happiness in the general population. It consists of 11
items related to remembered well-being, each with a 11-point Likert scale, and 10 items
related to experienced well-being (positive and negative events that occurred the day
before), with dichotomous response options (yes/no). Although initially developed covering
hedonic, eudaimonic, and social aspects of well-being, the remembered well-being scale of
PHI is considered unidimensional. The remembered well-being score is calculated with the
mean score of the first 11 items (items rl to r11) and may vary from 0 to 10; the 10 items
from the experienced well-being (items el to e10) is converted into a single score from 0
(zero positive experiences and 5 negative experiences) to 10 (5 positive experiences and no
negative experiences). Thus, PHI produces both remembered and experienced well-being
scores, and the sum of the corresponding scores produces a combined well-being index
(total PHI). In previous validation studies, Cronbach alpha (internal consistency) was 0.82 to

0.83.113]

4.4.6 Validation measures

The following instruments were selected because they have been widely used
worldwide and have been previously validated in Brazil. Additionally, they were used as
validation measures in the initial validation study of PHI.[2 Both the Satisfaction with Life
Scale (SWLS) and the Subjective Happiness Scale (SHS) were chosen to be used in the
present study in order to correlate general and social aspects of well-being with the PHI
scores (items r1, r2, and r11); the Diener and Emmons’ Positive and Negative Experience
Scale (PNES) was used to correlate hedonic negative and positive affect scores with the PHI
scores (items r9 and r10); and the Psychological Well-being Scale (PWBS) was used to
correlate eudaimonic construct measures with the PHI scores (items r3 to r8). Detailed

characteristics of the validation instruments are described below.

4.4.6.1 Satisfaction with Life Scale (SWLS)
The SWLS consists of 5 items that assess the cognitive component of SWLS that are
answered on a 7-point scale ranging from a score of 1 (strongly disagree) to 7 (strongly

agree).[20 |n the Brazilian validation study,2ll the SWLS was named Escala de Satisfa¢do com
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a Vida (ESV) and exhibited a Cronbach alpha of 0.89. It is a brief, simple, and multiple-item
scale with a single-factor structure, which makes SWLS the most widely used instrument to
assess global satisfaction with life. It has been applied in various languages and cultures
exhibiting satisfactory psychometric properties.2223 |t has been validated using Internet

surveys.24

4.4.6.2 Diener and Emmons’ Positive and Negative Experience Scale (PNES)

The Diener and Emmons’ PNES assesses positive and negative affect by inquiring as to
the extent to which respondents experienced each of the listed emotions (1 none, 7
extremely) in the past days. The original version of the scale consisted of 9 items, 4 for
positive affect and 5 for negative affect.23 To balance the number of items in the 2
subscales, the adjective “optimist” was added to the list of positive affects in the Brazilian
version, thus increasing the number of items to 10. In the modified Brazilian Diener and
Emmons’ PNES (with addition of the adjective “optimist”), both the negative (a = 0.78) and

positive (o = 0.81) experience scales exhibited high internal consistency.!28!

4.4.6.3 Psychological Well-being Scale (PWBS)

The 6 dimensions of the construct psychological well-being were established based on
humanistic-existentialist theories of human development and mental health, resulting in the
PWBS,'ZZ known in Brazil as Escala de Bem-estar Psicolégico (EBEP). The scale consists of 36
items and 6 dimensions that assess eudaimonic well-being: positive relations with others,
autonomy, environmental mastery, personal growth, purpose in life and self-
acceptance.l28 These dimensions are positively associated with measures of satisfaction with
life, positive affect, and balanced affect and are negatively associated with measures of

negative affect and depression.

4.4.6.4 Subjective Happiness Scale (SHS)

The SHS is based on the respondents’ subjective assessment of their happiness from
their own perspective. It consists of 4 items; the first 2 seek to characterize respondents in
absolute (how happy they consider themselves to be) and relative (how happy they feel
compared to others) terms. The last 2 items describe happy and unhappy individuals,

respectively, and respondents are requested to grade the extent to which the
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characterizations apply to them. The SHS assesses the respondents’ overall appreciation of
life and their personal feelings of happiness. It has been validated in several countries with
different types of samples, and the results indicated high internal consistency and adequate

test—retest reliability.[22 It has also been validated using Internet surveys.[24l

4.4.7 Other assessment instruments (developed for the present study)

Sociodemographic data, including age, gender, marital status, religion, and region of
origin, among others, along with self-perceived health and beliefs of optimism/pessimism
were included in the survey. In addition, the following question addressing perception of

happiness was developed for the present survey: “in general, do you consider yourself as...”

” u n u

more or less happy,” “happy,” and

The possible answers were “very unhappy,” “unhappy,

“very happy.”

4.4.8 Validation procedures

Two phases were included in the validation procedure:

4.4.8.1. Phase |—cultural adaptation

The PHI previously translated into universal Portuguese by Hervas and Vazquez[3 had
2 versions constructed following the forward and back-translation procedure.BY We
analyzed both and concluded that a single version should be developed. An expert
committee composed of 2 doctors, a nurse, a Portuguese teacher, and 2 biomedical
researchers evaluated the 2 versions using a standardized form for assessment of
semantic/idiomatic, cultural and conceptual equivalence. Of the 6 members of the expert
committee, 2 were born in Portugal and the others in Brazil. The members independently
assessed each instrument item and scored them relative to each type of equivalence as
follows: (-1) nonequivalent; (0) impossible to assess/I do not know; or (+1) equivalent.
Changes were suggested for items scored -1 or 0. The panel met at a later time to discuss
the assessments and arrived at a consensus version. A pretesting was conducted in Brazilian
participants using a cognitive debriefing with think-aloud method (asking each participant
what each item means).BU After the pretesting, the expert committee evaluated all the
documents and reached a final consensus. The final adapted version was discussed and

approved by the authors of the original scale.l29
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4.4.8.2. Phase Il—psychometric properties
Internal consistency
Internal consistency was assessed using Cronbach alpha coefficient, which should be

>0.70 to be considered adequate.28]

Test—retest reliability
Test—retest reliability was assessed using the intraclass correlation coefficient; values

above 0.70 were rated as adequate.[18

Hypothesis testing (construct validity)

Construct validity was assessed by testing the following predefined hypotheses:

1. Convergent validity - We expected that the total PHI and remembered PHI scores
would be positively correlated with the global scores on the SWLS and SHS and with the
PWBS domains. Correlation coefficients higher than 0.4 were expected.2Z In addition, we
expected positive correlations with the PNES (positive experiences) and negative
correlations with the PNES (negative experiences). In addition, similarly to the original
development study, analyses of other possible correlations were planned a priori (as

described in Table 1).

2. Known-group validity - Known-groups method (also known as extreme-groups
method) is one of the approaches of evaluating construct validity. An instrument is
considered to exhibit known-groups validity if its scores clearly discriminate between groups
of participants with known different features.2633|n the present study, the participants
were inquired as to whether they are pessimistic, neither pessimistic nor optimistic, or
optimistic. Our hypothesis was that the happiness scores would be higher among the
optimistic participants compared to all others. A second known-group analysis was
performed relative to self-perceived happiness; the participants were divided into 2 groups:
not happy and happy. Our hypothesis was that the happiness scores would be higher among
the participants self-described as happy compared to the unhappy. Although findings can be
considered obvious, the addition of this second know-group analysis were considered

important by the authors because compared groups were clearly distinct (extreme) in
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relation to the construct measured (i.e., happiness). These comparisons were performed

using parametric t tests and analysis of variance (ANOVA).

Assessment of experienced happiness

To validate experienced happiness, the participants were asked: “Overall, how did you
feel yesterday?” Possible answers were “very bad,” “bad,” “neither bad nor well,” “well,”
and “very well.” Then, each item of the experiential PHI (5 items describing negative
experiences the day before and 5 items describing positive ones) was correlated with the

overall perception of the previous day using Cramer V.

4.4.8.3. Determination of a cut-off point to identify happy individuals using the PHI

To establish a cutoff point likely to identify happy individuals accurately, a receiver-
operating characteristic (ROC) curve was plotted. The happiness criterion was defined by
asking the participants to what extent they considered themselves “very unhappy,”

” u

“unhappy,” “more or less happy,” “happy,” or “very happy.” Categories “very unhappy,”
“unhappy,” and “more or less happy” were analyzed together as “not happy,” and categories
“happy” and “very happy” were analyzed together as “happy.” The mutual accuracy of the
total PHI, experienced PHI, and remembered PHI scores was compared following Delong et
al.3% The sensitivity and specificity values and the positive (LR+) and negative (LR-)
likelihood ratios were calculated.

Statistical analyses were performed using SPSS (version 20.0; SPSS, Chicago, IL) and

MedCalc (version 14.8.1, MedCalc Software, Ostend, Belgium) statistical softwares. P-values

below 0.05 were considered statistically significant.

4.5 Results
4.5.1Phase |—cultural adaptation

In the pretesting, 10 patients with cancer (2 were illiterate and 4 had low than 8 years
of education) and 5 health professionals answered the scale in “paper and pencil” form and
12 health professionals completed the scale using the online survey. In general, both forms
were adequately understood by the participants. Of the 21 items, 8 suffered minor

modifications by the expert committee after the pretesting. The original, the translated, and
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the final versions are presented in Table 2; modifications needed are highlighted in the

table.

4.5.2. Phase ll—psychometric properties
4.5.2.1. Sample

Of the 189 individuals in Sample 1 who responded to the online survey, 180 answered
all items, and their data were analyzed (180 of 372, response rate = 48.3%). Most of the
participants were female (n = 99, 52.4%), 18 to 39 years old, from Southeastern Brazil and
had more than 11 years of formal education. Most of such participants were healthcare
professionals (n = 129, 71.6%) (please see Table 3). Regarding Sample 2 (i.e., participants
who answered the survey via Facebook), 972 participants accepted to participate in the
study and 855 (87.9%) completed all the survey items. Most were female (n = 663, 77.5%),
aged 18 to 39 years old, resided in Southeastern Brazil (n =621, 72.5%), and had more than
11 years of formal education (n = 765, 89.4%), being the largest fraction healthcare
professionals (n = 293, 34.2%). Table 3 describes the characteristics of the participants in

Samples 1 and 2.

4.5.2.2. Internal consistency

Taken together data from both samples, Cronbach alpha values were considered
adequate: its value was 0.890 (95% confidence interval [CI] 0.890-0.900) when including the
experienced well-being score as a different item (11+1 items) and 0.914 (95% Cl: 0.906—
0.922) when including only the 11 items from the remembered PHI domain. Only exclusion
of items 10 and 11 somewhat improved the instrument's internal consistency (increasing

from 0.914-0.936 in the case of item 10 and to 0.917 in the case of item 11) (Table 4).

4.5.2.3 Test—retest
Ninety-four of the participants in Sample 1 (49.7%) answered the survey a second
time, 14 to 21 days after the first. The value of the intraclass correlation coefficient was

0.814 (95% Cl: 0.733-0.873).
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4.5.2.4 Convergent and divergent validity

The PHI total score was positively correlated with the SWLS global score (r=
0.513, P<0.001, n = 1032), the SHS global score (r= 0.646, P<0.001, n = 171), and the PNES
positive experience scale (r=0.523, P<0.001, n = 1032). As expected, the PHI total score was
negatively correlated with the PNES negative experience scale (r= -0.383, P<0.001, n =
1032). The correlations between the PHI total score and the PWS domains varied from 0.284
(autonomy) to 0.699 (purpose in life) (data not shown). In regard to the correlations
hypothesized a priori between specific PHI items and the other instruments, 9 out of 14 such
correlations exhibited r>0.4; however, the r values of the other correlations were close to

0.4 (Table 1).

4.5.2.5 Known-groups validity
The mean remembered PHI and total PHI scores differed significantly according to the
groups of participants in regard to the perception of optimism/pessimism and self-reported

happiness, as was hypothesized (Table 5).

4.5.2.6 Assessment of experienced happiness

The Cramer V coefficients between satisfaction with the previous day and the 10 items
assessing experienced well-being (5 positive and 5 negative) were all above 0.3; only the
item “Something | did made me proud” had a nonsignificant P-value (P = 0.062). Two items
corresponding to negative experiences were strongly associated with self-perceived
satisfaction with the previous day: “I was bored for a lot of the time” (Cramer V=
0.678, P<0.001) and “Things happened that made me really angry” (CramerV=
0.651, P<0.001) (Table 6).

4.5.2.7 ROC curves

The area under the curve (AUC) values of the ROC curves plotted to detect happiness
(yes vs no) were as follows: experienced PHI (AUC = 0.702, 95% Cl: 0.671-0.733),
remembered PHI (AUC = 0.780, 95% Cl: 0.750-0.807), and total PHI (AUC = 0.747, 95% ClI:
0.717-0.776). When compared, the AUC for remembered PHI was significantly larger
compared to those for both experienced PHI and total PHI (P<0.001 in both) (Fig.1). The
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cutoff point with greatest diagnostic accuracy was >7 for remembered PHI (sensitivity =

69.2%, specificity = 78.2%, positive LR = 3.19, and negative LR = 0.39).

4.6 Discussion

In the present study, the Universal Portuguese version of PHI was first culturally
adapted and then validated in a large sample from the Brazilian population. The scale's
psychometric properties were considered adequate in light of classic psychometrics.

Internet research is considered a cost- and time-efficient way to access a large number
of participants.22Moreover, compared to traditional paper-and-pencil formats, Internet
data collection has the potential to reduce loss of data and increase participant's privacy,
both important characteristics in questionnaire validation studies. In the Sample 2 of our
study, 3 of the authors disclosed the invitation to participate in the study on their personal
Facebook pages and asked their friends to share it. Although the dissemination of survey
links by e-mail or through online social networks sharing is quite usual, this strategy is a
rather unusual approach to the validation of instruments for health assessment. By sharing
the invitation with the authors’ friends and requesting the latter to share it with their own
friends, the survey link quickly spread, and 855 individuals had fully answered the survey 15
days later. Howell et all2l compared the quality of data collected using “paper-and-pencil,”
computer-based, and Internet surveys using different measures of subjective well-being and
found equivalent results between the different methods of data collection. Similarly,
Internet surveys were shared on social-networking Web sites. Given the increasing
prevalence of online social networks, future questionnaire validation studies may take
advantage of fast dissemination of online surveys. On the other hand, that fact can explain
the large proportion of healthcare professionals in the final Sample 2, as the 3 authors are
healthcare professionals, and so this potential bias and limitation should be addressed and
overcome in future studies.

Regarding the psychometric properties of the Universal Portuguese version of the PHI,
the results are quite similar to those reported in the original study of Hervds and
Vazquez.[’3 The scale was originally developed in Spanish and was simultaneously translated
and validated in other 6 languages (i.e., German, English, Swedish, Russian, Turkish, and
Japanese) to select its final items from data gathered in 9 countries. The Cronbach alpha

values observed in our study (0.890 and 0.914) were very similar to those reported in the
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original study, which ranged from 0.82 to 0.93. Moreover, in general, the
convergent/divergent validity and known-groups indices were considered adequate.
Interestingly, and unlike the initial validation study,? we conducted a known-group
validation analysis relative to the perceptions of happiness and optimism/pessimism.

Population-based intervention strategies within the political-social setting should be
employed; and such strategies require adequate tools to measure the resulting benefits. The
cut-off point established in the present study for the identification of happy individuals
might be useful in future population-based studies using PHI as an instrument to assess
happiness. In this case, we suggest that remembered PHI scores higher than 7 should be
tentatively considered to identify a “happy” Brazilian individual. However, further studies
are needed to confirm the validity of this cut-off value in different populations. In addition to
the cut-off point, the identification of the minimal clinically important difference (MCID)
might also be useful.

The present study had some limitations. The first limitation derives from the
representativeness of the included sample, with inclusion of large proportion of participants
with high socioeducational levels (most healthcare professionals), which does not
correspond to the Brazilian general population. Although large samples can be recruited fast
using online social networks with low cost, nonrepresentative samples are a potential
limitation. However, we believe that this limitation is minor in validation studies, but
potentially more relevant in intervention or cross-cultural studies. Another study limitation is
the lack of a Portuguese sample. Although our PHI version is developed to be valid both in
Brazil and Portugal (i.e., Universal Portuguese version), it was not tested in participants from
Portugal. Thus, currently, it should be considered valid for use only in Brazil, and a
subsequent study in Portugal is warranted.

We conclude that the Universal Portuguese version of the PHI is valid and reliable for
use in the Brazilian population using online surveys. The cut-off point to define a happy

individual was defined, but the MCID should be investigated in future studies.
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Table 1. Pearson correlations for remembered well-being items and the PHI’'s remembered
score (excluding experienced well-being).

Domains and subdomains Reference scales Correlation coefficient

General well-being SWLS r=0.492 (item r1)*
r=0.375 (item r2)

SHS! r=0.675 (item r1)*
r=0.434 (item r2)*

Eudaimonic wellbeing

Life meaning PWBS: Purpose in life' r=0.659 (item r3)*
Self-acceptance PWABS: Self-acceptance’ r=0.614 (item rd)*
Personal growth PWBS: Personal growth’ r=0.475 (item r5)*
Relatedness PWABS: Positive relationships’ r=0.361 (item r6)
Competence PWBS:Environmental control’ r=0.498 (item r7)*
Autonomy PWBS: Autonomy’ r=0.345 (item r8)

Hedonic well-being

Positive affect PNES: Positive experience r=0.521 (item r9)*

Negative affect PNES: Negative experience r=0.381 (item r10)

Social well-being SWLS r=0.368 (item r11)
SHS' r=0.418 (item r11)*

Legend: SWLS=Satisfaction With Life Scale; SHS=Subjective Happiness Scale;
SWDL=Satisfaction With Domains of Life; PNES=Positive and Negative Experience scale.
"PWBS and SHS were applied for only 180 participants.

*Correlation coefficients >0.4.
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Table 2. Description of the original English PHI version, synthesized PHI version, and final Portuguese Universal PHI version.

Item Origial version - English

Portuguese Universal synthesized PHI version -
before pretesting

Portuguese Universal final PHI version - after
pretesting’

10

11

12
13

14
15
16
17
18
19

The Pemberton Happiness Index

| am very satisfied with my life

| have the energy to accomplish my
daily tasks

| think my life is useful and worthwhile

| am satisfied with myself

My life is full of learning experiences
and challenges that make me grow

| feel very connected to the people
around me

| feel | am able to solve the majority of
my daily problems

| think that | can be myself on the
important things

| enjoy a lot of little things every day

| have a lot of bad moments in my daily
life

| think that | live in a society that lets
me fully realize my potential

Something | did made me proud

At times, | felt overwhelmed

| did something fun with someone

| was bored for a lot of the time

| did something | really enjoy doing

| was worried about personal matters

| learned something interesting

Things happened that made me really

angry

indice de Felicidade de Pemberton

Sinto-me muito satisfeito(a) com a minha vida.
Tenho energia suficiente para cumprir minhas
tarefas cotidianas.

Acredito que a minha vida é util e valiosa

Sinto-me satisfeito(a) comigo mesmo(a

A minha vida estd repleta de aprendizagens e
desafios que me fazem crescer

Sinto-me muito ligado(a) as pessoas que me
rodeiam

Sinto-me capaz de resolver a maioria dos problemas
do meu dia a dia

Acredito que posso ser eu mesmo (a) nas coisas
realmente importantes

Desfruto muito das pequenas coisas todos os dias
Tenho muitos momentos ruins durante o meu dia a
dia.

Acredito que vivo em uma sociedade que me
permite desenvolver plenamente o meu potencial
Senti-me orgulhoso(a) com algo que fiz
Em alguns momentos eu me
sobrecarregado(a)

Fiz alguma coisa divertida com alguém
Estive aborrecido grande parte do tempo

Fiz algo que realmente me deu muito prazer

Estive preocupado(a) com assuntos pessoais
Aprendi algo interesante

Aconteceram coisas que me deixaram bastante
nervoso(a)

senti muito

indice de Felicidade de Pemberton

Sinto-me muito satisfeito/a com a minha vida
Tenho energia suficiente para cumprir as minhas
tarefas do dia a dia

Penso que a minha vida é util e valiosa

Sinto-me satisfeito/a comigo mesmo/a

A minha vida esta repleta de aprendizagens e
desafios que me fazem crescer

Sinto-me muito ligado/a as pessoas que me
rodeiam

Sinto-me capaz de resolver a
problemas do meu dia a dia

Penso que posso ser eu mesmo/a nas coisas
realmente importantes

Desfruto muito das pequenas coisas todos os dias
Tenho muitos momentos ruins/maus durante o
meu dia a dia

maioria dos

Penso que vivo em uma sociedade que me permite
desenvolver plenamente o meu potencial
Senti-me orgulhoso/a com algo que fiz

Em  alguns momentos  senti-me
sobrecarregado/a

Fiz alguma coisa divertida com alguém
Estive aborrecido/a grande parte do tempo
Fiz algo que realmente me deu muito prazer
Estive preocupado/a com assuntos pessoais
Aprendi algo interessante

Aconteceram coisas que me deixaram realmente
com raiva

muito



20 | gave myself a treat Permiti um capricho a mim mesmo(a) Permiti-me um mimo/um agrado

21 | felt disrespected by someone Senti-me desrespeitado(a) por alguém Senti-me desrespeitado/a por alguém
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PHI — Pemberton Happiness Index
" Minor scale modifications conducted by the expert committee after the pretesting are highlighted in bold font.



Table 3. Characteristics of the study participants.

Characteristic Sample 1 Sample 2 Total
N=180 N=855 N=1.035
N(%) N(%) N(%)
Gender
Female 99 (55.0) 663 (77.5) 762 (73.6)
Male 81 (45.0) 192 (22.5) 273 (26.3)
Marital status
Married 95 (52.8) 433 (50.6) 528 (51.0)
Widower 0(0.0) 11 (1.3) 11 (1.1)
Separated 4(2.2) 54 (6.3) 58 (5.6)
Single 79 (43.9) 355 (41.5) 434 (41.9)
Missing 2(1.1) 2 (<1.0) 4 (<1.0)
Age (years)
18-29 71 (37.6) 337 (39.4) 408 (39.4)
30-39 83 (43.9) 309 (36.1) 392 (37.9)
40-49 21(11.1) 119 (13.9) 140 (13.5)
50-59 5(2.6) 57 (6.7) 62 (6.0)
60-69 0(0.0) 27 (3.2) 27 (2.6)
70-79 0( 0.0) 4(0.5) 4 (<1.0)
>80 0(0.0) 2(0.2) 2 (<1.0)
Family income’
<1 0 4(0.5) 4 (<1.0)
1-2 10 (5.6) 60 (7.0) 70 (6.8)
2-3 20 (11.1) 66 (7.7) 86 (8.3)
3-5 42 (23.3) 172 (20.1) 214 (20.7)
5-10 31(17.2) 257 (30.1) 288 (27.8)
10-20 18 (10.0) 192 (22.5) 210 (20.3)
>20 59 (32.8) 104 (12.2) 163 (15.7)
Origin (Brazilian region)
Southeast 177 (98.3) 621 (72.5) 798 (77.1)
South 1(0.6) 60 (7.0) 61 (5.9)
North 0 43 (5.0) 43 (4.2)
Northeast 2(1.1) 62 (7.3) 64 (6.2)
Midwest 0 69 (8.1) 69 (6.7)
Years of formal education
Less than 8 0(0.0) 8(0.9) 8 (<1.0)
8to 11 4(2.4) 82 (9.6) 86 (8.1)
More than 11 167 (97.6) 765 (89.4) 962 (91.0)
Profession
Health professional 129 (71.6) 293 (34.2) 422 (40.7)
Manager 2(1.1) 48 (5.6) 50 (4.8)
Unemployed 0(0.0) 27 (3.1) 27 (2.6)
Entrepreneur 0(0.0) 46 (5.3) 46 (4.4)
Engineer 0(0.0) 30(3.5) 30(2.8)
Administrative tasks 17 (9.4) 36 (4.2) 53(5.1)
Civil servant 0(0.0) 104 (12.1) 104 (10.0)
Teacher 0(0.0) 73 (8.5) 73 (7.0)
Student 15 (8.3) 112 (13.0) 127 (12.2)
Other 17 (9.4) 86 (10.0) 103 (9.9)

Brazilian minimum wages.
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Table 4. Mean scores and internal consistency values.

PHI item Mean Cronbach’s q, if item Cronbach’s
score (SD) was excluded o

| am very satisfied with my life. 6.92 (2.56) 0.898 -

| have the energy to accomplish my daily 6.67(2.71) 0.901 -

tasks.

| think my life is useful and worthwhile. 7.95 (2.65) 0.898 -

| am satisfied with myself 6.76 (2.66) 0.896 -

My life is full of learning experiences and 7.71(2.67) 0.902 -

challenges that make me grow.

| feel very connected to the people around 7.46 (2.68) 0.904 -

me.

| feel able to solve the majority of my daily 7.58 (2.23) 0.904 -

problems.

| think that | can be myself on the important 7.89 (2.31) 0.904 -

things.

| enjoy a lot of little things every day. 6.79 (2.64) 0.907 -

| have a lot of bad moments in my daily life. 3.58 (2.93) 0.936 -

| think that I live in a society that lets me fully  4.99 (2.77) 0.917 -

realize my potential.

PHI experiential score 4.35 (1.64) NA -

PHI remembered score (11 items) 7.01(1.93) - 0.914

PHI total score (11 +1 items) 6.58 (1.71) - 0.890"

NA=Not Applicable, PHI=Pemberton Happiness Index, SD=Standard Deviation

T Cronbach’s a=0.890 (95%Cl 0.890-0.900) when including the experiential score as a different item
(11 + 1 items) and 0.914 (95% Cl 0.906-0.922) when including only the 11 items from the
remembered domain.
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Table 5. Known-group validity
PHI score Self-report of happiness p- Self-report of optimism/pessimism p-
Mean (SD) value’ value?
Happy Unhappy Optimistic Neither Pessimistic
(n=625) (n=230) (n=51) optimistic (n=507)
nor
pessimistic
(n=297)
Remembered 7.38(1.76) 5.46(1.93) <.001 7.48(1.75) 6.14(1.94) 5.00(2.07) <.001
Total 6.80(1.60) 5.35(1.74) <.001 6.89(1.57) 5.82(1.79) 5.14(1.78) <.001

'T test. 2ANOVA.



Table 6. Cramer’s V between satisfaction with the events of the day
before and the 10 items on experienced well-being (five negative and
five positive) (n=96).

Experienced well-being items Cramer'sV p-value
Positive experiences
Something | did made me proud 0.305 .062
| did something fun with someone 0.436 .002
| did something | really enjoy doing 0.402 .002
| learned something interesting 0.338 .017
| gave myself a treat 0.338 .016
Negative experiences
At times, | felt overwhelmed 0.376 .005
| was bored for a lot of the time 0.678 <.001
| was worried about personal matters 0.307 .047
Things happened that made me really angry 0.651 <.001

| felt disrespected by someone 0.395 .005
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Figure 1. Discrimination of remembered PHI, experienced PHI, and total PHI scores. These receiver-
operating characteristic (ROC) curves plot sensitivity versus 1-specificity for detecting individuals
classified as happy: (A) remembered PHI score, (B) total PHI score, (C) experienced PHI score, (D)
comparison between PHI scores. The area under the curve (AUC) values with 95% confidence
intervals are shown in A-C. In D, experienced PHI (green) has the largest area under the curve
compared to the other scores (P<0.001 for both comparisons).
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5 ARTIGO 2

Manuscrito segundo as normas do Periddico The Journal of Positive Psychology (ISSN: 1743-
9779), Fator de Impacto: 3.22, submetido em 13/08/2019.
Autores: Mayara Goulart de Camargos, Bianca Sakamoto Ribeiro Paiva, Marco Antonio de

Oliveira, Carla Simone Leite de Almeida, Claudia Hofheinz Giacomoni, Carlos Eduardo Paiva.

5.1 Predictors of happiness and satisfaction with life in a sample of individuals from the
brazilian general population who use social networks

5.1.1 Abstract

Introduction: Happiness is a multidimensional and complex construct, mainly because it is a
subjective individual experience. Literature has been trying to find "combinations" that can
give people greater chances of happiness. Objective: To identify possible predictors of the
perception of happiness and satisfaction with life in a sample of individuals from the
Brazilian general population who use social networks. Methods: Cross-sectional study;
participants were recruited in the five regions of Brazil through the Facebook and WhatsApp.
Results: A total of 2,151 participants were included, some predictors of happiness and
satisfaction with life were identified, which were mainly related to activities for social
interaction and personal satisfaction. Conclusion: Being satisfied with financial
circumstances, having a positive self-evaluation of health, having frequent family gatherings,
engaging in physical activity 23 times a week, and not having a previous diagnosis of
psychological/psychiatric problems are variables that "seem" to positively influence the

perception of happiness.

5.2 Keywords

Happiness; Satisfaction With Life, Social Networks, Brazil.

5.3 Introduction
5.4 Materials and methods

Happiness is a desire of every human being, regardless of how she/he understands it,
and is considered the primary goal of life; in order to achieve it, various paths have been

tried (Rizvi & Hossain, 2017). Several studies have been conducted to understand the
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process of the pursuit of happiness, many of these trying to find "combinations" of variables
that may give people greater chances of happiness (Panadero, Guillen, & Vazquez, 2015;
Ramirez de Arellano, 2014; Jo, Moon, Kim, & Nam, 2015; Weech-Maldonado, Miller, & Lord,
2017; Ngamaba & Soni, 2018; Liu et al., 2016).

Happiness is a multidimensional and complex construct, mainly because it is a
subjective individual experience. Thus, it is challenging to compare data on happiness and its
multidimensional measures between different cultures and specific populations (Sato et al.,
2015). In recent years, happiness has gained increasing attention not only in academic
literature but also in journalistic and political debates (Sabatini, 2014).

Happiness is closely associated with emotions, feelings, and moods, whereas
satisfaction with life is connected to cognitive assessments and judgments about life, which
may include assessments of various areas of life (Diener, Suh, Lucas, & Smith, 1999).
Satisfaction with life is a congruence between the present and an ideal situation, both of
which are a reflection of one's own subjective appreciation of one's life (Rabito-Alcon &
Rodriguez-Molina, 2016). Thus, while happiness and satisfaction with life are closely related
constructs, they must be evaluated as independent variables. In this study, the terms
happiness and well-being/subjective well-being will be considered synonyms for better
understanding and interpretation.

Besides subjective factors, contextual aspects could have some impact on happiness.
Brazil has undergone a significant political and economic crisis, with notable popular
dissatisfaction. In 2015, national popular movements began, culminating in 2016 with the
impeachment of then-president-elect Dilma Roussef (Garcia, Calgaro, Matoso, Lis, &
Rodrigues, 2016). Numerous relevant politicians in Brazil were investigated and convicted of
corruption (Federal, 2018). Social media has been the scene of clashes and postings of
political news, which are often untrue (i.e., “fake news”) (Gragnani, 2018).

The present study was conducted in this context of popular dissatisfaction in Brazil.
The hypothesis of the study was that, despite existing in a context wherein people often use
social networks for posting about dissatisfaction with violence and corruption, the variables
associated with happiness and satisfaction with life are individual and related to healthy
social interactions and simple everyday situations (such as leisure activities and contact with
nature). Therefore, this study sought to identify possible correlates of happiness and

satisfaction with life in a sample of individuals from the Brazilian general population.
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5.4.1 Study Design

Cross-sectional study using an electronic tool for data collection.

5.4.2 Study participants
Individuals from the Brazilian general population who had an account on the Facebook

social network and/or used the WhatsApp application.

5.4.3 Study site

Participants from the five regions of Brazil were recruited online through the Facebook
social network and the WhatsApp application. The recruitment strategy is detailed in
Supplementary Material S1 [Tese, Anexo A]. The survey was administered using the

SurveyMonkey platform.

5.4.4 Eligibility criteria

Individuals who fulfilled all inclusion criteria and no exclusion criteria were included.
Inclusion criteria - Brazilian nationality, residing in a Brazilian municipality, having an account
in the Facebook social network and/or the WhatsApp application.

Exclusion criteria - Under 18 years of age.

5.4.5 Sample size calculation

The sample size calculation considered a priori a coefficient of determination (effect
size) of R2=0.01 in a multiple linear regression model with seven predictors and a level of
significance (or Type | error) of a=0.05 and Type Il error of f=0.05, thereby resulting in an a
priori statistical power of 95%. Inputting the values described above in the application Power

Analysis and Sample Size (PASS), 2002 version, yielded a sample size of 2,191 subjects.

5.4.6 Ethical aspects

Participants read the informed consent form online before signing and authorizing
their voluntary participation. The study was approved by the Research Ethics Committee of
the Barretos Cancer Hospital under opinion no. 1.098.789. The study was conducted in

accordance with the principles expressed in the Declaration of Helsinki.
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5.4.7 Data collection instruments

5.4.7.1 Sociodemographic and clinical questionnaire and issues potentially associated with
the feeling of happiness

For the development of this questionnaire, the items were defined after meetings
among researchers from the Palliative Care and Quality of Life Research Group (GPQual) and
were based on a literature review and discussions about potential factors related to
happiness. Before proceeding to the main data collection, the first 50 individuals who
completed the questionnaire had their answers checked in order to assess for accuracy, the
frequency of missing items, and verification of SurveyMonkey's functioning. The
guestionnaire included sociodemographic characterization data, such as age, sex, marital
status, religion, and demographic region, as well as clinical characterization data, such as
personal perception of health and previously diagnosed health problems. Several items
addressed issues potentially associated with the perception of happiness (Supplementary

Material S2 [Tese, Anexo B]).

5.4.7.2 Pemberton Happiness Index (PHI-r)

This measure is composed of eleven items related to different areas of remembered
well-being (General, Hedonic, Eudaimonic, and Social Well-Being) and ten items related to
recently experienced well-being (previous day’s events). The items are answered on a Likert
scale, and the higher the scores, the greater the happiness. The sum of the scores produces
a combined well-being index (PHI-total) (Hervas and Vazquez, 2013). The Portuguese version
is valid and reliable for use in the Brazilian population through online surveys (Paiva et al.,
2016). In the present study, the PHI-remembered score (PHI-r), with a cut-off score of 7, was
used to define happiness, according to a validation study in Brazil (Paiva, et al.,, 2016).

Cronbach’s a value was 0.877.

5.4.7.3 Satisfaction with Life Scale (SWLS)

This instrument consists of five items that evaluate a cognitive component of life
satisfaction, and participants answer it on a seven-point scale, ranging from 1 (totally
disagree) to 7 (totally agree). In the Brazilian validation, the scale presented with Cronbach’s

a value of 0.89 (Gouveia, Barbosa, Andrade, & Carneiro, 2005). It is the most widely used
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scale for assessing overall satisfaction with life and has been implemented in several
languages and cultures, providing good psychometric indexes (Hutz, 2014; W. Pavot, Diener,

Colvin, & Sandvik, 1991). In the present study, Cronbach’s a value was 0.873.

5.4.8 Statistical Analysis

The sample was described using absolute and relative frequencies. The normality of
the data was tested using the Kolmogorov-Smirnov test. The Mann-Whitney or Kruskal-
Wallis chi-square and Fisher’s exact tests were used to analyze the relationship of the
instruments with the variables (univariate analysis) and to compare the scores between the
groups. For the multivariate analysis, logistic regression models (dichotomous independent
variable) and linear (continuous independent variable) were fitted. A significance level of 5%
was adopted for the tests, and the analyses were performed using SPSS v.21.0.

To create decision rules for discriminating between the two groups (PHI 27 vs. PHI <7),
we fitted a model using the decision tree technique, using the CHAID method (Magidson,

1993).

5.5 Results

The study included 2,151 participants representing the Brazilian general population.
The majority were female (n=1,672, 77.7%), white (n=1,509, 70.2%), aged 18 to 29 years
(n=940, 43.7%), married (n=1,020, 47.4%), and having completed more than 11 years of
schooling (n=1,891, 87.9%). The majority resided in the Southeast region of the country
(n=989, 46.0%) and lived in urban areas (n=2,096, 97.4%). Table 1 shows the
sociodemographic characteristics of the participants.

Univariate analyses were performed for each of the instruments used (PHI-r and
SWLS). Variables with p-values <0.05 were included in linear regression and multiple logistic
models, which were adjusted for age, gender, income, and schooling. The detailed results of
the univariate analyses are found in the supplemental materials (Supplementary Table S1,

S2 and S3 [Tese, Anexos C, D e E]).

5.5.1 Pemberton Happiness Index (PHI-r)
In the multiple linear regression model (considering PHI as a continuous variable),

being between 50 and 59 years old ($=0.6, p=<0.001) and residing in the North (B=0.5,
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p=<0.001) and South (B=0.5, p=<0.001) regions of the country were associated with higher
happiness scores and positive self-rated health (=0.9, p=<0.001), satisfaction with financial
circumstances (B=0.7, p=<0.001), and influence of spiritual/religious life (3=0.4, p=<0.001).
Regarding the daily lives of the participants, a higher frequency of family gatherings (B=0.4,
p=<0.001) and time for leisure ($=0.5, p=<0.001), as well as practicing physical activity >3
times per week (B=0.4, p=<0.001), were associated with higher PHI-r scores. In contrast,
previous diagnosis of psychological/psychiatric problems (B=-0.8, p=<0.001) and being
unemployed (B=-0.8, p=<0.001) were negatively associated with participants’ happiness
scores (Table 2).

A multiple logistic regression analysis was also performed with dichotomized PHI-r
(happy vs. not happy) as the independent variable. Age between 50 and 59 years (odds ratio
[OR]=2.4, p=<0.001) and residing in the South region (OR=1.9, p=<0.001) of the country were
also associated with higher levels of happiness, as well as satisfaction with financial
circumstances (OR=2.7, p=<0.001), positive self-rated health (OR=2.3, p=<0.001), influence
of spiritual/religious life (OR=1.8, p=<0.001) (OR=1.7, p=<0.001), and engaging in physical
activity >3 times per week (OR=1.8, p=<0.001). Having a previous diagnosis of
psychological/psychiatric problems (OR= 0.4, p=<0.001) and being female (OR=0.7,

p=<0.005) were negatively associated with happiness scores (Table 3).

5.5.2 Satisfaction with Life Scale (SWLS)

In the multiple linear regression model, higher satisfaction with life was associated
with satisfaction with financial circumstances (f=3.5, p=<0.001), happiness with work (B=3.1,
p=<0.001), positive self-rated health (=3.0, p=<0.001), time for leisure (B=1.6, p=<0.001),
frequency of family gatherings (B=1.3, p=<0.001), family income (B=1.5, p=<0.001),
spiritual/religious influence (B=1.1, p=<0.001), engaging in physical activity >3 times per
week (B=0.6, p=0.024) and volunteer work (B=0.7, p=0.019). Being unemployed (B=-2.7,
p=0.046) and having a previous diagnosis of psychological/psychiatric problems (B=-2.3,

p=<0.001) were negatively associated with the participants' satisfaction with life (Table 4).
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5.5.3 Decision Tree Model

A tool was also generated through the decision tree technique using the CHAID
method (Magidson, 1993) to discriminate between two groups according to the PHI-r (happy
vs. not happy).

The decision tree model generated simple decision rules to discriminate between
groups with their respective probabilities of correct discrimination. This type of model can
be particularly useful for rapid assessment. Among the variables, five remained as the most
important: satisfaction with financial circumstances, health self-assessment, previous
diagnosis of psychological/psychiatric problems, frequency of family gatherings, and
engagement in physical activity (Table 5).

The 5 important variables that remained in the decision tree model also stood out in
the linear regression and logistics analyses, in that all had an influence on satisfaction with

life (SWL) and the perception of happiness (PHI-r) (Table 6).

5.6 Discussion

This study aimed to identify possible predictors of the perception of happiness and
satisfaction with life in a sample of individuals from the Brazilian general population who use
social networks. A set of variables that positively influence the feeling of happiness and
satisfaction with life were found, which included satisfaction with financial circumstances,
health self-assessment, previous diagnosis of psychological/psychiatric problems, frequency

of family gatherings, and engagement in physical activity.

5.6.1 Main findings

Regarding the sociodemographic variables, gender and age deserve mention. Gender is
a sociodemographic variable that has been associated with inconsistent findings in the
literature regarding happiness, since it can be influenced by social origins and the cultural
contexts of each country (Moriyama, Tamiya, Kawachi, & Miyairi, 2018; Weech-Maldonado
et al.,, 2017). Some of the differences related to satisfaction with life may be due to the
different weights attributed by men and women to different dimensions of life, such as
occupational, social, health, or housing factors (Della Giusta, Jewell, & Kambhampati, 2011).

The relationship between age and happiness has also been investigated, and the

distribution of levels of happiness has been depicted as a U-shaped curve. This indicates that
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younger and older adults tend to have higher levels happiness compared to middle-aged
adults (Blanchflower & Oswald, 2008; Tiefenbach & Kohlbacher, 2013). In the present study,
more than 75% of participants were between 18 and 39 years of age. According to the
results, individuals between the ages of 40 and 70 reported being happier compared to
younger people. Analysis of individuals over 70 years old was hampered by the small number
of participants in this stratum.

In this study, having a job and being happy with it were important factors in the
happiness and satisfaction with life of the participants. Consistent with this finding, positive
associations have been found between being employed and happiness indexes (Raymo,
2015; Mehrdadi, Sadeghian, Direkvand-Moghadam, & Hashemian, 2016). In addition, job
satisfaction has been strongly correlated, among other things, with happiness and
satisfaction with life (Bruk-Lee, Khoury, Nixon, Goh, & Spector, 2009; Satuf et al., 2018).
Moreover, the chances of a person reporting happiness may be greater if the individual
evaluates the nature of their work positively (Satuf et al., 2018). This is because, likely for
many individuals, work also contributes to the development of identity and because the
assessment of work can have an impact on other spheres of life (Russell, 2008).

Although several studies provide evidence of an association between volunteer work
and increased levels of happiness (Dulin, Gavala, Stephens, Kostick, & McDonald, 2012;
Michele et al., 2017; Mui, Glajchen, Chen, & Sun, 2013; Tse, 2018), these effects have
greater meaning for older adults compared to younger groups (Kim & Pai, 2010; Huang,
2018) and the positive influences on happiness are greater in those with lower
socioeconomic status (Morrow-Howell, Hong, & Tang, 2009; Dulin et al.,, 2012). Being
involved in some type of volunteer activity in this study was associated with satisfaction with
life but not with happiness scores, which may be explained by the fact that most of the
participants were young, with high levels of schooling and income.

Leisure activities were associated with both happiness and satisfaction with life. In
addition to facilitating moments of relaxation, leisure activities often provide for social
interactions, which are positively conducive to happiness and satisfaction with life
(Milyavskaya & Koestner, 2011; Hart et al., 2018; Leversen, Danielsen, Birkeland, & Samdal,
2012; Cha, 2018; Adams, Leibbrandt, & Moon, 2011).

Another form of social interaction are family relations, since these are fundamental to

provide, among others things, financial and emotional support and, consequently, social and
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psychological support (Chiang & Lee, 2018). The quest for family harmony is considered an
important purpose of life that is also essential for maintaining the happiness of individuals
regardless of culture and age group (Glaw, Kable, Hazelton, & Inder, 2017). There is evidence
of an association between positive family relations and happiness (Raymo, 2015; Chiang &
Lee, 2018). The frequency of family gatherings (e.g., family lunches or dinners) was positively
associated with happiness and life satisfaction and was also an important item in the
decision tree. A previous study showed that having companionship during meals was
associated with higher happiness scores (Lobos, Lapo Mdel, & Schnettler, 2016).

A very widespread issue in Western society is whether "money brings happiness." Our
results show that, although family income was associated with higher satisfaction with life,
personal satisfaction with the money received tended to be more relevant, as it was
positively associated with happiness and satisfaction with life; it also was one of the items
present in the decision tree. How much money the individual alone earns does not predict
satisfaction in other areas of life (Rojas, 2011; Weech-Maldonado et al., 2017). Therefore, it
is possible to find happy people with very low incomes, which could explain why they
experience great satisfaction in other areas of their lives (Panadero et al., 2015; Vazquez,
2013). However, it is known that there is a positive relationship between family financial
satisfaction and happiness (Ngamaba & Soni, 2018). Although money cannot buy happiness,
it can, for example, make health care accessible, especially in regions with exacerbated
socioeconomic inequalities and scarce healthcare resources (Adesanya, Rojas, Darboe, &
Beogo, 2017). Therefore, the transition from poverty to moderate income is fundamental for
a family to meet its basic needs (Biswas-Diener & Diener, 2001). After meeting basic needs,
however, the additional income does not serve deeper needs in a lasting way, at least when
it is directed toward acquiring more material goods (North, Holahan, Moos, & Cronkite,
2008). Experiential purchases (such as vacations, travel, concerts, and meals away from
home) tend to bring more lasting happiness than material purchases. This is because,
compared to material goods, experiences are less prone to hedonic adaptation (Gilovich &
Kumar, 2015).

Health self-assessment, also called self-reported health, has been positively associated
with happiness (Chiang & Lee, 2018; Panadero et al., 2015; Ramirez de Arellano, 2014; Jo et
al., 2015; Ngamaba & Soni, 2018), even after the results of studies are controlled by relevant

socioeconomic phenomena (Panadero et al., 2015; Sabatini, 2014; Adesanya et al., 2017). In
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the present study, health self-assessment was shown to influence happiness and satisfaction
with life scores and to be a relevant item in the decision tree. What matters in the self-
assessment of health, which is a subjective assessment of the individual, is her/his feeling of
being in good or poor health, regardless of the actual number of illnesses present (Panadero
et al., 2015; Ramirez de Arellano, 2014; Matlin, 1966).

Scientific evidence indicates that the practice of physical activity is also positively
correlated with happiness scores (Lathia, Sandstrom, Mascolo, & Rentfrow, 2017; Maher et
al., 2013; Matheson, 2014) and that individuals are happier at times when they are more
physically active (Lathia et al.,, 2017). Such momentary happiness could be related to
underlying social interactions, as there are reports of more positive affects when individuals
are in social situations (William Pavot, Diener, & Fujita, 1990). Physical activity is also
probably linked to happiness by internal processes, as it provides a revitalizing effect, which
can increase the availability of resources for the pursuit of personal goals (Kanning &
Schlicht, 2010). In this study, practicing physical activity more than 3 times a week was
associated with happiness and satisfaction with life and was one of the relevant items in the
decision tree.

Being happy is not necessarily the opposite of being depressed. In any case, it seems
natural to assume that happiness is negatively associated with negative emotional traits
(Sato, et al., 2015), as well as other mental disorders (Touburg & Veenhoven, 2015). Average
happiness seems to be higher in countries that invest more in mental health, both in
absolute terms (more mental health professionals) and relative terms (share of investment
in mental health care in the total health budget), especially in developed nations (Touburg &
Veenhoven, 2015). Our results corroborate with previous studies that showed that
diagnoses of depression or anxiety are associated with lower levels of happiness (Liu et al.,
2016; Maher et al., 2013). Likewise, satisfaction with life was also strongly influenced by
mental health (Lombardo, Jones, Wang, Shen, & Goldner, 2018; Layard, Chisholm, Patel, &
Saxena, 2013).

Spirituality/religiosity (S/R) was another important factor in the happiness and
satisfaction with life of the participants from the Brazilian general population. The
relationship between S/R and satisfaction with life has been found to be positive (Lim &
Putnam, 2010; Doolittle, Courtney, & Jasien, 2015). Scientific evidence suggests that

individuals who regularly attend religious institutions build social networks but that the
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effect of the social relations arising from such encounters is contingent on the presence of a
strong religious identity (Lim & Putnam, 2010); moreover, there may be differences in the
experience of happiness and satisfaction with life in different spiritual/religious groups
(Ngamaba & Soni, 2018). At the same time, S/R is a means by which to achieve purpose in
life, to improve mental health, to establish well-being and to gain inner peace, which can

lead to happiness (Rizvi & Hossain, 2017).

5.7 Limitations of the study

This study had some limitations. The participants were recruited only through social
networks (Facebook and WhatsApp), which can contribute to internet access bias because
not all Brazilians have online access. The spontaneous interest in the subject may serve as
another selection bias insofar as the individuals were free to participate when receiving the
invitation through the social network. The discrepancy in the number of respondents of the
female gender promoted another limitation, besides the inequality in the number of

participants by region of the country, although all the brazilian regions were represented.

5.8 Strengths and practical perspectives

This study benefits from strengths with regard to its originality—namely, in Brazil,
there has been no other study to evaluate the predictors studied—and the large number of
its participants, all of the same nationality while residing in different regions. Once the
relevant predictors have been identified, it is possible to stimulate increases in their
frequencies of occurrence in the daily life of Brazilians, in an attempt to raise individual
levels of happiness and satisfaction with life.

In individuals with a history of psychological/psychiatric disorders, therapeutic
strategies focused on improving self-perceived health, as well as cognitive adjustment
regarding expectations of financial gain (i.e., satisfaction with financial circumstances) may
be important for the individual perception of happiness. Encouraging individuals to seek
closeness with family members can also be helpful in this context. However, these

therapeutic strategies need to be delineated and tested in future studies.
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5.9 Conclusions

The initial hypothesis of the study was confirmed, reinforcing that, although there is
great dissatisfaction with violence and corruption in the current Brazilian context, the
variables associated with happiness and satisfaction with life are individual and related to
healthy social interactions and simple everyday situations.

A set of variables predicted the perception of happiness and satisfaction with life of a
sample of individuals from the general Brazilian population using social networks. Being
satisfied with financial circumstances, having a positive perception in one’s self-evaluation of
health, having frequent family gatherings, engaging in physical activities >3 times a week,
and not having a previous diagnosis of psychological/psychiatric problems are variables that
"seem" to influence, in a positive way, the perception of happiness.

The decision tree model is simple and easy to interpret, and it can offer a convenient
application in clinical practice to identify possible risks for unhappiness and preventive

actions against these risks.
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Table 1. Demographic and socio-demographic characteristics of participants (n=2151).

Characteristics n %
Gender
Male 479 22.3
Female 1672 77.7
Race
White 1509 70.2
Black 86 4.0
Latino 484 22.5
Asian 55 2.5
Missing 17 0.8
Age (years)
18-29 940 43.7
30-39 703 32.7
40-49 288 13.4
50-59 156 7.3
60-69 52 2.4
270 12 0.6
Marital Status
Married or live married 1020 47.4
Windowed 30 1.4
Separated or divorced 129 6.0
Single 960 44.6
Other/Don’t know 12 0.6
Region where live
North 174 8.1
Northeast 240 11.2
Southeast 989 46.0
Midwest 182 8.5
South 566 26.3
Location where live
Urban area 2096 97.4
Rural area 55 2.6
Educational level
<8 years 35 1.6
8a 1l years 223 104
>11 years 1891 87.9
Missing 02 0.1
Has current professional activity
Yes 2068 96.1
No 83 3.9
Family income*
<3.9 minimum wages 435 20.2
24 minimum wages 1716 79.8
Has any religion
Catholic 1073 49.9
Evangelic 340 15.8
Spiritist 394 18.3
Outher 25 1.2
No formal religion 313 14.6
Atheist/Agnostic 06 0.3

*Brazilian minimum wage
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Table 2. Multiple linear regression for the evaluation of happiness-related characteristics
measured by the Pemberton Happiness Index (PHI-r) (n=2151).

Variables B (SE) Expo(B) 95% ClI p-Value
Constant 4.9 (0.1) - 47-5.2 <0.001
Age (years)
18-29 - - - -
30-39 0.1(0.1) 0.0 -0.1-0.2 0.315
40-49 0.3(0.1) 0.0 0.0-0.5 0.015
50-59 0.6 (0.1) 0.1 0.3-0.9 <0.001
60-69 0.6 (0.2) 0.0 0.1-1.0 0.019
=70 0.5(0.5) 0.0 -05-1.4 0.312
Country region of residence
Southeast - - - -
Center-West 0.0(0.1) 0.0 -0.3-0.3 0.986
Northeast 0.3(0.1) 0.0 0.0-0.5 0.021
North 0.5(0.1) 0.1 0.3-0.8 <0.001
South 0.5(0.1) 0.1 0.3-0.6 <0.001
Employed
Yes - - - -
No -0.8 (0.2) -0.1 -1.2-(-0.4) <0.001
Satisfaction with financial circumstances
Very much’ - - - -
Little? 0.7 (0.1) 0.2 0.6-0.9 <0.001
Self-assessed health
Poor? - - - -
Good* 0.9 (0.1) 1.8 14-25 <0.001
Prior psychological/psychiatric diagnosis
No - - - -
Yes -0.8 (0.1) -0.2 -0.9 - (-0.6) <0.001
Frequency of family gatherings
Little® - - - -
Very frequent® 0.4 (0.1) 0.1 0.3-0.6 <0.001
Influence of religious or spiritual life on
happiness
Little’ - - - -
Very much? 0.4 (0.1) 0.1 0.3-0.6 <0.001
Leisure time
Little’ - - - -
Very much? 0.5(0.1) 0.1 0.3-0.6 <0.001
Physical activity
Does not engaged in physical activity - - - -
1to 2 times per week 0.1(0.1) 0.0 -0.1-0.3 0.403
3 or more times per week 0.4 (0.1) 0.1 0.2-0.6 <0.001

Model adjusted for the following variables: age, gender, family income and education level (R?=0.266).
no/very little/more or less. 2very much/extreme. 3very poor/poor/neither poor nor good.
4good/very good. >no/very little/more or less. boften/always.
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Table 3. Logistic regression for the evaluation of happiness-associated characteristics
measured by the dichotomized Pemberton Happiness Index (PHI-r) (n=2151).

Variables OR 95% ClI p-Value
Constant 0.3 - <0.001
Gender

Male - - -

Female 0.7 0.5-0.9 0.005
Age (years)

18-29 1.0 (Reference)

30-39 1.1 09-1.3 0.513

40-49 1.7 1.2-23 0.002

50-59 2.4 1.6-3.8 <0.001

60-69 1.9 09-4.1 0.057

270 1.5 0.4-6.0 0.544
Region of the country in which you reside

Southeast 1.0 (Reference)

North 1.7 1.2-25 0.004

Northeast 14 1.0-2.0 0.034

Center-West 1.1 0.8-1.6 0.458

South 1.9 15-24 <0.001
Satisfaction with financial circumstances

Little' - - -

Very much? 2.7 2.1-34 <0.001
Influence of religious or spiritual life on
happiness

Little' - - -

Very much? 1.8 1.5-2.2 <0.001
Self-assessed health

Poor? - - -

Good* 2.3 1.7-3.1 <0.001
Prior psychological/psychiatric diagnosis

No - - -

Yes 0.4 0.3-0.5 <0.001
Frequency of family gatherings

Little® - - -

Very frequent® 1.7 1.4-2.1 <0.001
Physical activity

Do not engage in physical activity 1.0 (Reference)

1to 2 times per week 1.0 0.8-1.3 0.833

3 or more times per week 1.8 14-2.2 <0.001

Model adjusted for the following variables: age, gender, family income and education level (R?=0.267).
"no/very little/more or less. 2very much/extreme. 3very poor/poor/neither poor nor good. *good/very
good. >no/very little/more or less. ®often/always.
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Table 4. Multiple linear regression for the evaluation of characteristics associated with life
satisfaction, measured by the Satisfaction with Life Scale (SWLS) (n=2151).

Variables B (SE) Expo (B) 95% ClI p-Value
Constant 16.1 (0.5) - 15.1-16.9 <0.001
Employed
Yes - - -
No 2.7 (1.4) 0.0 -5.4-(-0.1)  0.046

Family income
<3.9x minimum wages - - -
>4x minimum wages 1.5(0.3) 0.1 0.8-2.1 <0.001
Volunteer work
No - - -
Yes 0.7 (0.3) 0.0 0.1-1.2 0.019
Satisfaction with financial circumstances
Little' - - -
Very much? 3.5(0.3) 0.2 2.9-4.0 <0.001
Self-assessed health
Poor? - - -
Good* 3.0(0.4) 0.1 2.3-3.7 <0.001
Prior psychological/psychiatric diagnosis
No - - -
Yes -2.3(0.3) -0.1 -29-(-1.8) <0.001
Frequency of family reunions
Little® - - -
Very frequent® 1.3(0.2) 0.1 0.8-1.8 <0.001
Influence of religious or spiritual life on
happiness
Little' - - -
Very much? 1.1(0.2) 0.1 06-1.6 <0.001
Leisure time
Little' -
Very much? 1.6 (0.3) 0.1 1.1-2.2 <0.001
Happiness with work
Little’ -
Very much? 3.1(0.2) 0.2 2.6-3.6 <0.001
Physical activity
Does not engage in physical activity - - -
1to 2 times per week 0.3(0.3) 0.0 -0.3-0.9 0.376
3 or more times per week 0.6 (0.3) 0.0 01-1.2 0.024

Model adjusted for the following variables: age, gender family income and education level (R>=0.362).
'no/very little/more or less. ?very much/extreme. 3very poor/poor/neither poor nor good. *good/very
good. °no/very little/more or less. often/always.

100



Table 5. Decision tree model with simple decision rules (considering the studied variables) to discriminate between the groups and their respective

probabilities of being considered happy or unhappy.

Unhappy Unhappy Happy Happy Happy Happy Happy
Variables (PHI <7) (PHI <7) (PHI 27) (PHI 27) (PHI 27) (PHI 27) (PHI 27)
Satisfaction with Financial Circumstances Little’ Little' Little' Little' Very much?  Very much? Very much?
And And And And And And And
Previous Psychiatric/Psychological Diagnosis Yes Yes No No Yes No No
And And
Self-Assessed Health Poor® Good*
And And
Little® Very
Frequency of Family Gatherings frequent®
And And
Oto2 >3
Practice of Physical Activity times/week times/week
Probability of Correct Prediction 90% 58.8% 50.2% 65.9% 68.9% 77.9% 86.4%

no/very little/more or less. 2very/extremely. 3very poor/poor/neither poor nor good.

4good/very good. °no/very little/more or less. ®often/always

101



102

Table 6. Influence of variables on the happiness and satisfaction with life scores.

Variables Happiness! Satisfaction with
Dic2 Cont’ Tree® Life?
Satisfaction with financial circumstances + + + +
Self-assessed health + + + +
Engagement in physical activity + + + +
Frequency of family gatherings + + + +
Prior psychological/psychiatric diagnosis + + + +
Spirituality/Religiosity + + - +
Age + + - -
Employed - + - +
Region of residence + + - -
Leisure activities - + - +
Gender + - - -
Family income - - - +
Volunteer work - - - +
Happiness with work - - - +

'PHI-r. *Satisfaction with Life Scale. 3Dichotomous variable (yes/no). “Continuous variable.
SResult of the decision tree using PHI-r as a dichotomous variable.
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6.1 The impact of the cancer experience on the perception of happiness of patients and

caregivers: a cross-sectional study

6.1.1 Abstract

Background: Although cancer patients have distressing symptoms and even health-related
changes in their quality of life, they also report positive emotional states. Informal caregivers
of cancer patients may also have their lives affected by cancer diagnosis, however, may also
find benefits in these experiences. Noticeable changes are reported in the priorities of
personal values after an oncologic diagnosis, which can cause important changes and lead
individuals to restructure their values and the way they perceive life. This study aims to
assess happiness/satisfaction with life and positive and negative affects in cancer patients
and informal caregivers compared with healthy people in the general population. Methods:
A cross-sectional study with participants recruited online in five regions of Brazil through the
social network site Facebook® and the application WhatsApp®. The survey was answered
using the SurveyMonkey® platform. A different sample of cancer patients and informal
caregivers, personally interviewed with the same forms, was grouped in the present analysis.
Variables with p-values <0.05 in univariate analysis were included in linear regression models
(stepwise, backward). Results: A total of 2,580 participants were included, of which 2,112
were representatives healthy of the general population, 342 were cancer patients and 126
were informal caregivers of cancer patients. In the multivariate analysis, cancer patients and
informal caregivers were happier compared with healthy people in the general population,
even after controlled by age, sex, educational, and income. Patients and caregivers had
lower scores on positive affects and higher scores on negative affects. Conclusions: Overall,

the conditions related to happiness, satisfaction with life and positive affects are similar for
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all groups. However, cancer patients and informal caregivers report increased rates of
happiness and satisfaction with life compared with theoretically healthy people, although
they have lower positive affect scores and higher negative affect scores. It is suggested that
cancer patients and caregivers of cancer patients are experiencing more difficulties
(suffering) on a daily basis. However, given the increased difficulties, they perceive life

differently, reporting that they are happier.

6.2 Keywords
Caregivers; Cancer, Happiness; Subjective well-being; Health Surveys; Patients; Personal

Satisfaction.

6.3 Introduction

The definitions of happiness are diverse; yet, most relate it to a multidimensional
construct or a positive emotional state with feelings of well-being. Happiness can be
considered synonymous with subjective well-being and satisfaction with life(* 2. Happiness is
an internal experience from which each individual issues a judgment about his or her life and
how and why he or she experiences it positively®>*. It is a consensus that regardless of how
happiness is understood, the human being is always in search of it*). Happiness indexes are
also used as indicators of economic growth and social development in several countries,
influencing the implementation of public policies®. Moreover, it is considered a basic human
goal by the United Nations(®).

Cancer is one of the diseases most feared by society due to the stigma of suffering
from its physical, emotional, social and spiritual effects. Although patients present with
distressing symptoms associated with disease progression and even changes in health-
related quality of life (HRQOL), they also report positive emotional states® 78, Caregivers of
cancer patients may also have their lives affected by the cancer diagnosis!®!! because they
help patients deal with functional, clinical, and psychosocial issues*?. All of these factors can
play a critical role in their mental health and quality of life®3 14, However, caregivers may
also find upsides in these experiences, which may be associated with better outcomes in
well-being and happiness(*>17),

Considering that the cancer diagnosis is the beginning of an unknown journey, the

path of this threatening experience can be marked by severe physical and emotional



105

traumas!’- 8, However, there are different ways of responding to the stressful nature of the
cancer experience!’®. From a psychological point of view, cancer can be considered a
psychosocial transition with potential for positive and negative changes®®. Perceptible
changes are reported in personal values priorities after a cancer diagnosis, which can cause
important changes and lead individuals to restructure their values and the way they perceive
life2% 21 One question worthy of further study is the relation between current suffering and
the perception of happiness/life satisfaction. Individuals suffering from a life-threatening
disease, such as cancer, can be happy? On the other hand, does the absence of negative
affects imply happiness? Aware of the suffering caused by cancer and the possibility of
posttraumatic growth with possible change in the perception of life, the aim of this study
was to evaluate the happiness/life satisfaction as well as the positive and negative affects in
cancer patients and informal caregivers of cancer patients compared with healthy people in
the general population.

With a focus on positive psychology, our main hypothesis was that cancer patients, as
well as informal caregivers of cancer patients, should report equal or higher levels of
happiness and life satisfaction when compared with healthy people, even reporting higher
levels of negative affects. In addition, patients who have faced cancer and believe that they
have eliminated it (such as cancer survivors), as well as patients who are 4 currently facing
cancer with a real chance of overcoming it (undergoing adjuvant chemotherapy) should
report higher levels of happiness and satisfaction with life when compared with patients

with no possibility of cure (palliative care only).

6.4 Methods
6.4.1 Study Design

A pooled analysis of two cross-sectional samples: (1) social media healthy users that
completed surveys using electronic tools; (2) cancer patients and informal caregivers of
cancer patients that answered face-to-face questionnaires.
6.4.2 Study participants

Individuals who have a Facebook® account and/or used the WhatsApp® application,

and caregivers of cancer patients and cancer patients treated at a cancer hospital.
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6.4.3 Study site

Participants from the five regions of Brazil were recruited online through the social
network site Facebook® and the WhatsApp® application. In brief, three different strategies
were used for the Facebook® survey: (1) From a total of 5,570 Brazilian cities, 300 of them
were randomly selected. One of the researchers (MCG) searched for Facebook® pages that
could be representative of the city (preferentially official prefectures pages) and requested
permission from the owners of that pages to post the link of the survey; (2) three university
professors from the northeast, northern and southern Brazilian regions were invited to post
the research link on their personal Facebook® pages; (3) the authors posted the link on their
personal pages. Additionally, some contacts from the authors were also contacted through
the WhatsApp® application. In this case, an explanatory text about the study was sent
together with the research link. In addition to being asked to respond to the questionnaire
online (using both Facebook® or WhatsApp®), they were encouraged to share the study
text/link with their own Facebook® and WhatsApp® contacts. The survey was answered
using the SurveyMonkey® platform. Unfortunately, since the data collector used for the
survey was the same in all the methodologies, it was not possible to identify accurately the
most effective survey strategy.

A convenience sample of cancer patients and informal caregivers was interviewed in
person using the same evaluation forms answered online. Three trained interviewers (two
research nurses and one medical student) collected all the data. Patients were recruited at
the oncology outpatient clinics and caregivers at two different institutional support houses,
where cancer patients and informal caregivers from other locations stay while being treated

in the city of Barretos.

6.4.4 Eligibility criteria

Individuals who met all inclusion criteria and no exclusion criteria were included.

General population participants: Inclusion criteria — Individuals of Brazilian nationality,
residing in the various Brazilian municipalities, who had a Facebook® account and/or used
the WhatsApp® application. Exclusion criteria - Under 18 years old.

Informal caregivers of cancer patient (people who were accompanying cancer patients
at the time of the interview, being familiar or not): Inclusion criteria — Individuals of Brazilian

nationality, aged > 18 vyears, who accompanied a cancer patient during their
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treatment/follow-up at the cancer hospital and who could read and write. Exclusion criteria -
Any relevant neuropsychiatric condition that would prevent the patient from understanding
and answering health questionnaires (according to the investigator).

Cancer patients: Inclusion criteria — Individuals with a histological diagnosis of cancer
of any histology or clinical stage, age between 18 and 75 years old, any sex, who could read
and write and were in one of the following treatment stages: no evidence of disease and no
cancer treatment for at least 2 years; under systemic adjuvant treatment; and under
exclusive palliative care. Exclusion criteria - Any relevant neuropsychiatric condition that
would prevent the patient from understanding and answering health questionnaires and
patients with hematological tumors. Neuropathological issues were identified by evaluation
of medical charts and as per investigator’s evaluation. No screening instrument for cognitive
impairment was used. With regards to the hematological cancers, they were excluded
because of logistical questions, since in the hospital hematological cancer patients are

treated in a different part of the hospital.

6.4.5 Sample size calculation

The sample size was calculated using the Power Analysis and Sample Size application
(PASS v. 2002) via multiple linear regression analysis with seven predictors and a priori
coefficient of determination (effect size) of R2=0.01, a=0.05 and $=0.05, thus resulting in an
a priori statistical power of 95%. The estimated sample size was 2,191 healthy participants.

Samples with cancer patients and caregivers of cancer patients were grouped in the
present study. The sample size of them was calculated in a separate study that aimed to
compare happiness levels according to different subgroups of patients: (1) survivors (no
evidence of disease and no antineoplastic treatment); (2) adjuvant therapy (no evidence of
disease but under antineoplastic treatment); (3) palliative care only (evidence of disease and
no antineoplastic treatment). Thus, assuming a rate of 70% and 50% of happy individuals in
groups 1 and 3, a=0.05, B=0.10, at least 100 patients for each group should be included.
Considering that caregivers would mainly be caring for patients whose profiles would be
similar of group 3, initial planning was that comparisons would be conducted between
caregivers and patients from group 3. Thus, the minimum number of caregivers was also
defined as 100.

Thus, the final sample comprised a minimum of 2,591 participants.
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6.4.6 Ethical aspects

Participants (in the online and face-to-face formats) read and signed the Informed
Consent Form (ICF) before agreeing to voluntary participation. The study was approved by
the Research Ethics Committee of the Barretos Cancer Hospital (opinion no. 1.098.789 and

1.114.730).

6.4.7 Data collection instruments
6.4.7.1 Questionnaire on socio-demographic and clinical characteristics and issues
potentially associated with feeling of happiness

For the development of this questionnaire, the items were defined after meetings
among researchers from the Palliative Care and Quality of Life Research Group (GPQual)
based on a literature review and discussions about potential factors related to happiness.
Before proceeding to the main data collection, the first 50 individuals who completed the
questionnaire had their answers checked in order to assess accuracy, frequency of missing
items, and verification of SurveyMonkey's functioning. The questionnaire included socio-
demographic characterization data, such as age, sex, marital status, religion, and
demographic region, as well as clinical characterization data, such as personal perception of
health and previously diagnosed health problems. Several items addressed issues potentially

associated with the perception of happiness (Supplementary Material 1 [Tese, Anexo F]).

6.4.7.2 Pemberton Happiness Index (PHI)

The PHI consists of eleven items related to different domains of remembered well-
being (general, hedonic, eudaimonic and social) and ten items related to recently
experienced well-being (previous day’s events). The higher the scores are on the Likert scale,
the greater the happiness. The sum of the items produces a combined well-being index
(total PHI)?2), The Portuguese version is valid and reliable for use in the Brazilian population
through online surveys(?3. In the present study, the PHI-remembered (PHI-r) score was used.

The Cronbach’s o was 0.877.

6.4.7.3 Satisfaction with Life Scale (SWLS)
The SWLS consists of five items that evaluate a cognitive component of life

satisfaction, and participants answer on a seven-point scale, ranging from 1 (totally disagree)
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to 7 (totally agree). In the Brazilian validation®® the Cronbach’s a was 0.89. This scale is the
most widely used scale for assessing overall life satisfaction and has been implemented in
several languages and cultures, providing good psychometric index®> 26). In the present

study, Cronbach’s o was 0.873.

6.4.7.4 Diener and Emmons' Positive and Negative Experience Scale (PNES)

The PNES seeks to assess subjective well-being and the constructs positive and
negative affects. The PNES was originally composed of nine items (four positive and five
negative), which are answered on a 7-point Likert scale®. In a previous Brazilian study, the
scale included 10 items with the addition of the item “optimistic” and revealed adequate
psychometric parameters(?’). In the present study, the Cronbach’s o was 0.803 (positive

affect) and 0.746 (negative affect).

6.4.8 Statistical analysis

The sample was described using absolute and relative frequencies. Data from
participants that answered at least to PHI and SWLS were included in the statistical analysis.
The data normality was tested using the Kolmogorov-Smirnov test. Initially, each variable
potentially related to study outcomes (PHI, SWLS, PNES scores) was associated with
happiness, life satisfaction, and negative/positive affect scores. The categorical variables
with 2 and 3 categories were compared by means of the Mann-Withey and Kruskal-Wallis
tests, respectivelly. Only variables with p <0.05 in the univariate analyses were included in
the multiple linear regression models, which were adjusted for age, sex, income, and
education. A significance level of 5% was adopted, and the analyses were performed in SPSS
v.21.0.

Additional analyses were conducted to compare individual item scores from PHI
between groups of participants by means of Kruskal-Wallis test. Scores from items that
evaluate "personal growth" and "meaning in life", as well as an item that measures "ability
to enjoy small things in daily life", were chosen. Additionally, an item measuring "bad
moments in daily life" was chosen to validate the hypothesis of greater happiness
perception in those facing cancer (informal caregiver and cancer patients) even reporting
more suffering / negative affects in daily life. Main contents and item descriptions of the

selected PHI items are as follows: eudaimonic well-being/life meaning ("l think my life is
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useful and worthwhile"); eudaimonic well-being/personal growth ("My life is full of learning
experiences and challenges that make me grow"); hedonic well-being /positive affect (|
enjoy a lot of little things every day); and hedonic well-being /negative affect ("I have a lot of

bad moments in my daily life").

6.5 Results

A total of 2,580 participants were included in the study, of which 2,112 (81.9%) were
representatives healthy of the general population, 342 (13.3%) were cancer patients and 126
(4.9%) were informal caregivers of cancer patients. The majority was female (76.0%), white
(67.0%), 18-29 years old (38.1%), married (49.1%), resided in the southeastern region of the
country (47.6%) and lived in an urban area (95.9%). Table 1 presents the socio-demographic
characteristics of the study participants. Supplementary Figure 1 [Tese, Anexo G]) shows
the flowchart of study participant selection.

Univariate analyses were performed for each of the instruments used (PHI-r, SWLS,
PNES). Statistically significant variables were included in adjusted multiple linear regression
models. The detailed results of the univariate analyses are presented in the supplemental

materials (Supplementary Materials 2 to 5 [Tese, Anexo H, |, J e K]).

6.5.1 PHI-r

In the multivariate model, the informal caregivers (=0.8, p<0.001) and cancer patients
(B=0.5, p<0.001) presented higher rates of happiness in relation to the general population.
Positive self-assessment of health (B=0.6, p<0.001) and reporting optimism (B=1.4,
p=<0.001) were associated with increased happiness scores. Regarding the aspects of the
participants’ daily life, a higher frequency of family gatherings (B=0.4, p<0.001), contacts
with nature ($=0.2, p=0.044), leisure moments (f=0.3, p<0.001), and physical activity >3
times per week (B=0.3, p<0.001) were associated with higher PHI scores in the multivariate
model. By contrast, previous diagnosis of depression (f=-0.7, p<0.001), anxiety (B=-0.3,
p<0.001) and other psychiatric/psychological problems (B=-0.7, p=0.002) were negatively

associated with the participants’ happiness scores (Table 2).

6.5.2 SWLS
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In relation to life satisfaction, informal caregivers (=2.9, p<0.001) and the cancer
patients (=0.9, p=0.051) had higher scores than the general population. In the multivariate
model, greater life satisfaction was associated with positive self-assessment of health (f=2.3,
p<0.001), optimism (B=3.4, p<0.001), happiness with work (B=2.4, p<0.001) and satisfaction
with financial issues (f=3.4, p<0.001). Being separated or divorced (Bf=-2.0, p<0.001) and
having previous diagnosis of depression (f=-2.5, p<0.001) or anxiety (B=-0.9, p=0.002) were

negatively associated with life satisfaction (Table 3).

6.5.3 PNES

Higher positive affect scores were associated with participants who reported optimism
(B=5.2, p<0.001), positive self-assessment of health (B=1.2, p=0.001), happiness with work
(B=1.5, p<0.001), satisfaction with financial issues (=1.9, p<0.001) and moments of leisure
(B=1.7, p<0.001). Lower positive affect levels were noted in cancer patients (B=-3.8, p<0.001)
and informal caregivers (f=-2.0, p<0.001) compared with the general population. Previous
diagnosis of depression (B=-2.1, p<0.001), anxiety (B=-0.9, p<0.001), some other
psychiatric/psychological problem (B=-1.4, p=0.027) and not having a job (B=-1.0, p=0.007)
were also associated with lower positive affect levels (Table 4).

Subsequently, higher levels of negative affects were observed in informal caregivers
(B=3.6, p<0.001) and cancer patients (B=2.3, p<0.001) in relation to the general population.
Individuals with a previous diagnosis of depression (B=2.2, p<0.001) and anxiety (B=1.5,
p<0.001) also exhibited higher negative affect levels. By contrast, a positive self-assessment
of health (B=-0.7, p=0.005), optimism (PB=-3.5, p<0.001), happiness with work (B=-1.3,
p<0.001), satisfaction with financial issues (B=-0.9, p<0.001) and not having a sick loved one

(B=-0.5, p=0.005) were associated with lower negative affect levels (Table 5).

6.5.4 Analyses among patient groups

To better understand whether the results identified in the regression analyses applied
to all patients, instrument scores were compared among three groups of patients: survivors
(no evidence of disease and no antineoplastic treatment); adjuvant therapy (no evidence of
disease but under antineoplastic treatment); and palliative care only (evidence of disease
and no antineoplastic treatment). Figure 1 reveals that the scores are similar between

survivors and patients receiving adjuvant therapies; however, palliative care-only patients
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have lower PHI-r, SWLS and positive affect scores. No significant differences between the

medians of negative affects were noted among the three groups.

6.5.5 PHI individual scores

Median and interquartile range (IQR) values of PHI items were compared between
cancer patients, informal caregivers and healthy people: “life meaning” item (cancer
patients=10(1); caregivers=10(1); general population=9(3); p<0.001); “personal growth” item
(cancer patients=10(2); caregivers=10(2); general population=9(4); p<0.001); “enjoy little
things” item (cancer patients=10(2); caregivers=9(3); general population=7(4); p<0.001); and
“bad moments” item (cancer patients=5(6); caregivers=6(5); general population=3(5);

p<0.001).

6.6 Discussion

In this study, the perceptions of happiness, life satisfaction and positive and negative
affects of a population of cancer patients and informal caregivers of cancer patients were
measured and compared with the perceptions of healthy individuals from the general
population who are social network users. Linear regression analyses confirmed the
association of several personal, health, financial and work characteristics, leisure activities
and rest with greater perceptions of happiness, life satisfaction and positive affects. Even
after adjusting for age, sex, income and education, cancer patients and informal caregivers
were happier compared with healthy people from the general population. Interestingly,
patients and caregivers presented lower positive affect scores and higher negative affect
scores. The results prompted us to formulate the concept that even with more problems in
daily life (which generate more negative affects), individuals suffering from cancer or with a
loved one suffering from cancer feel happier and more satisfied with life likely due to

changing expectations about the future and valuing simpler aspects of everyday life.

6.6.1 Main findings

The feeling of happiness is subject to a wide range of external influences; however,
hereditary components are present that can be explained by the genetic architecture of the
personality and are responsible for 30% to 50% of the scores variance!® 28 29, The “genetics

of happiness” and personality traits maintain relatively constant happiness scores over time.
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However, engaging in activities that promote increased happiness may also potentially
improve positive feelings levels for significant periods of time. In this study, the final linear
regression models explained between 54% and 65% of the variance in the participants’
scores of happiness, life satisfaction and positive and negative affects, suggesting that the
remaining percentage of variance may be explained by genetic or personality-specific
aspects, which were not investigated.

In the present study, the characteristics associated with higher happiness scores
enhance the multidimensional nature of the “happiness” construct. Some categories of
factors that tend to positively influence the general population’s sense of happiness have
been described in prior studies, such as optimism, pursuit of goals and purposes, acts of
kindness, expression of gratitude, financial satisfaction, physical exercise, social
relationships, rest, and altruism®%32), The present study was the first to detail happiness-
related conditions in a large sample of the Brazilian population using properly validated
tools.

For an adequate understanding of the results of this study, it should be emphasized
that the scales used tend to measure slightly different constructs. The PNES uses more direct
guestions and investigates more transient life aspects. The SWLS and PHI-r include more
reflective questions, addressing existential aspects. Some examples of such items are: from
SWLS, "As much as possible, | have achieved the important things | want out of life"; from
PHI, "My life is full of learning experiences and challenges that make me grow," and "l enjoy
a lot of little things every day”. These differences explain why patients and informal
caregivers have less positive and more negative affects and simultaneously better happiness
and life satisfaction scores, which at first pass would appear illogical. Aiming to validate this
finding, a different analysis was performed. Scores from items that evaluate "personal
growth" and "meaning in life", as well as the item that measures "ability to enjoy small
things in daily life", were higher among patients and caregivers in comparison with healthy
people. Again, both patients and caregivers reported higher scores of "bad moments in daily
life" item when compared with healthy people.

Patients with cancer and cancer survivors who are happy tend to have a better quality
of life and fewer symptoms compared with unhappy patients. In addition, happier cancer
patients are more likely to report positive expectations about the future; have more life

goals, optimism and hope, and positive changes within their relationships; are better at
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coping with problems; and have higher spirituality levels!® 21 33) Acceptance of the cancer
diagnosis and the “path” through treatment are often seen as psychosocial and spiritual
transitions, which can lead to restructuring of values, reflecting how patients assess life and
their sense of happiness?% 21), Thus, it is important to evaluate happiness in cancer patients
and to seek methods to stimulate it, i.e., through support during treatment or stimulation
for the development of positive characteristics unrelated to the disease or its treatment. The
role of the health professional should not be limited exclusively to issues related to the
disease itself.

The well-being of informal caregivers of cancer patients is also affected by the cancer
diagnosis’® 1), Caring for suffering patients can cause a significant negative emotional load
in their caregivers as well as fatigue, physical exhaustion, etc. Despite these negative
parameters, caregivers of cancer patients may presente high well-being levels that are
influenced by characteristics and events inherent to their own life and the life of those for
whom they carel”),

According to a Buddhist aphorism, “we all want to be happy and not suffer”. However,
the results of this study suggest that suffering (self and/or evidenced in someone close),
although undesirable, has a role in individual growth in healthy individuals or individuals
with chronic diseases (such as cancer)> 17. 20. 21) ' |n cancer patients exclusively receiving
palliative care, the perception of happiness and life satisfaction was reduced compared with
the other groups of cancer patients, as expected. In these patients, physical (pain, fatigue,
nausea, dyspnea, among others) and psychosocial suffering are high, especially at the end of
life. After adequate control of physical and psychological symptoms, strategies focused on
problem solving, personal issues, forgiveness and dignity therapy may play a fundamental
role in the existential domain. If managed properly, these patients will probably report
higher happiness and life satisfaction scores. However, this hypothesis needs to be tested in
future studies.

A comparative study®® between students from Brazil and Norway evaluated the use
and efficiency of 14 strategies in regulating emotion with the aim of stopping anger, anxiety
and sadness. Norway and Brazil were chosen because they were thought to represent,
respectively, individualistic and collectivistic cultures. In general, the Norwegians used a
greater number of strategies than the Brazilians. Cultural differences were suggested by

comparatively high user ratings of "working", "acting out", and "go for a walk" for
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Norwegians, and "relaxation" and "entertainment" for Brazilians. The "pray to God" strategy
was also higher used by Brazilians than Norwegians. Thus, it is suggested that people from
collectivist countries (such as Brazil) seek strategies for regulating emotions that foster
individualism and self-knowledge. In the present study, at the time of emotional crisis
(cancer diagnosis), the Brazilian participants presented higher scores of happiness and
satisfaction with life, which may suggest that the pursuit of self-knowledge and
individualization could have lead to personal growth. However, subsequent studies need to

be designed to explain these findings.

6.6.2 Strengths and weaknesses

This study has some limitations, such as the participating patients’ caregivers were not
evaluated and there was no information about the conditions of the patients who the
participating caregivers were accompanying; however, it was assumed that they were
patients with reduced functionality given that many patients do not need caregivers when
they are in good physical condition. Although the social media healthy participants were
selected from the general population, they probably do not characterize and represent the
entire Brazilian population.

By contrast, the study is original because no other study has been conducted in Brazil
that evaluates the constructs studied in the different groups addressed and because the
feeling of happiness is rarely measured in cancer patients. In addition, it was possible to
make a comparison with a large population of the same nationality and from different
regions.

The pooled analysis of a general population and people facing the condition of a
cancer, whether patient or caregiver, has its limitations. Although statistical adjustment
techniques have been used, the combined populations are of different profiles and can be
considered a potential selection bias. Compared with the last Brazilian population census,
our sample agrees that the most populous region is the Southeast, as well as the largest
number of white Brazilians living in urban areas and Catholics; on the other hand, our study
included a more expressive number of women, with a higher income and educational level
than the general population described in the census. Regarding the mode of administration
(on-line and face-to-face), previous comparative studies®> 36) has shown no or only small

magnitude influence on the responses to the questionnaires. Moreover, the authors were
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careful to use the same research instruments of data collection and to properly train the

interviewers to standardize data collection.

6.7 Conclusions

The conditions related to the perception of happiness and life satisfaction as well as
negative and positive affects were identified. Overall, the conditions related to happiness,
life satisfaction and positive affects are similar. However, contrary to what was expected,
cancer patients and informal caregivers of cancer patients reported higher levels of
happiness and life satisfaction compared with healthy people, even though they had lower
positive affect scores and higher negative affect scores. These individuals are probably
experiencing more difficulties (suffering) in daily life. However, given their condition, they

perceive life differently and report being happier.
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Table 1 - Socio-demographic characteristics of participants (n=2580).
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Characteristics Total General Cancer Family p-value
(n=2580) Population Patients caregivers
(n=2112) (n=342) (n=126)
n (%) n (%) n (%) n (%)
Gender <0.001
Male 620 (24.0) 479 (22.3) 122 (35.7) 28 (22.2)
Female 1960 (76.0) 1672 (77.7) 220 (64.3) 98 (77.8)
Race (ethnicity) <0.001
White 1729 (67.0) 1483 (70.2) 207(60.5) 39 (31.0)
Black 131(5.1) 83(3.9) 30(8.8) 18 (14.3)
Latino 633 (24.5) 476 (22.5) 90 (26.3) 67 (53.2)
Asian 64 (2.5) 55 (2.6) 07 (2.0) 02 (1.6)
Missing 23 (0.9) 15 (0.7) 08 (2.3) 00 (0.0)
Age (years) <0.001
18-29 983 (38.1) 938 (44.4) 17 (5.0) 28 (22.2)
30-39 765 (29.7) 699 (33.1) 24 (7.0) 42 (33.3)
40-49 364 (14.1) 277 (13.1) 68 (19.9) 19 (15.1)
50-59 292 (11.3) 141 (6.7) 124 (36.3) 27 (21.4)
60-69 133 (5.2) 47 (2.2) 78 (22.8) 08 (6.3)
270 42 (1.6) 10 (0.5) 30(8.8) 02 (1.6)
Missing 01 (0.0) 00 (00) 01 (0.3) 00 (0.0)
Marital Status <0.001
Married or live married 1266 (49.1) 1002 (47.4) 189 (55.3) 75 (59.5)
Windowed 64 (2.5) 24 (1.1) 35 (10.2) 05 (4.0)
Separated or divorced 179 (6.9) 123 (5.8) 48 (14.0) 08 (6.3)
Single 1053 (40.8) 951 (45.0) 64 (18.7) 38 (30.2)
Other / Do not Know 18 (1.4) 12 (0.6) 06 (1.8) 00 (0.0)
Region where live <0.001
North 244 (9.5) 168 (8.0) 19 (5.6) 57 (45.2)
Northeast 264 (10.2) 240 (11.4) 06 (1.8) 18 (14.3)
Southeast 1228 (47.6) 964 (45.6) 264 (77.2) 00 (0.0)
Midwest 273 (10.6) 179 (8.5) 46 (13.5) 48 (38.1)
South 571 (22.1) 561 (26.6) 07 (2.0) 03 (2.4)
Location where live <0.001
Urban Area 2473 (95.9) 2060 (97.5) 312 (91.2) 101 (80.2)
Rural Area 107 (4.1) 52 (2.5) 30(8.8) 25 (19.8)
Educational Level <0.001
<8 years 259 (10.0) 26 (1.2) 186 (54.4) 47 (37.3)
8to 11 years 349 (13.5) 218 (10.3) 77 (22.5) 54 (42.9)
>11 years 1970 (76.4) 1866 (88.4) 79 (23.1) 25 (19.8)
Missing 02 (0.1) 02 (0.1) 00 (0.0) 00 (0.0)
Professional activity currently <0.001
Yes 2427 (94.1) 2030 (96.1) 282 (82.5) 115 (91.3)
No 153 (5.9) 82 (3.9) 60 (17.5) 11 (8.7)
Family income* <0.001
<3.9 minimum wages 703 (27.2) 413 (19.6) 185 (54.1) 105 (83.3)
>4 minimum wages 1877 (72.8) 1699 (80.4) 157 (45.9) 21 (16.7)
Has any religion <0.001
Catholic 1310 (50.8) 1058 (50.1) 197 (57.6) 55 (43.7)
Evangelic 436 (16.9) 333 (15.8) 94 (27.5) 09 (7.1)
Spiritist 413 (16.0) 382 (18.1) 30(8.8) 01 (0.8)
Other 28 (1.1) 24 (1.1) 02 (0.6) 02 (1.6)
No formal religion 387 (15.0) 309 (14.6) 19 (5.6) 59 (46.8)
Atheist or agnostic 06 (0.2) 06 (0.3) 00 (0.0) 00 (0.0)

*Brazilian minimum wage.
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Table 2 - Multiple Linear Regression for evaluation of happiness associated characteristics
measured by PHI-r (n=2580).

Variables B (SE) 1C95% p-Value

Constant 4.4 (0.2) 41-4.38 <0.001
Participants
General population -
Caregivers of cancer patients 0.8 (0.2) 04-1.1 <0.001
Cancer patients 0.5(0.1) 0.2-0.8 <0.001
Feeling of happiness with the professional activity
Little’ -
Much? 0.6 (0.1) 0.5-0.8 <0.001
Self-assessment of health
Bad?® -
Good * 0.6 (0.1) 0.4-0.8 <0.001
Diagnosis of depression
No - - -
Yes -0.7(0.1) -0.9-(-0.4) <0.001
Diagnosis of anxiety
No - - -
Yes -0.3(0.1) -0.5-(-0.1) <0.001
Other psychological/psychiatric problem
No - - -
Yes -0.7(0.2) -1.2-(-0.3) 0.002
Current professional activity
Yes - - -
No -0.3(0.1) -0.6-(0.0) 0.028
Satisfaction with financial issues
Little’ - - -
Much? 0.5(0.1) 0.4-0.6 <0.001
Frequency of family gatherings
Little® - - -
Much® 0.4 (0.1) 0.2-0.5 <0.001
Influence of religious or spiritual life on happiness
Little’ -
Much? 0.3(0.1) 0.2-0.5 <0.001
It is considered
Pessimistic -
Neither optimistic nor pessimistic 0.7 (0.1) 0.4-0.9 <0.001

Optimistic 1.4 (0.1) 1.1-1.6 <0.001
Contact with nature
Little® -
Much® 0.2 (0.1) 0.0-0.3 0.044
Leisure time
Little' -
Much? 0.3(0.1) 0.2-0.5 <0.001
Physical activity
Don’t practice physical activity -
1 a 2 times per week 0.0(0.2) -0.1-0.2 0.825
3 or more times per week 0.3(0.1) 01-04 <0.001

Model adjusted for the variables: age, gender, family income and education level (R?=0.598).
nothing/very little/more or less. 3fairly/extremely. 3very poor/poor/neither bad nor good. *good/very
good. *nothing/very little/more or less. °many times/always.
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Table 3 - Multiple Linear Regression for evaluation of characteristics associated with
satisfaction with life, measured by SWLS (n=2580).

Variables B (SE) 1C95% p-Value
Constant 15.1(0.7) 13.8-16.4 <0.001
Participants
General population - - -
Caregivers of cancer patients 2.9 (0.6) 1.7.-4.2 <0.001
Cancer patients 0.9 (0.5) 0.0-1.9 0.051

Marital status
Married or live married - - -

Windowed -1.1(0.7) -2.6-0.3 0.116

Separated or divorced -2.0(0.4) -2.9(-1.1) <0.001

Single -0.2 (0.3) -0.7-0.3 0.536
Feeling of happiness with the professional activity

Little’ - - -

Much? 2.4 (0.2) 1.9-2.9 <0.001
Self-assessment of health

Bad? - - -

Good * 2.3(0.3) 1.7-2.9 <0.001
Diagnosis of depression

No - - -

Yes -2.5(0.4) -3.4—(-1.7) <0.001
Diagnosis of anxiety

No - - -

Yes -0.9 (0.3) -1.5-(-0.3) 0.002
Place of residence (Brazilian region)

Southeast - - -

Midwest -0.9 (0.3) -1.6 - (-0.2) 0.016

Northeast -0.7 (0.4) -1.4-0.1 0.080

North 0.4 (0.4) -0.4-1.2 0.303

South 0.1(0.3) -0.5-0.6 0.898
Satisfaction with financial issues

Little’ - - -

Much? 3.4(0.2) 2.9-3.9 <0.001
Frequency of family gatherings

Little® - - -

Much® 1.3(0.2) 0.9-1.8 <0.001
Influence of religious or spiritual life on happiness

Little’ - - -

Much? 1.1 (0.2) 0.6-1.6 <0.001
It is considered

Pessimistic - - -

Neither optimistic nor pessimistic 1.5 (0.5) 0.6-2.5 0.002

Optimistic 3.4 (0.5) 25-4.4 <0.001
Leisure time

Little’ - - -

Much? 1.4(0.2) 0.9-19 <0.001

Physical activity
Don’t practice physical activity -
1 a 2 times per week 0.3(0.3) -0.2-0.9 0.230
3 or more times per week 0.8(0.3) 0.2-1.3 0.004

Model adjusted for the variables: age, gender, family income and education level (R?=0.633).
nothing/very little/more or less. *fairly/extremely. 3very poor/poor/neither bad nor good. *good/very
good. *nothing/very little/more or less. °many times/always.



Table 4 - Multiple Linear Regression for evaluation of characteristics

affects measured by PNES (n=2580).
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associated with positive

Variables

B (SE)

1C95%

p-Value

Constant
Participants
General population
Caregivers of cancer patients
Cancer patients
Current professional activity
Yes
No
Voluntary activity
No
Yes
Voluntary financial donation
No
Yes
Influence of religious or spiritual life on happiness
Little’
Much?
Self-assessment of health
Bad?
Good *
Diagnosis of depression
No
Yes
Diagnosis of anxiety
No
Yes
Other psychological/psychiatric problem
No
Yes
Frequency of family gatherings
Little®
Much®
Satisfaction with financial issues
Little’
Much?
It is considered
Pessimistic
Neither optimistic nor pessimistic
Optimistic
Leisure time
Little’
Much?
Physical activity
Don’t practice physical activity
1 a 2 times per week
3 or more times per week

17.9(0.5)

-2.0(0.5)
-3.8(0.4)

-1.0(0.4)

0.3(0.2)
0.7 (0.2)
0.5(0.2)

1.2 io.z)

2.1(0.3)

-0.9(0.2)

-1.4(0.6)

0.7 (0.2)
1.9 io.z)

2.1(0.4)
5.2 (0.4)

1.7(0.2)

0.2(0.2)
0.5(0.2)

16.9-18.9

2.9-(-1.1)
-4.5 - (-3.0)

1.7-(-0.3)

0.0-0.7

03-11

0.1-0.9

0.7-1.6

2.8—(-1.5)

-1.4-(-0.4)

2.6-(-0.2)

03-1.0

15-2.2

1.3-29
45-6.0

1.3-21

-0.3-0.6
0.1-0.9

<0.001

<0.001
<0.001

0.007

0.092

<0.001

0.006

0.001

<0.001

<0.001

0.027

<0.001

<0.001

<0.001
<0.001

<0.001

0.487
0.010

Model adjusted for the variables: age, gender, family income and education level (R?=0.651).
nothing/very little/more or less. 2 fairly/extremely. 3very poor/poor/neither bad nor good. *good/very good.

°nothing/very little/more or less. °many times/always.
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Table 5 - Multiple Linear Regression for evaluation of characteristics associated with negative

affects measured by PNES (n=2580).

Variables

B (SE)

1C95%

p-Value

Constant
Participants
General population
Caregivers of cancer patients
Cancer patients
Feeling of happiness with the professional activity
Little’
Much?
Self-assessment of health
Bad?
Good *
Sickness in a close person (a loved one)
Yes
No
Diagnosis of depression
No
Yes
Diagnosis of anxiety
No
Yes
Satisfaction with financial issues
Little’
Much?
It is considered
Pessimistic
Neither optimistic nor pessimistic
Optimistic
Leisure time
Little’
Much?
Physical activity
Don’t practice physical activity
1 a2 times per week
3 or more times per week

17.7(0.5)

3.6 io.s)
2.3(0.4)

-1.3(0.2)

0.7 (0.2)

-0.5(0.2)
2.2(0.3)

1.5(0.2)

-0.9(0.2)

-1.7 (0.4)
-3.5(0.4)

-0.9(0.2)

0.0(0.2)
-0.6 (0.2)

16.7-18.8

2.7-45
16-3.0

-1.6 - (-0.9)

1.1-(-0.2)

-0.8-(-0.1)

15-28

1.0-19

-1.3-(-0.5)

-2.5-(-0.9)
4.2 —-(-2.7)

-1.3-(-0.5)

-04-05
-0.9-(-0.1)

<0.001

<0.001
<0.001

<0.001

0.005

0.005

<0.001

<0.001

<0.001

<0.001
<0.001

<0.001

0.901
0.006

Model adjusted for the variables: age, gender, family income and education level (R>=0.544).

'nothing/very little/more or less. *fairly/extremely. 3very poor/poor/neither bad nor good. *good/very

good. *nothing/very little/more or less. °many times/always.
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Figure 1 Comparisons of PHI-r, SWLS, and PNES scores between patients with cancer undergoing different
phases of disease. PHI-r (A), SWLS (B), PNES-positive (C), and PNES-negative (D) median scores were compared
among three groups of patients: survivors (no evidence of disease and no antineoplastic treatment); adjuvant
therapy (no evidence of disease but under antineoplastic treatment); and palliative care only (evidence of
disease and no antineoplastic treatment). Legend: PHI-r, remembered Pemberton Happiness Index; SWLS,
Satisfaction with Life scale; PNES, Diener and Emmons' Positive and Negative Experience Scale
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7.1 What Is Missing for You to Be Happy? Comparison of the Pursuit of Happiness Among
Cancer Patients, Informal Caregivers, and Healthy Individuals

7.1.1 Abstract
Context: After cancer diagnosis, personal value priorities may change in a way that would

transform such values and how life is perceived by cancer patients and their caregivers,
including happiness and its pursuit. Objectives: The objective of the study was to analyze and
compare what cancer patients, informal caregivers, and healthy population believe that
would make them happy. Methods: A qualitative content analysis was performed on the
responses to a single question: “What is missing for you to be happy?” Narratives of cancer
patients (n=242, face-to-face interview), informal -caregivers (n=125, face-to-face
interview), and healthy participants (n=1,671, recruited through social media, online
survey) were analyzed. Word clouds were created for each group of participants. Contents
were identified and frequencies were compared among participants by means of chi-square
and Fisher's exact tests. Results: Overall, participants were pursuing better health (n = 288,
14.1%), better interpersonal relationships (n =456, 22.4%), money (n =412, 20.2%), and
work-related aspects (n = 481, 23.6%). Cancer patients and informal caregivers sought better
health and cure more often than when compared to healthy people (P < 0.001). Among
cancer patients, survivors' profile tended to be similar to that of the healthy population
concerning what they need to be happy. Unexpectedly, “cure” (22.7%) was more frequent
among participants with incurable cancer. Conclusion: Regardless of the group they were in,
participants sought happiness in what they considered to be important to their lives, but it

was something they did not have at the time of the interview. Psychoeducational and
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cognitive-behavioral strategies focused on how to deal with life expectations among people

facing cancer are awaited.

7.2 Keywords

Happiness, Subjective well-being, Cancer, Caregiver, Pursuit

7.3 Introdution

Happiness is a subjective experience that represents one of the main goals in human
life.>2 It is an experience of contentment or positive well-being, in association with the
feeling that life is good, meaningful, and valuable.? Happiness is an internal experience that
serves as a basis for each individual to judge his or her own life and “how” and “why”’ they
experience it in a positive manner.*® It is a complex concept for which many definitions are
available in the literature.”® Although poorly understood, it is hardly pursued.®° In other
and simpler words, happiness is the assessment of how much we like the life we live.>!! The
United States Constitution considers it an unalienable human right!? and the United Nations
a fundamental human goal.’3

Like “happiness”’, the term “quality of life’”” (QOL) is very particular, considered
subjective and difficult to define by many authors. For this reason, the World Health
Organization defined QOL as “‘the individual’s 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,
expectations, standards, and concerns.”'* They further stated that happiness is a widely
presumed component of QOL.*4

The lives of cancer patients and their caregivers may be affected by the cancer
diagnosis, which might also influence how they see happiness.>*>1® The reason is that these
individuals deal routinely with critical issues related to physical, social, emotional, and
spiritual aspects,16e19 in addition to undergoing an unknown and an uncertain
experience.?%?! |n this study, informal caregivers are those who provide informal care, that
is, they care for or provide help to family, friends, neighbors, or other known health
reasons.??

Although patients present distressing symptoms associated with disease progression
and even changes in QOL, they also report positive emotional states.>'®23 Caregivers of

cancer patients may also have their lives affected by the cancer diagnosis?*® because they
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help patients deal with functional, clinical, and psychosocial issues.!’” All these factors can
play a critical role in their mental health and QOL.?”*® However, caregivers may also find
upsides in these experiences, which may be associated with better outcomes in well-being
and levels of happiness.1%2°30

This may occur because the subjective well-being of a person may depend on value
priorities of individuals.3? Personal values reflect what is essentially important to a person
and therefore form a central part of the individual’s identity, guiding his or her action.??
Experiences that occur during the oncology treatment may help patients in having a greater
perception and learning, making them ‘“more aware’ of what really matters at the present
moment and in the future. Cancer survivors refer to positive aspects of the disease and
attribute them to their experience, that is, adaptive strategy, existential growth, and/or
behavioral changes.33 Thus, during this journey, personal value priorities may change in a
way that transforms such values and the way life is perceived by cancer patients and their
caregivers, including happiness and its pursuit.34-3¢

Most medical literature on oncology has evaluated the impact of cancer and its
treatment on the development of negative consequences, that is, anxiety depression, and
distress. However, little research has been done to measure positive psychological change
after cancer. With a focus on positive psychology, our hypothesis is that cancer patients, as
well as informal caregivers, should consider and point out specific items, but different from
those of the general population, to describe what would make them happier.

Given the constant pursuit of happiness by human beings, the aim of the present study
was to analyze and compare what the healthy population, cancer patients, and informal

caregivers believe wouldmake them happy.

7.4 Methods
7.4.1 Study Design

The present study is a part of a larger yet unpublished research project that seeks to
investigate the indices of happiness, life satisfaction, and perception of positive and negative
effects of the Brazilian population and to identify conditions associated with the individual
perception of happiness. This is a qualitative content analysis based on responses to a single

guestion: “What is missing for you to be happy?”
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7.4.2 Ethical Issues

The present study complied with resolution no. 466/12 from the Brazilian National
Health Council and was duly approved by the Research Ethics Committee at Barretos Cancer
Hospital (ruling no. 1.098.789 and 1.114.730). All online and in-person participants read and

signed an informed consent form agreeing to voluntary participation.

7.4.3 Eligibility Criteria and Study Participants

Individuals who met all the inclusion and exclusion criteria were included in the study.
For general population, the inclusion criteria included Brazilian nationals; residing in Brazilian
municipalities; having a Facebook and/or WhatsApp account. The exclusion criterion was age
under 18 years.

For informal caregivers (people who were accompanying cancer patients at the time of
the interview, being familiar or not), the inclusion criteria included Brazilian nationals; able
to read and write; accompanying a cancer patient (relative or not) during treatment/follow-
up at the cancer hospital. The exclusion criteria included age under 18 years old; any
relevant neuropsychiatric condition preventing the patient from understanding and
answering the health assessment questionnaire.

For cancer patients, the inclusion criteria included histological diagnosis of cancer of
any type and clinical stage; age 18 to 75 years old; both sexes; able to read and write; in one
of the following treatment phases: no evidence of disease and not receiving cancer
treatment for at least two years, receiving systemic adjuvant treatment, or receiving
palliative care exclusively. The exclusion criteria included any relevant neuropsychiatric
condition that would prevent patients from understanding and answering the health

assessment questionnaire; having hematologic cancer.

7.4.4 Study Setting and Data Collection

The recruitment strategy used was online data collection through the social network
Facebook and the WhatsApp application and face-to-face data collection. Participants from
the general population of all five Brazilian regions were recruited online via the Facebook
social network (three different methodologies were used) and the WhatsApp application.
The complete recruitment strategy is described in detail in Supplementary Material 1 [Tese,

Anexo L]. The survey was answered on the SurveyMonkey platform. In general terms, the
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South and Southeast regions of Brazil are wealthier than other regions. In the Northeast
region, for example, 40% of the population survives on a minimum wage.

A convenience sample of cancer patients and informal caregivers was interviewed in
person using the same evaluation forms answered online. Patients were recruited at the
oncology outpatient clinics and informal caregivers at two different institutional support
houses, where cancer patients from other locations are lodged while being treated in the
city of Barretos. Regarding patients, it was planned that an equal number of participants
should be included among the three groups: cancer survivors, undergoing adjuvant

treatment, and receiving palliative care exclusively (without antineoplastic treatment).

7.4.4.1 Data Collection

The present qualitative analysis was based on the responses to a single question:
“What is missing for you to be happy?”’ The participants recruited online via Facebook and
WhatsApp answered the survey individually by entering their responses on a SurveyMonkey
form. Cancer patients and informal caregivers were interviewed in person in a reserved
room and alone, by two trained nurses.

Participants were assessed only once. No interviews were recorded. The data collected
online were automatically entered into SurveyMonkey spreadsheets. Responses given in
person were transcribed on paper by interviewers during interviews. All the online and
transcribed responses were later exported to IBM SPSS Statistics for Windows, version 21.0
(IBM Corp., Armonk, NY) and NVivo qualitative data analysis software, version 11 Pro (QSR
International Pty Ltd) programs. Although the time taken to answer the open ended
guestion was not computed, given the short length of the responses, it was estimated as a

few minutes.

7.4.5 Sample Size

Traditionally, qualitative studies are not based on a statistical sample size calculation.
However, the present study consisted of a secondary analysis of data collected in a larger,
guantitative study with a calculated sample size. In any case, the robust sample size of this
study is relevant when considering the intention to investigate the prevalence of narratives

among different groups. Although qualitative studies usually analyze long narratives from a
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few interviewees, the present one was based on short narratives from a large number of

participants.

7.4.6 Data Analysis
7.4.6.1 Word Cloud Analysis

Word clouds can provide easy, quick, and meaningful analysis of qualitative data by
providing interpretations through text size and color.37 In brief, the data were organized by
synthesizing the narratives into one or more “words” relevant to topics mentioned in
responses (phrase labels). Next, word clouds were generated, which graphically represented

narratives and the frequency of words.

7.4.6.2 Content analysis

A qualitative data analysis was performed based on Bardin’s content analysis
methodology.3® The first step was the preanalysis, which consisted of direct and intense
contact with the material and organization of the data to meet the evaluation standards,
including exhaustiveness, representativeness, homogeneity, and relevance. The next step
was to organize the topics according to their relevance and/or repetition (codification and
categorization of the data). Word clouds were used by coders as exploratory forms of
analysis that helped them to interpret the material. Transcripts were independently coded
into categories and subcategories by two researchers (B.S.R.P. and M.G.d.C.); disagreements
in coding were resolved during a consensus meeting with three investigators (B.S.R.P.,
M.G.d.C., and C.E.P.). The quantitative analysis was performed using the program NVivo 11
Pro.

At the end of the aforementioned procedures, investigators found differences in the
response patterns among the groups of participants. For this reason, they decided to
perform a joint analysis of all groups together and a separate analysis for the following
groups: (1) general population, (2) informal caregivers, and (3) cancer patients. The group of
patients was also analyzed according to the corresponding phase of “treatment,” namely

2

“‘cancer survivors,” “adjuvant treatment,” and “exclusive palliative care.” It is noteworthy
that palliative care meets the needs of all patients who need symptom relief and the needs
of patients and their families for psychosocial and supportive care.?® They are appropriate

for patients diagnosed with incurable diseases, regardless of the supposed survival prognosis
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of months or years. Exclusive palliative care is indicated when patients are in advanced
stages and have a very low chance of being cured or when they are experiencing the
terminal phase of the disease.?®

Frequencies of identified themes (categories and subcategories) were compared
among the general population, informal caregivers, and cancer patients by means of the chi-
square test or Fisher’s exact test. Similarly, frequencies of themes identified in narratives
were compared among subgroups of cancer patients. Statistical analysis was performed

adopting P < 0.05 as the significance level.

7.5 Results

Data were collected from October 2015 to October 2016. The final sample comprised
2580 participants: general population, n=2112; cancer patients, n=342; and informal
caregivers, n=126. Twenty six cancer patients and eight informal caregivers were
approached by the interviewer but not included in the study. Of those, three cancer patients
were in significant emotional distress according to the interviewer’s view, which prevented
them from participating in the study. Since not all participants in the larger research project
answered the question being analyzed in the present study, only the narratives from 2038
participants (79%) were included in the qualitative analysis. Table 1 describes the

characteristics of study participants.

7.5.1 Word Clouds

Based on participants’ narratives and their synthesis into two or more words relevant
to topics addressed in the responses, word clouds were generated for groups and
subgroups, which summarized the findings (Figure 1). The clouds included larger (higher
frequency) and smaller (lower frequency) words. The words “profession” (n=389; 16.5%)
and “money” (n=367; 15.6%) were more evident in responses given by the general healthy
population compared with patients and informal caregivers. In turn, the term “better
health” was easily perceptible among patients (n= 101; 30.9%) and informal caregivers
(n=41; 24.8%). Unexpectedly, the word “cure’” (n=10; 19.6%) was more frequent among
participants with incurable cancer (palliative care exclusively). Another finding deserving
attention is the size of the word ““nothing” for cancer patients categorized as ““survivors”

(n=21; 16.2%) and under “adjuvant treatment” (n=22; 15.1%).
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7.5.2 Content Analysis

Nine categories were identified; some of them were further subcategorized. Figure 2
depicts the identified brief categories, and Supplementary Table 1 [Tese, Anexo M] provides
full category names and some illustrative examples. Most participants preferred to respond
in short sentences, although they had the opportunity to give longer answers, both in the
face-to-face and in the electronic format (up to 1000 characters could be typed in).

Tables 2 and 3 describe the frequencies of categories and subcategories identified in
the analysis of the narratives per group and subgroup.

Responses corresponding to category 1, ““nothing,” were more frequent among
patients under adjuvant treatment (22.4%; p<0.001) and survivors (21.0%; p<0.001)
compared with patients exclusively under palliative care (4.5%; p<0.001) (Table 3). Although
the frequency of category 2, “l wish for health for myself or someone else in order to be
happy,” did not differ significantly among the subgroups of cancer patients (p=0.137), there
was a higher percentage of these responses among informal caregivers (54.4%; p<0.001) and
the total population of cancer patients, regardless of the treatment phase (47.5%; p<0.001)
(Table 2). Subcategory 2a, “I hope to find in healing a reason to be happy,” was more
frequent among informal caregivers (24.8%; p<0.001) (Table 2) and cancer patients
exclusively under palliative care (22.77%; p<0.001) (Table 3).

Category 3, “Good interpersonal relationships would make me happier”’, appeared in
20% to 25% of the narratives from participants from the general population (p<0.001),
informal caregivers (p<0.001), and survivors (p=0.45) (Tables 2 and 3). In turn, subcategories
3a “I’'m looking for a romantic relationship to be happier,” 3b “Building a family would make
me happier,” and 3c “I need to be closer to my family to be happy’”’ were seldom mentioned
by the general population (p<0.001), informal caregivers (p<0.001), or cancer patients
(p<0.001); the corresponding rates were low, with the maximum being 12% (Table 2). The
frequency of these subcategories did not differ significantly among cancer patient subgroups
(Table 3).

Category 4, ““Having something to be happier,” was mentioned in 22% to 29% of the
narratives of all participants grouped together (p=0.002), the general health population
(p=0.002), all cancer patients (p=0.002), and survivors (p<0.001) (Tables 2 and 3).

Subcategory 4a, “Money would make me happier,” was more frequent among the general
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population (22.1%; p<0.001) (Table 2) and survivors (18.0%; p=0.012) (Table 3). Subcategory

’

4 b, “l need material things to be happy,” was more frequent among survivors (12.0%;
p=0.046) (Table 3).

Category 8, ‘‘Better professional status,” was more frequent among the general
population (27.5%; p<0.001) (Table 2).

Other categories and subcategories (described in detail in Supplementary Table [Tese,
Anexo M], although with pertinent content for the qualitative analysis, exhibited low

frequencies of occurrence.

7.6 Discussion
7.6.1 Professional Status and Interpersonal Relationships

Almost 70% of the general healthy population comprised youths and individuals
younger than 40 years, which may account for their focus on professional and financial
matters. Indeed, the responses of 27.5% of this group fell into the category of ‘““Better
professional status.” Since work-related activities represent a very large part of everyday
life, individuals might come to believe that satisfaction with their professional life has a
substantial impact on their happiness.*°

The responses of 20% to 25% of the general population, informal caregivers, and
cancer survivors fell into the category ““Good interpersonal relationships would make me
happier.” Interestingly, this category was less frequent for patients under adjuvant
treatment or exclusively under palliative care. Interpersonal relationships are important for
happiness.?>*! However, cancer patients may have other priorities, such as treatment and
health, and thus do not consider interpersonal relationships as an important factor. In
addition, the literature evidences the improvement of family and friendship relationships
during the oncological disease process,33 suggesting that one might assume that in the
presence of a threatening disease, friends and/or family are already close, which thus
contributes to the low frequency of this category between these two subgroups.

Perceptible changes in personal value priorities are reported after a cancer diagnosis.
Such changes might be considerable and lead patients and informal caregivers to restructure
their values and how they perceive life. This can also influence how such individuals conceive
of happiness, with possible changes in their expectations for the future and attribution of

more value to simpler aspects of everyday life.3*3® These changes might also reflect
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uncertainty about the future, which makes individuals, such as patients with chronic

diseases, mainly focus on the present and what they consider to be missing.%%!

7.6.2 Better Health and Cure

Category 2, “I wish for health for myself or someone else in order to be happy,”
reinforced the idea conveyed by the word “health” in the word cloud, as its frequency was
high in all groups and subgroups except for the general population. This was the category
with the highest frequency among all analyzed groups. Other studies evidence the pursuit of
health as one of the significant factors to increase happiness among patients with chronic
diseases and their caregivers.?!

Owing to the disease, cancer patients and informal caregivers might be looking for
what is missing most: a better health. Despite other countless difficulties with which they
have to cope during the complex period of disease and treatment, the recovery of one’s own
health or the health of a loved one might be what would bring the most happiness to
individuals in these two groups. Although it might seem obvious, these findings show that
people seek what is missing in the pursuit of happiness in the present time. As a result, an
individual might attribute little value to his or her own health (sedentary behavior, smoking,
and so forth) but come to want it very much (in the pursuit of happiness) whenill.

Surprisingly, subcategory 2a, “I hope to find in healing a reason to be happy,” was
most frequently mentioned by patients exclusively under palliative care, that is, by those
who do not have any chance of being cured. This finding points to an inconsistency between
awareness of the prognosis and the perception of the intent of the treatment/care
received.*>*3 Some factors, alone or jointly, might explain this unrealistic expectation,** such
as resistance to acceptance,45,46 denial,*”*® difficulty understanding prognostic
information,*>°° and gaps in communication by healthcare professionals, who often face the

stigma of giving bad news,>>°? regarding the true goals of exclusive palliative care.

7.6.3 “To Have to Be”

Attention should also be paid to category 4, ““Having something to be happier,” since it
was mainly mentioned by the general population and cancer survivors. A reasonable
hypothesis to account for this finding is that cancer survivors gradually approximate the

general population over time in terms of general quality of life'®>3 and well-being.>* The
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pursuit of happiness, as it concerns the acquisition of things considered to be missing, may

be similar between these two groups.

7.6.4 Nothing Is Missing

Many people seemed to be fully happy and answered that nothing was missing for
them to be happy. Although this may seem to be a positive result, it may also suggest that
people dedicate little time to thinking about themselves. As a result, they do not
acknowledge the basic needs of personal growth and accomplishment. Approximately 20%
of patients under adjuvant treatment and cancer survivors reported needing nothing else to
be happy. This finding may be seen as a form of gratitude to God for being alive; the fact
that these individuals overcame, at least temporarily, a threatening condition such as cancer
may prevent them from complaining in the presence of an interviewer.

Traditionally, qualitative studies are not based on a statistical sample size calculation.
However, the present study consisted of a secondary analysis of data collected in a larger,
guantitative study with a calculated sample size. In any case, the robust sample size of this
study is relevant when considering the intention to investigate the prevalence of narratives
among different groups. Although qualitative studies usually analyze long narratives from a
few interviewees, the present one was based on short narratives from a large number of

participants.

7.6.5 Study Limitations

The present study has several limitations. First, study populations were subjected to
different data collection methods. Live responses to an interview - even when duly trained
not to interfere in the responses - may be considered a source of bias. In addition, studied
populations are distinct from one another, not differing only in function of being a patient
with cancer or an informal caregiver. Thus, other conditions related to lifestyle, income, and
age should be involved in the pursuit of happiness. Another limitation of the present study,
because of its cross-sectional methodology, is the impossibility of evaluating how the

perception of what happiness is changes over time.
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7.6.6 Conclusions

While cancer patients and informal caregivers desire better health and a cure to be
happy, individuals from the general population wish for money, work, and better
interpersonal relationships. Among cancer patients, the profile of survivors tended to be
similar to that of the general population concerning what they need to be happy. In simple
terms, individuals tend to seek what they consider to be important for their lives, but it is
missing at the present time. Because it was a crossectional study, these were the results
found at the time of the research. Additional studies are needed to correlate indices of
happiness with perceptions of the pursuit of happiness and to assess the impact of such
findings on clinical outcomes over time and among other populations. Psychoeducational
and cognitive behavioral strategies focused on how to deal with life expectations among
people facing cancer are awaited, as well as how values are restructured and how life is

perceived, which can influence how these individuals conceive of happiness.
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Table 1. Socio-demographic characteristics of study participants (n=2580).

Characteristics Cancer Patients Informal General
(n=342) caregivers (n=126) Population
(n=2112)
n (%) n (%) n (%)
Gender
Male 122 (35.7) 28 (22.2) 470 (22.3)
Female 220 (64.3) 98 (77.8) 1642 (77.7)
Race (ethnicity)
White 207(60.5) 39 (31.0) 1483 (70.2)
Black 30 (8.8) 18 (14.3) 83 (3.9)
Mulatto 90 (26.3) 67 (53.2) 476 (22.5)
Asian 07 (2.1) 02 (1.6) 55 (2.7)
Missing 08 (2.3) 00 (0.0) 15 (0.7)
Age (years)
18-29 17 (5.0) 28 (22.2) 938 (44.4)
30-39 24 (7.0) 42 (33.3) 699 (33.1)
40-49 68 (19.9) 19 (15.1) 277 (13.1)
50-59 124 (36.3) 27 (21.4) 141 (6.7)
60-69 78 (22.8) 08 (6.3) 47 (2.2)
270 30 (8.8) 02 (1.6) 10 (0.5)
Missing 01 (0.2) 00 (0.0) 00 (00)
Marital Status
Married or live married 189 (55.3) 75 (59.5) 1002 (47.4)
Windowed 35(10.2) 05 (4.0) 24 (1.2)
Separated or divorced 48 (14.0) 08 (6.3) 123 (5.8)
Single 64 (18.7) 38 (30.2) 951 (45.0)
Other / Do not Know 06 (1.8) 00 (0.0) 12 (0.6)
Region where live
North 19 (5.6) 57 (45.2) 168 (8.0)
Northeast 06 (1.8) 18 (14.3) 240 (11.4)
Southeast 264 (77.2) 00 (0.0) 964 (45.6)
Midwest 46 (13.5) 48 (38.1) 179 (8.5)
South 07 (2.0) 03 (2.4) 561 (26.6)
Location where live
Urban Area 312 (91.2) 101 (80.2) 2060 (97.5)
Rural Area 30(8.8) 25 (19.8) 52 (2.5)
Educational Level
<8 years 186 (54.4) 47 (37.3) 26 (1.2)
8to 11 years 77 (22.5) 54 (42.9) 218 (10.3)
>11 years 79 (23.1) 25 (19.8) 1866 (88.4)
Missing 00 (0.0) 00 (0.0) 02 (0.1)
Professional activity currently
Yes 282 (82.5) 115 (91.3) 2030 (96.1)
No 60 (17.5) 11(8.7) 82 (3.9)
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Table 2. Frequency of categories and subcategories found in the narrative analysis per group.
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Type of participant

. . Cancer Informal General P-Value®

Categories and subcategories’ Full . . .

patients caregivers  population
sample (n=242)  (n=125)  (n=1,671)
"2 e ) n (%)
n (%)

Category 1. Nothing 232 (11.4) 45 (18.6) 20 (16.0) 166 (9.93) <0.001
Category 2. Better Health 288 (14.1) 115 (47.5) 68 (54.4) 105 (6.3) <0.001
Subcategory 2a. Cure 73 (3.6) 19 (7.8) 31(24.8) 23(1.4) <0.001
Category 3. Interpersonal relationships 456 (22.4) 20(8.2) 31(24.8) 405 (24.2) <0.001
Subcategory 3a. Romantic relationship 186 (9.1) 7(2.9) 7 (5.6) 172 (10.2) <0.001
Subcategory 3b. Building a family 170 (8.3) 3(1.2) 6 (4.8) 161 (9.6) <0.001
Subcategory 3c. Family closeness 88 (4.3) 3(1.2) 15 (12.0) 70 (4.1) <0.001
Category 4. To “have” to “be” 524 (25.7) 54 (22.3) 17(13.6) 453 (27.1) 0.002
Subcategory 4a. Money 412 (20.2) 33(9.6) 10 (8.0) 369 (22.1) <0.001
Subcategory 4b. Material things 145(7.11) 24(9.9) 7(5.6) 114(6.8) 0.165
Category 5. Spirituality 59 (2.9) 1(0.4) 1(0.8) 57 (3.4) 0.007°
Category 7. Leisure and rest 106 (5.2) 3(1.2) 1(0.8) 102 (6.1) <0.001°
Category 8. Work 481 (23.6) 12 (4.9) 9(7.2) 460 (27.5) <0.001°
Subcategory 8a. Learning goals 111 (5.4) 2 (0.8) 2(1.6) 107 (6.4) <0.001°

"Names of categories are abbreviated
2Fisher’s exact test
bChi-square test



Table 3. Frequency of categories and subcategories found in the analysis of narratives of cancer patients.

Cancer patients (n=242)

Categories and subcategories Survivors Adjuvant Exclusive P-Value
n (%) Treatment Palliative

n (%) Care

n (%)
Category 1. Nothing 21(21.0) 22 (22.4) 2 (4.5) <0.001
Category 2. Better Health 34 (34.0) 46 (46.9) 35(79.5) 0.137
Subcategory 2a. Cure 2(2.0) 7(7.1) 10(22.7) 0.046°
Category 3. Interpersonal relationships 20 (20.0) 10 (10.2) 2 (4.5) 0.0452
Category 4. To “have” to “be” 29 (29.0) 17 (17.3) 8(18.8) <0.001
Subcategory 4a. Money 18 (18.0) 10 (10.2) 5(11.4) 0.012
Subcategory 4b. Material things 12 (12.0) 9(9.2) 3(6.8) 0.046°

Categories 5, 6, 7 and 8 and subcategories 3a, 3b, 3c, 3d and 8a were not included in the table due to their low frequency among cancer patients.
Subcategories 9a, 9b and 9c were not subjected to statistical analysis because they did not occur among cancer patients.
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8.1 Avaliagdo dos indices de Desenvolvimento Humano (IDH), Vulnerabilidade Social (IVS)
referentes a cidade onde os participantes residiam e percentual de participantes felizes

por regido do Brasil.

8.1.1 Felicidade e satisfagdo com a vida: potenciais indicadores sociais para mensurac¢ao

periddica no Brasil?

Prezado Editor:

Em esséncia, todos os seres humanos estdo em busca da felicidade; um construto
multidimensional e complexo, resultante de experiéncias individuais subjetivas'. Desta
forma, torna-se desafiador comparar dados sobre a felicidade e suas medidas
multidimensionais entre diferentes culturas e populacbes especificas!. Os estudos sobre
felicidade tém ganhado cada vez mais atencdo, ndo apenas por parte dos pesquisadores,
mas também em debates jornalisticos e politicos, isso porque os indices de felicidade sao
utilizados também como indicadores de crescimento econdmico e desenvolvimento social, ja
sendo contemplados inclusive em politicas publicas de diversos paises?.

A Rede de Solugbes para o Desenvolvimento Sustentavel, vinculado a Organizagdo das
Nac¢Ges Unidas (ONU), divulga desde 2013, o ranking global de felicidade denominado World
Happiness Report. Ele tem como base o quanto as pessoas se consideram felizes, todavia
estima também o quanto dessa felicidade é influenciado pelo Produto Interno Bruto (PIB)
per capita, politicas publicas, expectativa de vida, generosidade, niveis de corrupgao e
liberdades individuais?. Dentre um total de 156 paises, o Brasil ocupou o 222, 282 e 32°
lugares em 2017, 2018 e 2019, respectivamente. A melhor classificacdo foi registrada em

2014, quando ocupou o 17° lugar?. Desta forma, percebe-se que o Brasil ainda n3o estd
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entre os paises com maiores niveis de felicidade, indicando um potencial para melhorar o
planejamento e desenvolvimento de politicas publicas voltadas a este propdsito?.

Nosso grupo de pesquisa em Qualidade de Vida tem avaliado os indices de felicidade e
satisfacdo com a vida de profissionais de saude, estudantes, pacientes cronicos e seus
cuidadores. Recentemente, avaliamos os indices de felicidade e satisfagdo com a vida em
uma amostra da populacdo geral brasileira que utilizava midias sociais. Para tanto, os
participantes responderam o Indice de Felicidade de Pemberton (PHI) e Escala de Satisfa¢do
com a Vida (ESV), devidamente validados para uso em Portugués/Brasil®. Identificamos que
dos 2.151 participantes, 1.311 (60.9%) eram considerados felizes. As regides Norte (63.2%
[CI95%:56-70]), Nordeste (62.1% [Cl95%:56-68]) e Centro-Oeste (60.4% [Cl|95%:53-68]) ndo
apresentaram diferenca entre si e em relagdo as demais. Contudo, embora sejam analises
apenas de usudrios de midias sociais, os resultados apontaram que as pessoas residentes na
regido Sul (66.9% [CI95%:63-71]) reportaram ser mais felizes que as do Sudeste (56.9%
[C195%:54-60]). O Sul do Brasil, que historicamente recebe influéncia da colonizacdo
europeia, ja vinha apresentando, em outros estudos, indices de felicidade acima das
médias* >,

A maior parte dos participantes residia em municipios com alto indice de
desenvolvimento humano (IDH; n=1361; 63.3%) e baixo indice vulnerabilidade social (IVS;
n=1373; 63.8%). As classificagdes do IDH dos municipios ndo influenciaram nas médias de
felicidade e satisfacdo com vida, entretanto, os participantes eram menos satisfeitos em
cidades com maior IVS (Tabela 1).

O IVS avalia a inexisténcia ou deficiéncia de recursos indispensaveis para o bem-estar e
qualidade de vida da populagao, configurando entao, situagdes de vulnerabilidade social;
guanto maior o indice, maior a vulnerabilidade. Em 2010, o IVS brasileiro era de 0.326, e
diminuiu para 0.243 (em 2014) e 0.248 (em 2015)°.

As divulgacGes referentes aos resultados deste estudo poderiam estimular gestores na
otimizagdo de politicas publicas oportunas a realidade de cada localidade, seja em
macrorregides ou unidades menores, a fim de beneficiar a qualidade de vida e,
consequentemente, a satisfacdo com a vida de popula¢Ges mais vulnerdveis. Além do mais,
acreditamos que as mensuracdoes de felicidade e construtos associados, devem ser

consideradas como potenciais indicadores sociais para avaliacdo periddica em nosso pais.
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Tabela 1 - Médias de felicidade e satisfagdo com a vida em fungdo dos indices de Desenvolvimento
Humano (IDH) e indices de Vulnerabilidade Social (IVS) referentes as cidades em que os participantes

residiam.

Variavel IDH e IVS Média (DP) Mediana p-Valor
(Minimo-Maximo)
Felicidade®’ IDH 0.076
Muito baixo/Baixo 7.50 (2.12) 8.18 (2.18 - 10.00)
Médio 7.18 (1.79) 7.55 (2.00 - 10.00)
Alto 6.91 (2.01) 7.45 (0.09 - 10.00)
Muito Alto 7.12 (1.82) 7.64 (0.18 - 10.00)
VS 0.392
Muito baixo 7.08 (1.89) 7.55(0.27 - 10.00)
Baixo 6.99 (1.94) 7.55 (0.09 - 10.00)
Médio 6.85 (2.05) 7.27 (0.64 - 10.00)
Alto/Muito Alto 7.22 (2.11) 8.00 (2.18 - 10.00)
Satisfagio com a vida® IDH 0.759
Muito baixo/Baixo 25.26 (6.64) 25.00 (13.00 - 35.00)
Médio 24.32 (6.65) 26.00 (7.00 - 35.00)
Alto 24.65 (6.75) 26.00 (5.00 - 35.00)
Muito Alto 24.91 (6.64) 26.00 (5.00 - 35.00)
A 0.004
Muito baixo 25.55 (6.51) 27.00 (5.00 - 35.00)
Baixo 24.63 (6.71) 26.00 (5.00 - 35.00)
Médio 23.76 (6.93) 25.00 (5.00 - 35.00)
Alto/Muito Alto 24.17 (6.39) 25.00 (7.00 - 34.00)

“Avaliada pelo indice de Felicidade de Pemberton (PHI).

b Avaliada pela Escala de Satisfagdo com a vida (ESV).

indice de Desenvolvimento Humano (IDH): Muito Baixo: 0.000 — 0.499/Baixo: 0.500 — 0.599/Médio:
0.600 — 0.699/Alto: 0.700 — 0.799/Muito Alto: 0.800 — 1.000.

indice de Vulnerabilidade Social (1VS): Muito Baixo: 0.000 — 0.199/Baixo: 0.200 — 0.299/Médio: 0.300
—0.399/Alto: 0.400 — 0.499/Muito Alto: 0.500 — 1.000.

8.1.1.1 Referéncias

1. Boehm JK, Lyubomirsky S, Sheldon KM. A longitudinal experimental study comparing the
effectiveness of happiness-enhancing strategies in Anglo Americans and Asian Americans.
Cogn Emot. 2011;25(7):1263-72.

2. Helliwell JF, Layard R, Sachs JD. World Happiness Report 2019. New York2019. Available
from: https://s3.amazonaws.com/happiness-report/2019/WHR19.pdf.

3. de Camargos MG, Paiva BSR, de Almeida CSL, Paiva CE. What Is Missing for You to Be
Happy? Comparison of the Pursuit of Happiness Among Cancer Patients, Informal Caregivers,
and Healthy Individuals. Journal of pain and symptom management. 2019;58(3):417-26 e4.

4. Scalco DL, Araujo CL, Bastos JL. Autopercepgdo de felicidade e fatores associados em
adultos de uma cidade do sul do Brasil: estudo de base populacional. Psicologia: Reflexdo e
Critica. 2011;24(4):648-57.

5. Bastos CC, Closs VE, Pereira AMVB, Batista C, Idaléncio FA, De Carli GA, et al. Importancia
atribuida ao sexo por idosos do municipio de Porto Alegre e associagdo com a



148

autopercepcao de saude e o sentimento de felicidade. Revista Brasileira de Geriatria e
Gerontologia. 2012;15:87-95.

6. Instituto de Pesquisa Econdmica Aplicada (IPEA). A nova plataforma da vulnerabilidade
social: primeiros resultados do Indice de Vulnerabilidade Social para a série histérica da Pnad
(2011-2015) e desagregacdes por sexo, cor e situacdo de domicilios. Rio de Janeiro2018.
Available from:
http://www.ipea.gov.br/portal/images/stories/PDFs/relatorio_institucional/180515_relatori
o_institucional_a_nova_plataforma_da_vulnerabilidade_social.pdf.



149

9 DISCUSSAO

A primeira parte desta tese refere-se a validacdo da Pemberton Happiness Index (PHI).
A versao em portugués universal da PHI foi inicialmente adaptada culturalmente e depois
validada em uma grande amostra da populacdo brasileira. Suas propriedades psicométricas
foram consideradas adequadas a luz da Psicometria Classica. Estudos subsequentes também
poderdo avaliar a PHI de acordo com Psicometria Moderna, como por exemplo, por meio do
Método de Rasch ou Teoria de Resposta aos Itens. Os autores acreditam que o processo de
validacdo é dinamico e continuado, onde métodos distintos devem se complementar e
fomentar robustez as escalas de medidas. Esta validacdo da PHI deve ser considerada como
uma contribuicdo que poderd ser muito util em estudos futuros no Brasil e, possivelmente,
como indicador social, ao levar em consideragdo os indices de felicidade como potenciais
indicadores a serem mensurados de forma periddica.

Embora a divulgacdo de links de pesquisa por e-mail ou por meio de compartilhamento
de redes sociais on-line seja bastante comum, essa estratégia é uma abordagem incomum
para a validagdo de instrumentos para avaliacdo de saude. A qualidade de dados coletados
por meio de pesquisas “papel e caneta” foram comparadas com aquelas on-line por
computadores e Internet, utilizando diferentes medidas de bem-estar subjetivo e foram
encontrados resultados equivalentes entre os diferentes métodos de coleta de dados(133) .
Dada a crescente prevaléncia de redes sociais on-line, os futuros estudos de validacao de
guestionarios podem tirar proveito da rapida disseminacdo de pesquisas on-line.

Os resultados das andlises das propriedades psicométricas da versdo em portugués
universal da PHI foram bastante semelhantes aos relatados no estudo de Hervds e
Vazquez1®), Os valores de alfa de Cronbach observados no estudo (0,890 e 0,914) foram
muito semelhantes aos relatados no estudo original, que variou de 0,82 a 0,93. Além disso,
em geral, a validade convergente/divergente e os indices de grupos conhecidos foram
considerados adequados.

O ponto de corte estabelecido para a identificagao de individuos felizes pode ser util
em futuros estudos de base populacional, utilizando a PHI como instrumento para avaliar a
felicidade. Nesse caso, sugerimos que os escores da PHI acima de 7 possam ser considerados
adequados, provisoriamente, para identificar um individuo brasileiro “feliz”. No entanto,

mais estudos sdo necessarios para confirmar a validade desse valor de corte em diferentes
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populacdes. Além do ponto de corte, a identificacdo da diferenca minima clinicamente
importante (DMCI) também pode ser util.

Em sequéncia nesta tese, foram identificadas algumas condi¢cdes associadas a
felicidade e satisfacdo com a vida, relacionados principalmente a atividades que permitem
interacdo social e satisfagdo pessoal. As principais incluem satisfagdo com aspectos
financeiros, autoavaliacdo da saude, frequéncia de reunides familiares, pratica de atividades
fisicas e diagndsticos prévios de problemas psicolégicos/psiquiatricos.

Embora a renda familiar estivesse associada a maior satisfacdo com a vida, a satisfacdo
pessoal com aspectos financeiros parecia ser mais relevante, pois estava positivamente
associada a felicidade e satisfagdo com a vida. Quanto dinheiro o individuo ganha sozinho
n3o prevé satisfacdo em outras areas da vida (162 183) por isso, é possivel encontrar pessoas
felizes com rendimentos muito baixos, o que poderia explicar por que eles experimentam
grande satisfacdo em outras areas de suas vidas(®% 165 No entanto, sabe-se que existe uma
relacdo positiva entre a satisfacdo financeira da familia e a felicidade!1®®), A transicdo da
pobreza para a renda moderada é fundamental para uma familia atender as suas
necessidades bdsicas!’®”). Apds atender as necessidades bdsicas, no entanto, a renda
adicional ndo atende as necessidades mais profundas de maneira duradoura, pelo menos
quando é direcionada a aquisicio de mais bens materiais(1®®). Compras experienciais (como
férias, viagens, shows e refei¢bes fora de casa) tendem a trazer felicidade mais duradoura do
gue compras materiais. Isso ocorre porque, comparadas aos bens materiais, as experiéncias
s30 menos propensas a adaptacdo hed6nicalt®?),

A autoavaliacdo da saude, foi positivamente associada a felicidade(164 166 170-172)
mesmo apods os resultados dos estudos serem controlados por fendmenos socioecondmicos
relevantes(16% 173, 174) O que importa na auto avaliacio da salude, que é uma avaliacdo
subjetiva do individuo, é o seu sentimento de estar com salude boa ou ruim,
independentemente do nimero real de doencas presentes(164 171, 175),

JA4 havia evidéncias de uma associacdo entre rela¢gdes familiares positivas e
felicidade17% 176) As relag®es familiares sdo fundamentais para fornecer, entre outras coisas,
apoio financeiro e emocional e, consequentemente, apoio social e psicolégico*’?). A busca
pela harmonia familiar, inclusive, é considerada um importante propdsito da vida que
também é essencial para manter a felicidade dos individuos, independentemente da cultura

e faixa etariall””),
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Evidéncias cientificas indicam que a pratica de atividade fisica também esta
correlacionada positivamente com os escores de felicidade(178189), Essa felicidade poderia
estar relacionada a interagdes sociais subjacentes, ja que ha relatos de mais afetos positivos
quando os individuos estdo em situa¢des sociais!’®V). A atividade fisica, provavelmente
também esta ligada a felicidade por processos internos e fisioldgicos, pois proporciona um
efeito revitalizante, o que pode aumentar a disponibilidade de recursos para a busca de
objetivos pessoais(182),

A satisfacdo com a vida também estd fortemente influenciada pela saide mental(1&3
184) |mportante destacar que ser feliz n3o é necessariamente o oposto de estar deprimido.
Em qualquer caso, parece natural supor que a felicidade estd associada negativamente a
tracos emocionais negativos, bem como outros transtornos mentais. Os resultados deste
estudo corroboram com pesquisas anteriores que mostraram que os diagndsticos de
depress3o ou ansiedade estdo associados a menores niveis de felicidade(17? 185),

Foi evidenciado que 60.9% dos participantes brasileiros da populagao geral eram
considerados felizes. As regioes Norte, Nordeste e Centro-Oeste ndo apresentaram diferenca
entre si e em relagao as demais. Contudo, embora sejam analises apenas de usudrios de
midias sociais, os resultados apontaram que as pessoas residentes na regido Sul reportaram
ser mais felizes que as do Sudeste. O Sul do Brasil, que historicamente recebe influéncia da
colonizacdo europeia, ja vinha apresentando, em outros estudos, indices de felicidade acima
das médias!18 187) As classificacdes do IDH dos municipios ndo influenciaram nas médias de
felicidade e satisfacdo com vida, entretanto, os participantes eram menos satisfeitos em
cidades com maior IVS.

O IVS avalia a inexisténcia ou deficiéncia de recursos indispensaveis para o bem-estar e
qgualidade de vida da populagdo, configurando entdo, situacbes de vulnerabilidade social;
quanto maior o indice, maior a vulnerabilidade('8). As divulgac®es referentes aos resultados
deste estudo poderiam estimular gestores na otimiza¢cdo de politicas publicas oportunas a
realidade de cada localidade, seja em macrorregides ou unidades menores, a fim de
beneficiar a qualidade de vida e, consequentemente, a satisfacdo com a vida de populacdes
mais vulneraveis. Além do mais, acreditamos que as mensuracdes de felicidade e construtos
associados, devem ser consideradas como potenciais indicadores sociais para avaliacdo

periddica em nosso pais.
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Neste estudo também foram mensuradas as percepcoes de felicidade, satisfacdo com
a vida e afetos positivos e negativos de uma amostra de pacientes com cancer e cuidadores
informais de pacientes oncoldgicos e comparadas com as percep¢des de individuos
saudaveis da populacdo geral usudrios de redes sociais. Analises de regressdo linear
confirmaram a associacdo de varias caracteristicas pessoais, de salde, financeiras e de
trabalho, atividades de lazer e descanso com maiores percepcdes de felicidade, satisfacao
com a vida e afetos positivos. Mesmo apds o ajuste para idade, sexo, renda e educacao,
pacientes com cancer e cuidadores informais eram mais felizes em comparacdo com pessoas
saudaveis da populacdo em geral. Curiosamente, pacientes e cuidadores apresentaram
menores escores de afeto positivo e maiores escores de afeto negativo. Os resultados nos
levaram a formular o conceito de que mesmo com mais problemas na vida cotidiana (que
geram mais afetos negativos), individuos que sofrem de cancer ou com um ente querido
portador de cancer, se sentem mais felizes e mais satisfeitos com a vida devido a mudanga
de expectativas futuras e valorizando aspectos mais simples da vida cotidiana.

Os modelos de regressao linear explicaram entre 54% e 65% da varidncia nos escores
de felicidade, satisfacdo com a vida e afetos positivos e negativos dos participantes,
sugerindo que o percentual remanescente de variancia pode ser explicado por fatores
genéticos ou de personalidade, aspectos especificos, que ndo foram investigados(*3 63 64),

As caracteristicas associadas aos maiores escores de felicidade aumentam a natureza
multidimensional do construto “felicidade”. Para uma adequada compreensdo dos
resultados deste estudo, deve-se enfatizar que as escalas utilizadas tendem a medir
constructos ligeiramente diferentes. A Escala de Afetos Positivos e Negativos (EAPN) é
composta por perguntas mais diretas e investiga aspectos mais transitorios da vida. A ESV e
a PHI-r incluem questGes mais reflexivas, abordando aspectos existenciais. Essas diferencas
explicam por que pacientes e cuidadores informais tém menos afetos positivos e mais
negativos e, simultaneamente melhores escores de felicidade e satisfacdo com a vida, o que
a primeira vista pareceria ilégico. Para validar esse achado, foi realizada uma analise
diferente. Escores de itens que avaliam "crescimento pessoal" e "significado de vida", bem
como o item que mede "capacidade de desfrutar de pequenas coisas na vida diaria", foram
maiores entre os pacientes e cuidadores em comparagao com pessoas saudaveis. Mais uma
vez, pacientes e cuidadores relataram maior pontuacdo de "maus momentos na vida diaria",

quando comparados com pessoas saudaveis.
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Os resultados deste estudo sugerem que o sofrimento (préprio e/ou de alguém
proximo), embora indesejavel, tem um papel no crescimento pessoal de individuos
saudaveis ou portadores de doencas crénicas (como o cancer)8-192) Nos pacientes
oncolégicos que receberam cuidados paliativos exclusivos, a percepcdo de felicidade e
satisfacdo com a vida foi reduzida em comparacdo com os outros grupos de pacientes com
cancer, como esperado. Nesses pacientes, as questdes fisicas (dor, fadiga, nausea, dispneia,
entre outros) e o sofrimento psicossocial sdo altos, principalmente no final da vida. Apds o
controle adequado dos sintomas fisicos e psicolégicos, as estratégias voltadas para a
resolucdo de problemas, questdes pessoais, perddo e terapia de dignidade poderiam
desempenhar um papel fundamental no dominio existencial. Se administrados
adequadamente, esses pacientes provavelmente relatardo maiores indices de satisfacdo
com a vida e felicidade. No entanto, essa hipotese precisa ser testada em estudos futuros.

Assim, a literatura sugere que pessoas de paises coletivistas (como o Brasil) busquem
estratégias de regulagdo de emogdes que promovam o individualismo e o
autoconhecimento(®3). No presente estudo, no momento da crise emocional (diagndstico de
cancer), os participantes brasileiros apresentaram maiores escores de felicidade e satisfacdo
com a vida, o que pode sugerir que a busca do autoconhecimento e da individualizagdo
poderiam levar ao crescimento pessoal. No entanto, estudos subsequentes precisariam ser
elaborados para explicar esses achados.

Buscou-se também analisar e comparar o que pacientes com cancer, cuidadores
informais e populagdao geral consideravam que os deixariam mais felizes. No geral, os
participantes buscavam melhor saide, melhores rela¢Ges interpessoais, dinheiro e aspectos
relacionados ao trabalho. Pacientes com cancer e cuidadores informais buscavam melhor
saude e cura com mais frequéncia do que quando comparados a pessoas saudaveis. Entre os
pacientes com cancer, o perfil dos sobreviventes tendia a ser semelhante ao da populagao
saudavel em relacdo ao que eles precisariam para serem felizes. Inesperadamente, a cura foi
mais frequente entre os participantes com cancer incurdvel.

A maior parte da populagdo geral saudavel era composta individuos com menos de 40
anos, o que pode ser responsavel por seu foco em questGes profissionais e
financeiras. Como as atividades relacionadas ao trabalho representam uma parte muito
grande da vida cotidiana, os individuos podem acreditar que a satisfacdo com a vida

profissional tem um impacto substancial na felicidade deles**4),
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Curiosamente, a categoria relacionada a rela¢des interpessoais foi menos frequente
em pacientes em tratamento adjuvante ou em cuidados paliativos exclusivos. Apesar de
relacionamentos interpessoais serem importantes para a felicidade(1%> %) os pacientes com
cancer podem ter outras prioridades, como tratamento e salude e, portanto, ndo consideram
o relacionamento interpessoal como um fator importante. Além disso, a literatura evidencia
a melhoria das relagbes familiares e de amizade durante o processo de doenca
oncoldgical’®”), sugerindo que, na presenca de uma doenca ameacadora, amigos e/ou
familiares ja estejam préximos, o que contribui para a baixa frequéncia dessa categoria entre
esses dois subgrupos.

Mudangas perceptiveis nas prioridades de valores pessoais sao relatadas apds um
diagndstico de céancer. Tais mudancas podem ser considerdveis e levar pacientes e
cuidadores informais a reestruturarem seus valores e como eles percebem a vida. Isso
também pode influenciar a maneira como esses individuos concebem a felicidade, com
possiveis mudancas em suas expectativas para o futuro e atribuicdo de mais valor a aspectos
mais simples da vida cotidiana®? 1%2), Essas mudancas também podem refletir incerteza
sobre o futuro, o que faz com que individuos, como pacientes com doencgas cronicas, se
concentrem principalmente no presente e no que consideram estar faltando(1°> 198),

Ainda em relagdo ao que os individuos buscam para ser felizes, a categoria relacionada
ao desejo saude foi citada com grande frequéncia por todos os grupos e subgrupos, exceto
pela populacdo geral. Outros estudos evidenciam a busca pela saude como um dos fatores
significativos para aumentar a felicidade entre pacientes com doencas crénicas e seus
cuidadores!’®®), Embora parecam ébvio, esses achados mostram que as pessoas buscavam o
que estava faltando nos dias atuais, no momento em que responderam a pesquisa. Como
resultado, um individuo pode atribuir pouco valor a sua prépria saide (comportamento
sedentario, tabagismo etc.), mas acaba desejando muito (na busca pela felicidade) quando
esta doente.

Surpreendentemente, a subcategoria relacionada a cura, foi mencionada com mais
frequéncia por pacientes em cuidados paliativos exclusivos, ou seja, por aqueles que ndo
tém chance de ser curados. Esse achado aponta para uma inconsisténcia entre a consciéncia
do progndstico e a percepcdo da intengdo do tratamento/cuidado recebido(®® 200 Alguns
fatores, isoladamente ou em conjunto, podem explicar essa expectativa irrealistal?®!), como

resisténcia a aceitacdo?9% 203) negacdo(?%% 205 dificuldade em entender informacdes
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prognodsticasi?®® 207 e |acunas na comunicacdo dos profissionais de salde, que
frequentemente enfrentam o estigma de dar mds noticias?%® 209 em relacdo aos
verdadeiros objetivos dos cuidados paliativos exclusivos.

A categoria “Ter algo para ser mais feliz”, foi mencionada principalmente pela
populacdo em geral e pelos sobreviventes de cancer. Uma hipdtese razoavel para explicar
esse achado é que os sobreviventes de cancer gradualmente se aproximam da populacdo em
geral ao longo do tempo em termos de qualidade de vida geral?® 21 e pbem-estar(?12), A
busca da felicidade, no que se refere a aquisicdo de coisas consideradas ausentes, pode ser
semelhante entre esses dois grupos.

Independentemente do grupo em que estavam inseridos, no geral, os participantes
buscavam a felicidade naquilo que consideravam importante para suas vidas, mas era algo

gue eles ndo tinham no momento da entrevista.
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10 CONCLUSOES

A versdo em portugués universal da PHI é valida e confiavel para uso na populacdo
brasileira por meio de pesquisas on-line. O ponto de corte para definir um individuo feliz foi
definido, mas a identificacdo da diferenca minima clinicamente importante deve ser
investigada em estudos futuros.

Estar satisfeito com aspectos financeiros, ter uma percepgdo positiva na prépria auto
avaliacdo da saude, ter reunides familiares frequentes, praticar atividades fisicas 23 vezes
por semana e ndo ter um diagndstico prévio de problemas psicoldgicos/psiquiatricos sdo
varidveis que influenciam, de forma positiva, a percepcao de felicidade da populagdo geral.

Pacientes com cancer e cuidadores informais relataram niveis mais altos de felicidade e
satisfacdo com a vida em comparagao com pessoas saudaveis, embora tivessem menores
escores de afeto positivo e maiores escores de afeto negativo. Esses individuos
provavelmente estdo experimentando mais dificuldades (sofrimento) na vida diaria. No
entanto, dada a sua condicdo, eles percebem a vida de forma diferente e relatam ser mais
felizes. Os individuos tendem a buscar a felicidade no que consideram importante para suas
vidas, mas estd faltando no momento presente.

As classificagdes do IDH dos municipios ndo apresentaram influéncia nas médias de
felicidade e satisfacdo com a vida. Em contrapartida, as classificacbes do IVS exerceram
influéncia somente nas médias de satisfacdo com a vida dos participantes. A frequéncia de
brasileiros considerados felizes foi maior percentualmente no sul do pais, entretanto, diferiu

significativamente apenas em relagao a regiao sudeste do Brasil.
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ANEXOS

Anexo A - Supplementary Material 1

Study Recruitment Strategy

Via Facebook

For the application of the instruments of data collection through the social network
Facebook, an online program called SurveyMonkey®, acquired legally from the registration
on the site (https://pt.surveymonkey.com).

For data collection via Facebook, 3 different methodologies were used. These are
described below:

v’ Methodology 1: The authors used their personal Facebook pages to share the research
post.

v’ Methodology 2: For this methodology municipalities were selected according to the
demographic and IDH profile in each Brazilian state. To promote the research, we created
Facebook pages specific to the study entitled "Happiness Research" "Happiness Research II"
and "Happiness Research IlI". 100 individuals from each municipality were invited. When
identifying one or more of these, the first contact would be through inbox message on the
person's page and friend request.

v’ Methodology 3: Researchers from the North, Northeast, Midwest and South regions
were contacted, without links with the researchers of this study, to be the "pole" of
dissemination of the research, in order to carry out the same process of methodology 1 with
the objective of propagating research and reach populations outside the southeast region
and reach a significant number of cities in Brazil.

Via WhatsApp

Some contacts known to researchers residing in different regions of the country were
contacted through the WhatsApp application. Explanatory text about the study was sent
together with the research link. In addition to being asked to respond to the questionnaire

online, they were encouraged to share the study text/link with their WhatsApp contacts.
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Anexo B - Supplementary Material 2. Questionnaire of socio-demographic, clinical
characterization and questions potentially associated to the sensation of happiness

Questionnaire of socio-demographic, clinical characterization and questions potentially associated to
the sensation of happiness

Data completed by the researcher

Study ID

Initials

Date of data collection
MM/DD/AAAA

Sex
1- Female 2- Male

What race (ethnicity) do you consider yourself?

1-White 2- Black 3- Latino 4- Asian 5- Other

How old are you (in years)?
6 1-<18 2-18-29 3-30-39 4-40-49 5-50-59 6-60-69 7-70-79 8-280 6

What is your current marital status?
1- Married or live married 2- Widowed 3- Separated or divorced 4- Single
5- Do not know answer 6- Other

What is your educational level (even when you studied)?

1- I never studied 2- | never studied, but | can read and write 3- | stopped studying before the

fourth grade 4- | completed the fourth grade 5- | stopped studying before the eighth grade 6- |

completed the eighth grade 7- | stopped studying before the third year 8- | completed the third

year 9- | started, but | did not finish a college 10- | finished college 11- | did Post-Graduation 12-
Other

Do you feel happy with your professional activity?
09 1- Nothing 2- Very little 3- More or less  4- Fairly 5- Extremely | 09

What state do you live in?

1- Acre (AC) 2- Alagoas (AL) 3- Amapa (AP) 4- Amazonas (AM) 5- Bahia (BA)

6-Ceara (CE) 7- Distrito Federal (DF) 8- Espirito Santo (ES) 9- Goias (GO)

10- Maranhdo (MA) 11- Mato Grosso (MT) 12- Mato Grosso do Sul (MS) 13- Minas Gerais (MG)

14- Para (PA) 15- Paraiba (PB) 16- Parana (PR) 17- Pernambuco (PE)

18- Piaui (Pl) 19- Rio de Janeiro (RJ) 20- Rio Grande do Norte (RN) 21- Rio Grande do Sul (RS) 22-
Ronddnia (RO) 23- Roraima (RR) 24- Santa Catarina (SC) 25- Sdo Paulo (SP) 26- Sergipe (SE) 27- Tocantins
(TO)

10 10

Is the place you live in an urban or rural area?
11 1- Urban 2- Rural 11

What is the total income of your household (including some kind of government aid)?

=
'

Less than de R$788,00

From R$789,00 to R$1575,00
From R$1576,00 to R$2363,00 12
From R$2364,00 to R$3939,00
From R$3940,00 to R$7879,00
From R$7880,00 to R$15.759,00
More than R$15.760,00

N
'

12 |3

b
[ R T 1

~
'
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Do you get some kind of government grant or scholarship? (you can check more than one

answer)
0- | don’t receive any 11- Dictatorship grant
1- PROUNI (University Program for All) 12- Pregnant women grant
2- FIES (Student Funding Program) 13- Retirement for contribution time
3- Citizen Funding Program 14- Retirement by age
13 4- Work Funding Program 15- Retirement due to disability 13
5- Food Funding Program 16- Sickness Funding Program
6- School Funding Program 17- Maternity Salary
7- Family Funding Program 18- Confinement aid
8- Olympic Pouch 19- Pension by death
9- Cup Funding Program 20- Other
10- Permanence Funding
Program
How satisfied are you with what you have achieved financially in your life to this day?
14 1- Nothing satisfied 2- Very unsatisfied 3- More or less satisfied 4- Very satisfied 14
5- Extremely satisfied
How often do you and your family meet for a family gatherings at home (for example, lunch and
family dinner)?
15 15
0- Idon’t have family 1- Never 2- Rarely 3- Sometimes 4- Often 5- Always
Do you have any religion?
16 X . . 16
0- | don’t have 1- Catholic 2- Evangelical 3- Spiritist 4- Other
To what extent does your religious or spiritual life influence your happiness?
17 1- Nothing 2- Very little 3- More or less  4- Fairly 5- Extremely | 17
Have you done any of the activities below?
1- Volunteer work to help people or institutions
18 2- Financial donation to help people or institutions 18
3- | have not done any of these activities
Do you have pet (can you mark more than one answer if necessary)?
19 1- No 2-Yes, cat 3-Yes,dog 4-Yes, birds 5-Yes, rabbit 6- Yes, turtle 19
7- Yes, hamster/rabbit/rat 8- Yes, fish 9- Yes, other (specify)
How often do you have the opportunity to stay part of your day in the middle of nature (hiking in
parks, rural areas, waterfalls, trails in forests, etc.)
20 20
1- Never 2-Rarely 3- Sometimes 4- Often 5- Constantly
You consider yourself a person:
21 - . R T - 21
1- Pessimistic 2- Neither optimistic nor pessimistic 3- Optimistic
Considering the people you care about (close friends and family), is anyone currently sick?
22 22
1-Yes 2-No
How much of your happiness has been affected by the illness of the person you care about (close
friend or relative)?
23 23

1- Nothing 2- Very Little 3- More or Less 4- Fairly 5- Extremely 99- Not Applicable
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24

How often have you been performing some kind of physical activity (walking, cycling, soccer,
swimming, some kind of fighting, etc.)?

0- | don’t perform physical activity 1- 1 time per week 2- 2 times per week 3-3 times per week 4- 4 times
per week 5-5 times per week 6- 6 times per week 7- 7 times per week

24

24

How far have you had leisure time (going out for walks, resting time, talking, traveling, theater,
movie theater, etc.)?
0- Nothing 2- Very Little 3- More or Less 4- Fairly 5- Extremely

24

25

How do you consider your health?

1- Very poor 2-Poor 3- Neither bad nor good 4- Good 5-Very good

25

26

Among the health problems below, select the one you are carrying (for which you take some
medicine or have a diagnosis made by a doctor):

1- | do not currently have and never had an important health problem 2- Cancer (CURRENTLY IN
TREATMENT) 3- Cancer (DIAGNOSED AND WITH TERMINATION OF TREATMENT LESS THAN 5 YEARS AGO) 4-
Cancer (DIAGNOSED AND WITH TERMINATION OF TREATMENT THERE IS MORE THAN 5 YEARS) 5- Cirrhosis
of the liver 6- Hypertension (High blood pressure) 7- Coronary problems 8- Diabetes with complications 9-
Diabetes without complications 10- Chronic lung problems (COPD, Pulmonary emphysema) 11- Heart failure
12- Renal insufficiency with dialysis

13- Renal insufficiency without dialysis 14- Stroke sequel 15- Depression 16- Anxiety 17- Panic Syndrome 18-
Another psychiatric or psychological problem 19- Another health
problem

26
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Anexo C — Supplementary Table 1. Univariate Analysis for the evaluation of characteristics
associated with satisfaction with life measured by the Satisfaction With Life Scale (SWLS)

Supplementary Table 1. Univariate Analysis for the evaluation of characteristics associated with
satisfaction with life measured by the Satisfaction With Life Scale (SWLS) (n=2151).

Variables Median (P25 - P75) p-Value
Gender 0.335
Male 26 (20-29)
Female 26 (21-30)
Race 0.044
White 26 (21-30)
Black 25 (20-29)
Latino 25 (19.5-29)
Asian 27 (20-30)
Age (years) 0.001
18-29 26 (20-29)
30-39 26 (21-30)
40-49 27 (20.5-30)
50-59 28 (23-31)
60-69 27 (23.5-30)
270 29 (26-32)
Marital status <0.001
Married or live married 27 (23-30)
Windowed 25 (20-29)
Separated or divorced 22 (16-28)
Single 25 (20-29)
Educational level 0.014
<8 years 25 (16-29)
8 to 11 years 24 (18-30)
>11 years 26 (21-30)
Family income* <0.001
<3.9 minimum wages 23 (16-28)
>4 minimum wages 27 (22-30)
Satisfaction with financial issues <0.001
Little' 24 (18-28)
Much? 29 (26-32)
Has current professional activity <0.001
Yes 26 (21-30)
No 21 (14-28)
Region where live 0.293
Southeast 26 (21-30)
North 26 (21-29)
Northeast 25 (19-30)
Midwest 26 (19-30)
South 26 (21-30)
Location where live 0.203
Urban Area 26 (21-30)
Rural Area 27 (23-30)
Any Government Funding Program <0.001
No 26 (21-30)
Yes 25 (20-29)



Has any religion

Catholic

Evangelic

Spiritist

Other

Atheist / Agnostic / No formal religion
Voluntary activity

No

Yes

Voluntary financial donation
No
Yes
Has a pet
No
Yes
Current health problem
Yes
No
Previous psychological/psychiatric diagnosis
No
Yes
Influence of religious or spiritual life on happiness
Little’
Much?
Self-assessment of health
Bad?
Good *

Frequency of family gatherings
Little®
Much®
Contact with nature
Little®
Much®
Physical activity
Don’t practice physical activity
1 a 2 times per week
3 or more times per week
Leisure time
Little’
Much?
Feeling of happiness with the professional activity

Little!
Much?
Satisfaction with financial issues
Little'
Much?

27 (22-30)
26 (20-29)
26 (21-30)
26 (18-31)
25 (19-29)

26 (20-30)
27 (22-30)

25 (20-29)
28 (23-30)

26 (21-30)
26 (20-30)

25 (19-29)
27 (22-30)

26 (21-30)
22 (15-25)

25 (18-29)
27 (22-30)

20 (15-26)
27 (22-30)

24 (18-28)
28 (23-30)

26 (20-29)
28 (23-31)

25 (18-29)
26 (21-30)
28 (23-30)

25 (19-29)
29 (24-31)

23 (17-27)
28 (24-31)

24 (18-28)
29 (26-32)

<0.001

<0.001

<0.001

0.339

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001
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'nothing/very little/more or less. *fairly/extremely. 3very poor/poor/neither bad nor good. “good/very good.

>nothing/very little/more or less. °many times/always.
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Anexo D - Supplementary Table 2. Univariate analysis for the evaluation of happiness-

associated characteristics measured by the Pemberton Happiness Index (PHI-r) as a

continuous variable

Supplementary Table 2. Univariate analysis for the evaluation of happiness-associated
characteristics measured by the Pemberton Happiness Index (PHI-r) as a continuous variable

(n=2151).
Variables Median (P25 - P75) p-Value
Gender 0.256
Male 7.64 (6.18-8.45)
Female 7.45 (5.82-8.45)
Age (years) <0.001
18-29 7.27 (5.64-8.27)
30-39 7.55(5.91-8.45)
40-49 7.82 (5.82-8.59)
50-59 8.09 (7.09-9.09)
60-69 8.18 (7.00-8.91)
>70 8.32(6.73-9.41)
Marital Status <0.001
Married or live married 7.73 (6.09-8.59)
Windowed 7.68 (5.73-8.91)
Separated or divorced 7.64 (5.55-8.36)
Single 7.27 (5.73-8.27)
Family income* <0.001
<3.9 minimum wages 7.09 (5.36-8.27)
>4 minimum wages 7.64 (6.09-8.45)
Has current professional activity <0.001
Yes 7.55 (6.00-8.45)
No 6.18 (4.00-8.00)
Region where live 0.011
Southeast 7.36 (5.45-8.45)
North 7.55 (6.18-8.55)
Northeast 7.55 (6.05-8.50)
Midwest 7.27 (5.27-8.45)
South 7.64 (6.36-8.55)
Voluntary activity 0.002
No 7.45 (5.82-8.45)
Yes 7.82 (6.18-8.64)
Voluntary financial donation <0.001
No 7.27 (5.64-8.36)
Yes 7.91 (6.45-8.73)
Has a pet 0.497
No 7.55 (6.09-8.45)
Yes 7.55 (5.77 — 8.45)
Current health problem <0.001
Yes 7.18 (5.36-8.27)
No 7.73 (6.27-8.55)
Previous psychological/psychiatric diagnosis <0.001
No 7.55 (6.00-8.45)
Yes 5.50 (3.09-7.55)



Influence of religious or spiritual life on happiness
Little’
Much?
Self-assessment of health
Bad?
Good *

Frequency of family gatherings
Little®
Much®
Contact with nature
Little®
Much®
Physical activity
Don’t practice physical activity
1 a 2 times per week
3 or more times per week
Leisure time
Little’
Much?
Satisfaction with financial issues
Little’
Much?

7.00 (5.18-8.09)
7.82 (6.36-8.64)

5.91 (4.00-7.55)
7.73 (6.27-8.55)

6.91 (5.18-8.00)
7.91 (6.45-8.73)

7.36 (5.73-8.36)
8.09 (6.91-8.82)

7.09 (5.27-8.27)
7.36 (5.91-8.36)
8.00 (6.73-8.73)

7.18 (5.55-8.18)
8.23 (6.91-8.91)

7.00 (5.27-8.09)
8.27 (7.27-8.91)

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001
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Anexo E - Supplementary Table 3. Univariate analysis for the evaluation of happiness

associated characteristics measured by Pemberton Happiness Index (PHI-r) Dichotomized

Supplementary Table 3. Univariate analysis for the evaluation of happiness associated

characteristics measured by Pemberton Happiness Index (PHI-r) Dichotomized (n=2151).

Variables Unhappy Happy p-Value
(PHI-r<7) (PHI-r27)
n (%) n (%)
Gender 0.056*
Male 169 (20.1) 310 (23.6)
Female 671 (79.9) 1001 (76.4)
Race 0.942*
White 591 (70.9) 918 (70.6)
Black 31(3.7) 55 (42.2)
Latino 191 (22.9) 293 (22.5)
Asian 21 (2.5) 34 (2.6)
Age (years)
18-29 418 (49.8) 522 (39.8) <0.001*
30-39 276 (32.9) 427 (32.6)
40-49 95 (11.3) 193 (14.7)
50-59 35 (4.2) 121 (9.2)
60-69 13 (1.5) 39 (3.0)
>70 03 (0.4) 09 (0.7)
Marital Status <0.001*
Married or live married 352 (42.3) 668 (51.1)
Windowed 11 (1.3) 19 (1.5)
Separated or divorced 46 (5.5) 83 (6.4)
Single 423 (50.8) 537 (41.1)
Educational level 0.245%*
<8 years 09 (1.1) 26 (2.0)
8 a 11 years 90 (10.7) 133 (10.2)
>11 years 741 (88.2) 1150 (87.9)
Has current professional activity <0.001*
Yes 790 (94.0) 1278 (97.5)
No 50 (6.0) 33(2.5)
Region where live 0.003*
Southeast 426 (50.7) 563 (42.9)
North 64 (7.6) 110 (8.4)
Northeast 91 (10.8) 149 (11.4)
Midwest 72 (8.6) 110 (8.4)
South 187 (22.3) 379 (28.9)
Location where live 0.263*
Urban Area 823 (98.0) 1273 (97.1)
Rural Area 17 (2.0) 38 (2.9)
Family income** <0.001*
<3.9 minimum wages 212 (25.2) 223 (17.0)
>4 minimum wages 628 (74.8) 1088 (83.0)
Government aid 0.762*
No 704 (83.8) 1106 (84.4)
Yes 136 (16.2) 205 (15.6)
Disability retirement 0.318*
No 831 (98.9) 1303 (99.4)
Yes 9(1.1) 8(0.6)
Sickness aid 0.220*
No 836 (99.5) 1298 (99.0)



Yes

Family Funding Program (“Bolsa Familia”)

No
Yes

Has any religion
Catholic
Evangelic
Spiritist
Other

Atheist / Agnostic / No formal religion

Voluntary activity
No
Yes
Voluntary financial donation
No
Yes
Has a pet
No
Yes
Leisure time
Little’
Much?
Self-assessment of health
Bad?
Good*
Frequency of family gatherings
Little®
Much®
Influence of religious or spiritual life on
happiness
Little’
Much?
Contact with nature
Little®
Much®
Physical activity
Don’t practice physical activity
1 a2 times per week
3 or more times per week

Feeling of happiness with the professional

activity
Little'
Much?
Satisfaction with financial issues
Little’
Much?
Current health problem
Yes
No

Previous psychological/psychiatric diagnosis

No
Yes

04 (0.5)

828 (98.6)
12 (1.4)

404 (48.1)
130 (15.5)
147 (17.5)
11 (1.3)
148 (17.6)

667 (79.4)
173 (20.6)

623 (74.2)
217 (25.8)

329 (39.2)
511 (60.8)

664 (79.0)
176 (21.0)

203 (24.2)
637 (75.8)

438 (52.1)
402 (47.9)

405 (48.2)
435 (51.8)

747 (88.9)
93 (11.1)

382 (45.5)
238 (28.3)
220 (26.2)

423 (56.2)
330 (43.8)

676 (80.5)
164 (19.5)

433 (51.5)
407 (48.5)

804 (95.7)
36 (4.3)

13 (1.0)
0.035*
1304 (99.5)
07 (0.5)
0.061*
669 (51.0)
210 (16.0)
247 (18.8)
14 (1.1)
171 (13.0)
0.011*
977 (74.5)
334 (25.5)
<0.001*
828 (63.2)
483 (36.8)
0.322
542 (41.3)
769 (58.7)
<0.001*
809 (61.7)
502 (38.3)
<0.001*
116 (8.8)
1195 (91.2)
<0.001*
436 (33.3)
875 (66.7)
<0.001*

410 (31.3)
901 (68.7)
<0.001*
1041 (79.4)
270 (20.6)
<0.001*
441 (33.6)
329 (25.1)
541 (41.3)
<0.001*

295 (24.1)
931 (75.9)
<0.001*
708 (54.0)
603 (46.0)
<0.001*
528 (40.3)
783 (59.7)
<0.001*
1297 (98.9)
14 (1.1)

*Chi-Square Test
**Brazilian minimum wage.
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Anexo F - Supplementary Material 1. Questionnaire of socio-demographic, clinical
characterization and questions potentially associated to the sensation of happiness

Questionnaire of socio-demographic, clinical characterization and questions potentially associated to
the sensation of happiness

Data completed by the researcher

Study ID

Initials

Date of data collection
MM/DD/AAAA

Sex
1- Female 2- Male

What race (ethnicity) do you consider yourself?

1-White 2- Black 3- Latino 4- Asian 5- Other

How old are you (in years)?
6 1-<18 2-18-29 3-30-39 4-40-49 5-50-59 6-60-69 7-70-79 8-280 6

What is your current marital status?
2- Married or live married 2- Widowed 3- Separated or divorced 4- Single
5- Do not know answer 6- Other

What is your educational level (even when you studied)?

1- I never studied 2- | never studied, but | can read and write 3- | stopped studying before the

fourth grade 4- | completed the fourth grade 5- | stopped studying before the eighth grade 6- |

completed the eighth grade 7- | stopped studying before the third year 8- | completed the third

year 9- | started, but | did not finish a college 10- | finished college 11- | did Post-Graduation 12-
Other

Do you feel happy with your professional activity?
09 1- Nothing 2- Very little 3- More or less  4- Fairly 5- Extremely | 09

What state do you live in?

1- Acre (AC) 2- Alagoas (AL) 3- Amapa (AP) 4- Amazonas (AM) 5- Bahia (BA)

6-Ceara (CE) 7- Distrito Federal (DF) 8- Espirito Santo (ES) 9- Goias (GO)

10- Maranhdo (MA) 11- Mato Grosso (MT) 12- Mato Grosso do Sul (MS) 13- Minas Gerais (MG)

14- Para (PA) 15- Paraiba (PB) 16- Parana (PR) 17- Pernambuco (PE)

18- Piaui (Pl) 19- Rio de Janeiro (RJ) 20- Rio Grande do Norte (RN) 21- Rio Grande do Sul (RS) 22-
Ronddnia (RO) 23- Roraima (RR) 24- Santa Catarina (SC) 25- Sdo Paulo (SP) 26- Sergipe (SE) 27- Tocantins
(TO)

10 10

Is the place you live in an urban or rural area?
11 1- Urban 2- Rural 11

What is the total income of your household (including some kind of government aid)?

=
'

Less than de R$788,00

From R$789,00 to R$1575,00
From R$1576,00 to R$2363,00 12
From R$2364,00 to R$3939,00
From R$3940,00 to R$7879,00
From R$7880,00 to R$15.759,00
More than R$15.760,00

N
'

12 |3

b
[ R T 1

~
'
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Do you get some kind of government grant or scholarship? (you can check more than one

answer)
0- | don’t receive any 11- Dictatorship grant
1- PROUNI (University Program for All) 12- Pregnant women grant
2- FIES (Student Funding Program) 13- Retirement for contribution time
3- Citizen Funding Program 14- Retirement by age
13 4- Work Funding Program 15- Retirement due to disability 13
5- Food Funding Program 16- Sickness Funding Program
6- School Funding Program 17- Maternity Salary
7- Family Funding Program 18- Confinement aid
8- Olympic Pouch 19- Pension by death
9- Cup Funding Program 20- Other
10- Permanence Funding
Program
How satisfied are you with what you have achieved financially in your life to this day?
14 1- Nothing satisfied 2- Very unsatisfied 3- More or less satisfied 4- Very satisfied 14
5- Extremely satisfied
How often do you and your family meet for a family gatherings at home (for example, lunch and
family dinner)?
15 15
1- Idon’t have family 1- Never 2- Rarely 3- Sometimes 4- Often 5- Always
Do you have any religion?
16 X . . 16
0- | don’t have 1- Catholic 2- Evangelical 3- Spiritist 4- Other
To what extent does your religious or spiritual life influence your happiness?
17 1- Nothing 2- Very little 3- More or less  4- Fairly 5- Extremely | 17
Have you done any of the activities below?
1- Volunteer work to help people or institutions
18 2- Financial donation to help people or institutions 18
3- | have not done any of these activities
Do you have pet (can you mark more than one answer if necessary)?
19 1- No 2-Yes, cat 3-Yes,dog 4-Yes, birds 5-Yes, rabbit 6- Yes, turtle 19
7- Yes, hamster/rabbit/rat 8- Yes, fish 9- Yes, other (specify)
How often do you have the opportunity to stay part of your day in the middle of nature (hiking in
parks, rural areas, waterfalls, trails in forests, etc.)
20 20
1- Never 2-Rarely 3- Sometimes 4- Often 5- Constantly
You consider yourself a person:
21 - . R T - 21
1- Pessimistic 2- Neither optimistic nor pessimistic 3- Optimistic
Considering the people you care about (close friends and family), is anyone currently sick?
22 22
1-Yes 2-No
How much of your happiness has been affected by the illness of the person you care about (close
friend or relative)?
23 23

1- Nothing 2- Very Little 3- More or Less 4- Fairly 5- Extremely 99- Not Applicable
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24

How often have you been performing some kind of physical activity (walking, cycling, soccer,
swimming, some kind of fighting, etc.)?

0- | don’t perform physical activity 1- 1 time per week 2- 2 times per week 3-3 times per week 4- 4 times
per week 5-5 times per week 6- 6 times per week 7- 7 times per week

24

24

How far have you had leisure time (going out for walks, resting time, talking, traveling, theater,
movie theater, etc.)?
1- Nothing 2- Very Little 3- More or Less 4- Fairly 5- Extremely

24

25

How do you consider your health?

1- Very poor 2-Poor 3- Neither bad nor good 4- Good 5-Very good

25

26

Among the health problems below, select the one you are carrying (for which you take some
medicine or have a diagnosis made by a doctor):

1- | do not currently have and never had an important health problem 2- Cancer (CURRENTLY IN
TREATMENT) 3- Cancer (DIAGNOSED AND WITH TERMINATION OF TREATMENT LESS THAN 5 YEARS AGO) 4-
Cancer (DIAGNOSED AND WITH TERMINATION OF TREATMENT THERE IS MORE THAN 5 YEARS) 5- Cirrhosis
of the liver 6- Hypertension (High blood pressure) 7- Coronary problems 8- Diabetes with complications 9-
Diabetes without complications 10- Chronic lung problems (COPD, Pulmonary emphysema) 11- Heart failure
12- Renal insufficiency with dialysis

13- Renal insufficiency without dialysis 14- Stroke sequel 15- Depression 16- Anxiety 17- Panic Syndrome 18-
Another psychiatric or psychological problem 19- Another health
problem

26
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Anexo G - Supplementary Figura 1. Flowchart of study participant selection

General population Patients with
On-line recruitment cancer
] : (n=2,688) (n=328)
Patients’ caregivers
(n=134} Excluded: Excluded:
=< 18 years (n=390) * Refusal to
* Refusal to participate
Excluded: participate {n=13) (n=26)
* Refusal to
participate
(n=8) ; Face-to-face
Dn-llrl:'le resp;:mses eniews
n=2585
n=302
Face-to-face : .
interviews
(n=1286) Mot analyzed:
* Did not completed iy St et S T S Ty s
PHI and SWLS [n=433) ! Patients with cancer from i
i the online survey (n=40) 1
b b e e On-line
Total analyzed ‘ responses
(n=126) 1 (n=40)
Total analyzed l
From the general population
(n=2.112) Total analyzed
(n=342)

Final sample, N= 2,580

Supplementary Figura 1. Flowchart of study participant selection
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Anexo H - Supplementary Material 2. Univariate analysis for the evaluation of characteristics

associated with happiness measured by Pemberton Happiness Index (PHI-r)

Supplementary Material 2 — Univariate analysis for the evaluation of characteristics associated

with happiness measured by Pemberton Happiness Index (PHI-r) (n=2580).

Variables Median (P25 — P75) p-Value
Participants <0.001
General population 7.55 (5.86 - 8.45)
Caregivers of cancer patients 8.27 (7.45 - 8.82)
Cancer patients 8.27 (7.36-9.00)
Age (years) <0.001
18-29 7.27 (5.73 - 8.27)
30-39 7.64 (6.09 - 8.45)
40-49 7.91 (6.55 - 8.73)
50-59 8.18 (7.18-9.09)
60-69 8.27 (7.27 - 8.82)
270 8.45 (7.55-8.91)
Marital Status <0.001
Married or live married 7.91(6.45 - 8.73)
Windowed 8.23 (7.05-9.00)
Separated or divorced 7.73 (6.45 - 8.64)
Single 7.36(5.91- 8.36)
Educational Level <0.001
<8 years 8.36 (7.36 —9.00)
8to 11 years 7.82 (6.55-8.73)
>11 years 7.55(5.91 - 8.45)
Feeling of happiness with the professional activity <0.001
Hasn’t professional activity 6.91 (5.00 - 8.27)
Has professional activity 7.73 (6.27 - 8.64)
Location where live <0.001
Urban Area 7.64 (6.09 - 8.55)
Rural Area 8.27 (6.91-9.00)
Government aid 0.001
Yes 7.82 (6.55-8.73)
No 7.64 (6.09 - 8.55)
Disability retirement 0.012
No 7.64 (6.18 - 8.55)
Yes 8.18 (6.82 - 8.91)
Sickness aid 0.012
No 7.64 (6.09 - 8.55)
Yes 7.91 (6.82 - 8.86)
Has any religion 0.003
Catholic 7.73 (6.27 - 8.64)
Evangelic 7.64 (6.45 - 8.55)
Spiritist 7.73 (6.00 - 8.64)
Other 7.41 (5.00 - 8.36)
Atheist / Agnostic / No formal religion 7.36 (5.64 - 8.36)
Voluntary activity <0.001

No

7.55 (6.09 - 8.55)



Yes

Voluntary financial donation
No
Yes
Cat as a pet
No
Yes
It is considered
Pessimistic
Neither optimistic nor pessimistic
Optimistic
Current health problem
Yes
No
Diagnosis and treatment of current cancer
No
Yes
Diagnosis of depression
No
Yes
Diagnosis of anxiety
No
Yes
Diagnosis of panic disorder
No
Yes

Other psychological/psychiatric problem
No
Yes
Influence of religious or spiritual life on happiness
Little’
Much?
Self-assessment of health

Bad?
Good *

Frequency of family gatherings
Little®
Much®
Contact with nature
Little®
Much®
Physical activity
Don’t practice physical activity
1 a 2 times per week
3 or more times per week
Leisure time
Little’
Much?
Feeling of happiness with the professional activity
Little’
Much?

8.00 (6.64 - 8.73)

7.45 (5.82 - 8.45)
8.00 (6.82 - 8.82)

7.73 (6.27 - 8.64)
7.36 (5.45 - 8.45)

5.55 (3.91 - 6.64)
6.82 (5.18 - 7.82)
8.18 (7.09 - 8.82)

7.55 (5.91 - 8.55)
7.82 (6.36 - 8.64)

7.55 (6.00 - 8.45)
8.27 (7.36 - 9.00)

7.82 (6.45 - 8.64)
5.91 (4.00 - 7.09)

7.91(6.64 - 8.73)
6.55 (4.82 - 7.91)

7.73 (6.27 - 8.64)
5.45 (4.00 - 7.00)

7.73 (6.27 - 8.64)
5.55 (3.32 - 7.64)

7.00 (5.23 - 8.18)
8.00 (6.73 - 8.73)

6.82 (4.82 - 8.09)
7.82 (6.45 - 8.73)

7.18 (5.45 - 8.18)
8.00 (6.73 - 8.82)

7.45 (5.91 - 8.45)
8.27 (7.27 - 8.91)

7.55 (5.82 - 8.45)
7.36 (6.09 - 8.36)
8.09 (6.82 - 8.73)

7.36 (5.82 - 8.36)
8.27 (7.09 - 8.91)

6.82 (5.18 - 8.09)
8.09 (7.00 - 8.82)

<0.001

0.009

<0.001

0.002

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001
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Satisfaction with financial issues <0.001
Little’ 7.18 (5.55 - 8.18)
Much? 8.27 (7.45-9.00)

Happiness affected by loved one's disease 0.003
Little’ 7.91 (6.36 - 8.73)
Much? 7.55 (6.09 - 8.36)

'nothing/very little/more or less. *fairly/extremely. 3very poor/poor/neither bad nor good.
4good/very good. *nothing/very little/more or less. °many times/always.



Anexo | - Supplementary Material 3. Univariate analysis for the evaluation of

characteristics associated with satisfaction with life measured by Satisfaction with

Life Scale (SWLS)

Supplementary Material 3 — Univariate analysis for the evaluation of characteristics associated with
satisfaction with life measured by Satisfaction with Life Scale (SWLS) (n=2580).

Variables Median (P25 - P75) p-Value
Participants <0.001
General population 26 (21-30)
Caregivers of cancer patients 28 (24-31)
Cancer patients 28 (23-32)
Age (years) <0.001
18-29 26 (20-29)
30-39 26 (21-30)
40-49 27 (21-30)
50-59 28 (23.5-31)
60-69 28 (24-32)
270 30 (27-34)
Marital status <0.001
Married or live married 28 (23-31)
Windowed 26.5(21.5-32)
Separated or divorced 24 (17-29)
Single 25 (20-29)
Educational level <0.001
<8 years 29 (23-33)
8to 11 years 26 (19-30)
>11 years 26 (21-30)
Family income* <0.001
<3.9 minimum wages 25 (18-30)
>4 minimum wages 27 (22-30)
Has current professional activity <0.001
Yes 27 (21-30)
No 27 (18-29)
Feeling of happiness with the professional activity <0.001
Hasn’t professional activity 24 (17-29)
Has professional activity 27 (22 -30)
Region where live 0.046
Midwest 26 (20-30)
Northeast 25 (19-30)
North 26.5 (22-30)
Southeast 27 (22-30)
South 26 (21-30)
Location where live 0.004
Urban Area 26 (21-30)
Rural Area 28 (23-31)
Family Funding Program (“Bolsa Familia”) 0.007
No 27 (21-30)
Yes 21 (16-28)
Has any religion <0.001
Catholic 27 (22-30)
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Evangelic

Spiritist

Other

Atheist / Agnostic / No formal religion
Voluntary activity

No

Yes

Voluntary financial donation
No
Yes
Cat as a pet
No
Yes
It is considered
Pessimistic
Neither optimistic nor pessimistic
Optimistic
Current health problem
Yes
No
Diagnosis and treatment of current cancer
No
Yes
Diagnosis of depression
No
Yes
Diagnosis of anxiety
No
Yes
Diagnosis of panic disorder
No
Yes

Other psychological/psychiatric problem
No
Yes
Influence of religious or spiritual life on happiness
Little’
Much?
Self-assessment of health

Bad?
Good *

Frequency of family gatherings
Little®
Much®
Contact with nature
Little®
Much®
Physical activity
Don’t practice physical activity
1 a2 times per week
3 or more times per week

26 (21-29.5)
27 (22-30)
25.5 (19-31)
25 (19-29)

26 (20-30)
28 (23-31)

26 (20-29)
28 (23-31)

27 (21-30)
25 (20-29)

19 (14-25)
23 (18-28)
28 (24-31)

26 (20-30)
27 (22-30)

26 (21-30)
28 (23-32)

27 (22-30)
20 (14-25)

27 (22-30)
23 (16-28)

27 (22-30)
19 (13-24)

27 (21-30)
22 (15.5-26)

25 (18-29)
28 (23-31)

22 (16-28)
27 (23-30)

24 (19-28)
28 (23-31)

26 (20-30)
29 (24-32)

26 (19-30)
26 (21-30)
28 (23-31)

<0.001

<0.001

0.003

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001
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Leisure time
Little'
Much?
Feeling of happiness with the professional activity
Little'
Much?
Satisfaction with financial issues

Little!
Much?

Happiness affected by loved one's disease
Little’
Much?

25 (20-29)
29 (25-31)

23 (17-28)
28 (24-31)

24 (18-28)
29 (27-32)

27 (23-30)
25.5 (20-30)

<0.001

<0.001

<0.001

<0.001

*brazilian minimum wage.
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'nothing/very little/more or less. ?fairly/extremely. 3very poor/poor/neither bad nor good. “good/very good.

>nothing/very little/more or less. °many times/always.
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Anexo J - Supplementary Material 4. Univariate analysis for the evaluation of characteristics
associated with positive affects measured by Diener and Emmon’s Positive and Negative
Experience Scale (PNES)

Supplementary Material 4 — Univariate analysis for the evaluation of characteristics associated
with positive affects measured by Diener and Emmon’s Positive and Negative Experience Scale
(PNES) (n=2580).

Variables Median (P25 - P75) p-Value
Participants <0.001
General population 25 (20-28)
Caregivers of cancer patients 22 (19-26)
Cancer patients 21 (18-23)
Gender <0.001
Male 25 (21-29)
Female 24 (20-27)
Race 0.049
White 24 (20-28)
Black 23 (19-27)
Latino 23 (19-27)
Asian 25 (21-28)
Age (years) <0.001
18-29 24 (20-28)
30-39 24 (20-28)
40-49 24 (20-28)
50-59 22 (19-26)
60-69 22 (20-25)
>70 23 (20-27)
Marital Status <0.001
Married or live married 24 (20-28)
Windowed 21 (17-25)
Separated or divorced 22 (18.5-26)
Single 24 (20-28)
Educational Level <0.001
<8 years 21 (18-24)
8 toll years 23 (19-27)
>11 years 24 (20-28)
Family income* <0.001
<3.9 minimum wages 22 (19-27)
>4 minimum wages 24 (20-28)
Has current professional activity 0.032
Yes 24 (20-28)
No 22 (19-26)
Feeling of happiness with the professional activity 0.046
Hasn'’t professional activity 23 (18-27)
Has professional activity 24 (20-28)
Region where live 0.031
Midwest 23 (19-27)
Northeast 25 (20-28)
North 23 (20-27)
Southeast 23 (20-28)

South 25 (20-28)



Any Government Funding Program
Yes
No
Retirement due to disability
No
Yes
Sickness Funding Program (“Auxilio doencga”)
No
Yes
Has any religion
Catholic
Evangelic
Spiritist
Other
Atheist / Agnostic / No formal religion
Voluntary activity
No
Yes

Voluntary financial donation
No

Yes

Cat as a pet
No

Yes
It is considered
Pessimistic
Neither optimistic nor pessimistic
Optimistic
Current health problem
Yes
No
Diagnosis and treatment of current cancer
No
Yes
Diagnosis of depression
No
Yes
Diagnosis of anxiety
No
Yes
Diagnosis of panic disorder

No
Yes
Other psychological/psychiatric problem
No
Yes
Influence of religious or spiritual life on happiness
Little’
Much?
Self-assessment of health

Bad?
Good *#

23 (19-26)
24 (20-28)

24 (20-28)
22 (17-24)

24 (20-28)
21 (18-25)

24 (20-28)
23 (19-27)
24 (20-28)
24 (19.5-29)
23 (19-27)

23 (20-27)
25 (21-29)

23 (19-27)
25 (21-29)

24 (20-28)
23 (19-28)

18 (15-21)
21 (18-25)
25 (22-29)

22 (19-26)
25 (21-29)

25 (20-28)
21 (18-23)

24 (20-28)
19 (16-23)

24 (20-28)
22 (18-26)

24 (20-28)
20 (16-25)

24 (20-28)
21 (16-23)

23 (19-27)
24 (20-28)

20 (17-24)
25 (21-28)

<0.001

<0.001

<0.001

0.016

<0.001

<0.001

0.017

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

191



Frequency of family gatherings
Little®
Much®
Contact with nature
Little®
Much®
Physical activity
Don’t practice physical activity
1 a 2 times per week
3 or more times per week
Leisure time
Little!
Much?
Feeling of happiness with the professional activity

Little'
Much?
Satisfaction with financial issues

Little’
Much?

Happiness affected by loved one's disease
Little’
Much?

23 (19-26)
25 (21-29)

24 (20-27)
25 (21-29)

22 (19-26)
24 (20-28)
25 (21-29)

22 (19-26)
27 (23-30)

21 (18-25)
25 (21-29)

22 (19-26)
26 (23-29)

25 (21-29)
23 (20-27)

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

*brazilian minimum wage.

'nothing/very little/more or less. *fairly/extremely. 3very poor/poor/neither bad nor good. “good/very
good. *nothing/very little/more or less. °many times/always.
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Anexo K - Supplementary Material 5. Univariate analysis for the evaluation of characteristics
associated to negative affects measured by Diener and Emmon’s Positive and Negative
Experience Scale (PNES)

Supplementary Material 5 — Univariate analysis for the evaluation of characteristics
associated to negative affects measured by Diener and Emmon’s Positive and Negative
Experience Scale (PNES) (n=2580).

Variables Median (P25 — P75) p-Value
Participants <0.001
General population 12 (09-16)
Caregivers of cancer patients 16 (14-19)
Cancer patients 15 (13-17)
Age (years) 0.012
18-29 13 (10-16)
30-39 13 (10-16)
40-49 13 (10-16)
50-59 13 (10-16)
60-69 14 (12-17)
=70 14 (12-17)
Marital Status 0.005
Married or live married 13 (10-16)
Windowed 14 (12-18)
Separated or divorced 14 (11-16)
Single 13 (10-17)
Educational Level <0.001
<8 years 16 (13-18)
8to 11 years 14 (11-17)
>11 years 12 (10-16)
Family income <0.001
<3.9 minimum wages 15 (11-18)
>4 minimum wages 12 (10-16)
Has current professional activity 0.004
Yes 13 (10-16)
No 15 (11-17)
Region where live <0.001
Midwest 14 (11-17)
Northeast 13 (09-16)
North 14 (11-16)
Southeast 13 (10-16)
South 12 (09-16)
Government aid <0.001
Yes 14 (11-17)
No 13 (10-16)
Retirement due to disability <0.001
No 13 (10-16)
Yes 15 (12-17)
Sickness Funding Program (“Auxilio doenca”) <0.001
No 13 (10-16)
Yes 15 (12-18)

Family Funding Program (“Bolsa-familia”) 0.001



No
Yes
It is considered
Pessimistic
Neither optimistic nor pessimistic
Optimistic
Current health problem
Yes
No
Diagnosis and treatment of current cancer
No
Yes
Diagnosis of depression
No
Yes
Diagnosis of anxiety
No
Yes
Diagnosis of panic disorder
No
Yes
Other psychological/psychiatric problem
No
Yes
Leisure time
Little'
Much?
Self-assessment of health
Bad?
Good *
Frequency of family gatherings
Little>
Much®
Contact with nature
Little>
Much®
Physical activity
Don’t practice physical activity
1 a 2 times per week
3 or more times per week
Feeling of happiness with the professional activity
Little'
Much?
Satisfaction with financial issues
Little'
Much?

Sickness in a close person (a loved one)
Yes
No

13 (10-16)
15 (13-19)

17 (14-20)
15 (12-17)
12 (09-15)

14 (11-17)
12 (09-15)

13 (10-16)
15 (13-17)

13 (10-16)
17 (14-20)

13 (10-16)
15 (12-18)

13 (10-16)
17 (12-20)

13 (10-16)
16 (12-19)

14 (11-17)
11 (08-15)

15 (13-19)
12 (10-16)

14 (11-17)
13 (10-16)

13 (10-17)
13 (10-16)

14 (11-17)
13 (10-16)
12 (09-15)

15 (11-18)
12 (09-15)

14 (11-17)
12 (09-15)

14 (11-17)
13 (10-16)

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

0.005

<0.001

<0.001

<0.001

<0.001
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Happiness affected by loved one's disease <0.001
Little? 12 (09-16)
Much? 14 (12-17)

Inothing/very little/more or less. *fairly/extremely. 3very poor/poor/neither bad nor good.
‘good/very good. °nothing/very little/more or less. °many times/always.
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Anexo L - Supplementary Material 1. Study Recruitment Strategy

Study Recruitment Strategy
Via Facebook

For the application of the instruments of data collection through the social network
Facebook, an online program called SurveyMonkey®, acquired legally from the registration on the
site (https://pt.surveymonkey.com).

For data collection via Facebook, 3 different methodologies were used. These are described
below:
Methodology 1: The authors used their personal Facebook pages to share the research post.
Methodology 2: For this methodology municipalities were selected according to the demographic
and IDH profile in each Brazilian state. To promote the research, we created Facebook pages specific
to the study entitled "Happiness Research" "Happiness Research II" and "Happiness Research 1lI". 100
individuals from each municipality were invited. When identifying one or more of these, the first
contact would be through inbox message on the person's page and friend request.
Methodology 3: Researchers from the North, Northeast, Midwest and South regions were contacted,
without links with the researchers of this study, to be the "pole" of dissemination of the research, in
order to carry out the same process of methodology 1 with the objective of propagating research and

reach populations outside the southeast region and reach a significant number of cities in Brazil.

Via WhatsApp

Some contacts known to researchers residing in different regions of the country were
contacted through the WhatsApp application. Explanatory text about the study was sent together
with the research link. In addition to being asked to respond to the questionnaire online, they were

encouraged to share the study text/link with their WhatsApp contacts.

Data collection in person

Data collection was carried out with caregivers of patients who undergo oncological
treatment in the Units of a Cancer Hospital. Recruitment took place in the hospital's institutional
housing. Oncology patients were also recruited and data collection was performed in person, being
selected for convenience in the outpatient clinics and in the clinical and surgical hospitalization units

and Hospital Oncology Palliative Care Unit.
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Anexo M - Supplementary Table 1. Examples of participants’ responses per category and subcategory.
Supplementary Table 1. Examples of participants’ responses per category and subcategory.

Categories and Subcategories

Examples from narratives

Category 1: Nothing

Category 2: | wish for a better health for myself
or someone else in order to be happy

Subcategory 2a: | hope to find in a cure a reason
to be happy

Category 3: Good interpersonal relationships

would make me happier

Subcategory 3a: I’'m looking for a romantic
relationship to be happier

“I believe nothing is missing for me to be happy, I'm already happy because | believe there is happiness in simple
everyday situations, we just need to find it. And that being happy depends on the value we give to difficulties and
accomplishments, this is why | say I’'m happy, satisfied with my life, amid all difficulties | find the amount of happiness |
need.” (ID: 1662 - General Population); “Nothing is missing” (ID: 2691 - Cancer Patient); “Anything” (ID: 2994 - Informal
Caregiver)

“Finishing a medical treatment and having more health” (ID: 1254 - Cancer Patient); “Recovering from a health problem
and returning to everyday activities.” (ID: 2385 - Cancer Patient); “My own health, my husband’s, my mother’s” (ID:
2728 - Cancer Patient)

“Curing cancer would make me very happy now” (ID: 343 - General Population); “... Getting cured, because although
I’'m under palliative care and I’'m rationally aware there’s no cure for me, inside | always hope it might happen.” (ID: 671
- Cancer Patient); “Discovering the cure for cancer, for many families not to suffer as my family did!” (ID: 1053 - General
Population); “Getting cured from depression and everything related to it” (ID: 1714 - General Population); “Staying
healthy, healed” (ID: 2690 - Cancer Patient); “Healing illness, health” (ID: 2716 - Cancer Patient); “Cure of cancer” (ID:
2786 - Cancer Patient); “The cure of the daughter” (ID: 2992 - Informal Caregiver); “The Nephew's cure” (ID: 3101 -
Informal Caregiver)

“Family togetherness” (ID: 184 - General Population); “Solve family problems relative to my spouse” (ID: 314 - General
Population); “Closer relationships with other family members” (ID: 330 - General Population); “Be able to overcome the
ideological barrier between me and my relatives and talk openly with them, always giving my honest opinion.” (ID: 414
- General Population)

“Overcome my divorce and find someone” (ID: 103 - General Population); “A true love and home” (ID: 140 - General
Population); “A serious and stable relationship” (ID: 277 - General Population); “I’'m happy. But if | could choose one
more thing, someone to share life with” (ID: 289 - General Population); “Rebuild my love life” (ID: 423 - General
Population); “Affective accomplishment, a partner” (ID: 445 - General Population); “A partner who loves me and whom
| love” (ID: 470 - General Population); “Finding my soulmate” (ID: 1114 - Cancer Patient); “Meet someone | truly love
and who loves me” (ID: 1142 - General Population); “A partner” (ID: 1263 - General Population)



Subcategory 3b: Building a family would make
me happier

Subcategory 3c: | need to be closer to my family
to be happy

Subcategory 3d: Friends, I’'m missing good

friends to be happy

Category 4: “To have” to “be” happier

Subcategory 4a: Money would make me happier

Subcategory 4b: | need material things to be
happy
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“Having a relationship and building a family” (ID: 85 - General Population); “Getting married and having a family” (ID:
150 - General Population); “Family, having a partner and children” (ID: 874 - General Population); “Love and children”
(ID: 889 - General Population); “Building a family. Marriage!” (ID: 1035 - General Population); “Getting married and
being close to my fiancée” (ID: 1277 - General Population); “Remarry” (ID: 1585 - General Population); “Find someone
who completes me to grow old together.” (ID: 1613 - General Population)

“Be closer to distant relatives” (ID: 174 - General Population); “Be closer to my three children, | think we’ll be next year.
Enjoy my six grandchildren” (DI: 187 - General Population); “Spend more time with my nephews and relatives, distance
and distancing” (ID: 189 - General Population); “That my son comes to live with me.” (ID: 192 - General Population); “Be
closer to my mom and sister” (ID: 393 - General Population)

“Friendly people around me, with whom | can share my feelings, fears, joys” (ID: 852 - General Population); “... Have
more friends where | live” (ID: 1885 - General Population); “... Have true friends” (ID: 1965 - General Population); “...
More loyal friends” (ID: 2098 - General Population); “Have close friends.” (ID: 2599 - General Population)

“Attain a desirable social level, without debts, my own home” (ID: 16 - General Population); “Financial structure, having
my own home” (ID: 56 - General Population); “Conditions to buy a good house” (ID: 57 - Cancer Patient); “Better
financial conditions to buy a car and better leisure activities (outings, trips, etc.)” (ID: 1046 - General Population); “Have
a stable professional life and the desired financial condition.” (ID: 2574 - General Population)

“Have my own business to have complete financial independence” (ID: 31 - General Population); “Pay my debts” (ID:
181 - General Population); “Money to travel” (ID: 608 - General Population); “Money to help some people, move to
another home, have access to places only money affords” (ID: 1288 - General Population); “A comfortable financial
situation” (ID: 1525 - - General Population); “Be very wealthy” (ID: 2877 - Cancer Patient); “A better financial condition”
(ID: 2889 - Cancer Patient); “Have a good salary.” (ID: 3037 - Informal Caregiver); “Improved family income” (ID: 3080 -
Informal Caregiver); “... Improve the family income” (ID: 3094 - Informal Caregiver)

“Build my dream house” (ID: 21 - General Population); “My own new home” (ID: 126 - General Population); “I’'m happy,
but | dream of getting some material things, like my own home” (ID: 139 - General Population); “Have my own home
and a car” (ID: 2755 — Cancer Patient); “Build a new house” (ID: 2839 - Cancer Patient); “Buy a car” (ID: 3027 - Informal
Caregiver)



Category 5: To be more spiritual

Category 6: Do good for others (altruism)

Category 7: More leisure activities and rest

Category 8: Better professional status
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“I need to know myself better” (ID: 11 - General Population); “Find deep meaning in everything” (ID: 48 - General
Population); “Emotional, mental and spiritual strength and balance to cope with the natural problems of life” (ID: 91 -
General Population); “Peace” (ID: 124 - General Population); “... Have discipline in religious practice” (ID:186 - General
Population); “Find inner peace” (ID: 390 - General Population); “More self-knowledge” (ID: 883 - General Population);
“Full trust in God, without fear... anxiety... anguish...” (ID: 1221 - General Population); “Be closer to God” (ID: 1332 -
General Population); “What’s missing for me to be happy is being more connected to the Father’s will in my life and, of
course, the arrival of the grand day of His second coming to come get us and live eternally happy with Him” (ID: 1417 -
General Population); “More spiritual growth” (ID: 2202 - General Population); “More faith” (ID: 2250 - General
Population); “More communion with God” (ID: 2465 - General Population); “Search for God” (ID: 2789 — Cancer
Patient); “Have more God in life” (ID: 3087 - Informal Caregiver)

“... Be less selfish and help others more” (ID: 186 - General Population); “Help more people” (ID: 310 - General
Population); “Put my gifts into practice, give more” (ID: 326 - General Population); “Work in something that provides
care and well-being to people” (ID: 1046 - General Population); “... Help the needy” (ID: 1135 - General Population);
“Accomplish my dreams and be in a condition to help the people around me who need me” (ID: 1219 - General
Population); “... Rescue more abandoned animals” (ID: 1231 - General Population); “Have the financial condition to
help someone very loved and important” (ID: 1543 - General Population); “Have time to do volunteer work.” (ID: 2129 -
General Population)

“Stop working too much” (ID: 90 - General Population); “More leisure time; | work on weekends and | don’t see my
family and friends much” (ID: 129 - General Population); “Accomplish my dream of traveling across the world” (ID: 175 -
General Population); “... Have more time to go out with my husband and travel” (ID: 286 - General Population); “Work
less and spend more time with my family.” (ID: 357 - General Population) “... Have more leisure and family time” (ID:
481 - General Population); “Work less, live more” (ID: 578 - General Population); “Have more free time” (ID: 1827 -
General Population); “... Travel abroad more” (2337 - General Population)

“A job in my field with a decent salary” (ID: 05 - General Population); “l intend to change my profession, find something
that will bring me more professional recognition and personal satisfaction” (ID: 39 - General Population); “... A job
compatible with my degree of specialization” (ID: 85 - General Population); “Civil servant stability” (ID: 99 - General
Population); “Consolidate my new career as a quantum therapist” (ID: 209 - General Population); “Job stability” (ID: 277
- General Population); “Professional success” (ID: 372 - General Population); “Feel more independent and autonomous
to do the tasks and work related to my profession” (ID: 379 - General Population); “A job in my field with fair
compensation” (ID: 610 - General Population); “A career that will give me a feeling of financial and professional



Subcategory 8a: Accomplish my goals as a
student

Category 9: A better Brazil and a better world

Subcategory 9a: Social well-being

Subcategory 9b: Less corruption

Subcategory 9c: Safety
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accomplishment” (ID: 1092 - General Population); “... Follow the desired path for my career and vocation” (ID: 1419 -
General Population); “Be recognized by the government for my profession (teaching)” (ID: 1458 - General Population);
“Find myself professionally” (ID: 2522 - General Population)

“To finish graduate school so | can go back to the town where my parents and boyfriend live and start my professional
career” (ID: 51 - General Population); “Finish the medical residency program” (ID: 369 - General Population); “Get
another college degree” (ID: 637 - General Population); “Get a master’s degree in Education” (ID: 1133 - General
Population); “Finish college.” (ID: 1666 - General Population); “Finish the PhD” (ID: 2495 - General Population)

“Brazil with better opportunities, better education, a better healthcare network, without corruption, in short, with a
better quality of life for the entire population “(ID: 33 - General Population); “That the Brazilian government be a part
of it” (ID: 194 - General Population); “A better country with honest people” (ID: 242 - General Population); “A more fair
society” (ID: 341 - General Population); “... A more fair world” (ID: 566 - Cancer Patient); “To live in a world without fear
of violence, without corruption, without the concern of being cheated all the time” (ID: 695 - General Population); “A
better world... without dishonest people, without hunger, inequality, poverty... Perhaps then we might be truly happy.”
(ID: 716 - General Population); “A country ruled by serious people to give us better living conditions” (ID: 900 - General
Population); “A government that cares for our forsaken peoples, including the municipal and state governments, and
the federal government, which abandoned us so long ago” (ID: 1608 - General Population)

“... Less social inequality” (ID: 477 - General Population); “A more peaceful society, which appreciates equality/equity,
income distribution and solidarity” (ID: 924 - General Population); “See Brazil become less unequal, too much suffering
everywhere and due to different reasons” (ID: 1794 - General Population); “Social equity.” (ID: 2184 - General
Population)

“... To live in a place with respect and without corruption” (ID: 311 - General Population); “Do away with the corrupt
politicians in Brazil so there’s more money for health care. Improve the quality of education in Brazilian schools” (ID:
511 - General Population); “Remove ‘points of unhappiness.” From violence, unconformity with corruption and the
current political-economic situation in the country to a financial condition different from the desired one. All these
points don’t let you sleep or be calm, and don’t let us reach fulfillment as concerns happiness” (ID: 814 - General
Population); “I’'m happy, I'd be happier if corruption was expelled from the world!” (ID: 878 - General Population)

“World peace” (1334 - General Population); “Safety (there have been too many burglaries in my neighborhood)” (ID:
1445 - General Population); “Feel safer in my town.” (ID: 1687 - General Population)
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Anexo N — Corpo do convite de participagdo na pesquisa enviados aos “friends” dos
pesquisadores via Facebook (para acesso ao link da pesquisa)

OS BRASILEIROS SAO FELIZES?

O Grupo de Pesquisas em Cuidados Paliativos e Qualidade de Vida do Hospital de Cancer de
Barretos esta realizando uma pesquisa séria, com rigor metodoldgico, para avaliar os indices
de felicidade, satisfacdo com a vida e afetos positivos e negativos da populacdo brasileira.

PARTICIPE E RESPONDA acessando o link: https://pt.surveymonkey.com/s/YX5ZNR6

Nos ajude a divulgar e a compartilhar essa importante pesquisa.
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Anexo O — Processo de selecdo dos municipios participantes da coleta de dados por meio do
Facebook

Considerando:

e Os 5.570 municipios brasileiros sao classificados segundo o numero de habitantes em
grande porte (>500.000 habitantes; Grupo A), médio porte (entre 100.000 e 500.000
habitantes; Grupo B) e pequeno porte (<100.000 habitantes; Grupo C) e também
segundo o indice de Desenvolvimento Humano (IDH) em alto (>0,8), médio (0,50 a
0,79) e baixo (<0,5).

e No Brasil, somente 33 municipios possuem IDH muito baixo. Assim, para ndo haver
grandes discrepancias entre o numero de participantes quando considerados o IDH
municipal, calcularam-se as medianas do IDH dos municipios brasileiros e seus
percentis. A mediana foi 0,665 e o percentil 25 = 0,599. Para esta etapa do estudo,
foram classificados como municipios com baixo IDH aqueles classificados entre 0,50 e
0,59 (total de 1335) e municipios com muito baixo IDH aqueles com IDH<0,50 (total
de 33).

e As cidades foram classificadas dentro de um dos seguintes grupos: Grupo A (grande
porte), Grupo B (médio porte) e Grupo C (pequeno porte). Cada um dos grupos foi

subdivido segundo o IDH em alto, médio, baixo e muito baixo.

Considerando os dados oficiais divulgados pelo Instituto Brasileiro de Geografia e
Estatistica (IBGE), concluiu-se que no Grupo A existem 13 municipios com alto IDH, 33 com
médio IDH e nenhum com baixo IDH. Todos os municipios do Grupo A serao incluidos no
estudo.

No Grupo B, ha 21 municipios com alto IDH, 231 com médio IDH e apenas 3 com
baixo IDH. Assim, participarao do estudo todos os municipios com alto e baixo IDHs, sendo
sorteados arbitrariamente 20 dos 231 municipios classificados como médio IDH.

No Grupo C, ha 14 municipios com alto IDH, 4.092 com médio IDH, 1.335 com baixo
IDH e 33 com muito baixo IDH. Participardo do estudo, todos os municipios com IDHs alto e
muito baixo. Serao sorteados arbitrariamente 40 municipios com médio IDH e 123

municipios com baixo IDH.
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Assim, serdo selecionadas todas as 46 cidades do Grupo A (13 com alto IDH e 33 com
médio IDH), 44 do Grupo B (20 com alto IDH, 20 com médio IDH e 3 com IDH baixo) e 210 do
Grupo C (14 com alto IDH, 40 com IDH médio, 123 com IDH baixo e 33 com IDH muito baixo),

conforme exemplificado na Figura abaixo.

L7 ]

Q 1 1

'~ Grande porte Médio porte ~ Pequeno porte

8 >500.000 ¢/ou ; 100.000a 500.000 i <100.000

-] capitais 1 3

© 1

BT TR |
Alto(n=13)  Alto(n=21)  Alto(n=14)
Médio(n=33) ~  * Médio(n=231)  «+ Médio (n=4092)
Baixo (n=0) Baixo (n=3) *%% Baixo (n=1335)
Muito Muito Muito
baixo (n=0) baixo (n=0) baixo (n=33)

* ** fated
N2 de municipios sorteados: 20 municipios; 40 municipios; 123 municipios

Esquema simplificado descrevendo o processo de definicdo do nimero de municipios
gue para os quais serdo enviados os convites de participacdo no estudo da populagdo

geral.
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Anexo P — Detalhes dos municipios selecionados para envio de convites para participacao no

estudo.
ID Estado Cidade IDH Classificagdo  Populagdo Classificagdo
IDH Populagao
1 SP Santo André 0,815 1 710.210 A
2 SP Ribeirdo Preto 0,800 1 658.059 A
3 RS Porto Alegre 0,805 1 1.472.482 A
4 SP Sao Paulo 0,805 1 11.895.893 A
5 SP Campinas 0,805 1 1.154.617 A
6 SP Sao Bernardo do Campo 0,805 1 811.489 A
7 SP Sao José dos Campos 0,807 1 681.036 A
8 SC Joinville 0,809 1 554.601 A
9 MG Belo Horizonte 0,810 1 2.491.109 A
10 PR Curitiba 0,823 1 1.864.416 A
11 DF Brasilia 0,824 1 2.852.372 A
12 ES Vitéria 0,845 1 352.104 A
13 SC Floriandpolis 0,847 1 461.524 A
14 RR Boa Vista 0,752 2 314.900 A
15 RJ Duque de Caxias 0,711 2 878.402 A
16 BA Feira de Santana 0,712 2 612.000 A
17 RJ Nova Iguacgu 0,713 2 806.177 A
18 PE Jaboatdo dos Guararapes 0,717 2 680.943 A
19 GO Aparecida de Goiania 0,718 2 511.323 A
20 AL Maceid 0,721 2 1.005.319 A
21 AC Rio Branco 0,727 2 363.928 A
22 AP Macapa 0,733 2 446.757 A
23 RO Porto Velho 0,736 2 494.013 A
24 AM Manaus 0,737 2 2.020.301 A
25 RJ Sao Gongalo 0,739 2 1.031.903 A
26 PA Belém 0,746 2 1.432.844 A
27 Pl Teresina 0,751 2 840.600 A
28 CE Fortaleza 0,754 2 2.571.896 A
29 MG Contagem 0,756 2 643.476 A
30 BA Salvador 0,759 2 2.902.927 A
31 RN Natal 0,763 2 862.044 A
32 PB Jodo Pessoa 0,763 2 780.738 A
33 SP Guarulhos 0,763 2 1.312.197 A
34 MA Sao Luis 0,768 2 1.064.197 A
35 SE Aracaju 0,770 2 623.766 A
36 PE Recife 0,772 2 1.608.488 A
37 SP Osasco 0,776 2 693.271 A
38 PR Londrina 0,778 2 543.003 A
39 MG Juiz de Fora 0,778 2 550.710 A
40 MS Campo Grande 0,784 2 843.120 A
41 MT Cuiaba 0,785 2 575.480 A
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42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60
61
62
63
64
65
66
67
68
69
70
71
72
73
74
75
76
77
78
79
80
81
82
83
84
85
86
87

TO
MG
SP
GO
RJ
SC
SC
PR
SC
SC
SP
SP
RJ
SP
SP
SP
SP
SP
SP
SP
SP
SP
SP
ES
SP
PA
PA
AM
PA
SC
RS
PR
BA
BA
BA
BA
MS
MG
SP
SP
MG
SP
SP
SP
ES
ES

Palmas
Uberlandia
Sorocaba
Goiania
Rio de Janeiro
Balnedrio Camboriu
Sao José
Maringa
Blumenau
Jaragua do Sul
Sao Caetano do Sul
Santos
Niterdi
Jundiai
Valinhos
Araraquara
Santana de Parnaiba
Americana
Presidente Prudente
Assis
Sao Carlos
Bauru
Botucatu
Vila Velha
Taubaté
Marituba
Barcarena
Parintins
Braganga
Chapecd
Canoas
Arapongas
Barreiras
Santo Antonio de Jesus
Vitéria da Conquista
Eunapolis
Corumba
Barbacena
Suzano
Atibaia
Divinépolis
Jandira
Hortolandia
Praia Grande
Colatina
Sao Mateus

0,788
0,789
0,798
0,799
0,799
0,845
0,809
0,808
0,806
0,803
0,862
0,84
0,837
0,822
0,819
0,815
0,814
0,811
0,806
0,805
0,805
0,801
0,800
0,800
0,800
0,676
0,662
0,658
0,600
0,790
0,750
0,748
0,721
0,700
0,678
0,677
0,700
0,769
0,765
0,765
0,764
0,760
0,756
0,754
0,746
0,735
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265.409
654.681
637.187
1.412.364
6.453.682
124.557
228.561
391.698
334.002
160.143
157.205
433.565
495.470
397.965
118.312
224.304
123.825
226.970
220.599
100.911
238.958
364.562
137.899
465.690
299.423
120.305
112.921
110.411
120.124
202.009
339.979
113.833
152.208
100.550
340.199
112.032
108.010
133.972
282.441
135.895
228.643
117.457
212.527
293.695
121.670
122.668
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88
89
90
91
92
93
94
95
96
97
98
99
100
101
102
103
104
105
106
107
108
109
110
111
112
113
114
115
116
117
118
119
120
121
122
123
124
125
126
127
128
129
130
131
132
133

PA
PA
MA
SC
SC
SC
SC
SC
SP
SP
MG
SP
SP
SP
AC
SC
PR
PR
SC
PR
RS
PR
SC
RS
PR
PR
RS
PR
PR
RN
PI
CE
SE
BA
MA
SE
RN
PE
PE
BA
GO
GO
GO
SP
SP
MG

Sao Félix do Xingu
Cameta
Codd
Joacaba
Rio Fortuna
Rio do Sul
Sao Miguel do Oeste
Concérdia
Aguas de S3o Pedro
Vinhedo
Nova Lima
Ilha Solteira
Rio Claro
Pirassununga
Brasiléia
Nova Erechim
Cafelandia
Bom Sucesso do Sul
Caibi
Formosa do Oeste
Sao José do Herval
Santa Fé
Araquari
Boa Vista do Cadeado
Campo Magro
Rio Branco do Sul
Coronel Bicaco
Sao Jodo do Caiua
Imbituva
Parelhas
Inhuma
Fortim
Cedro de S3o Joao
Ibipeba
Igarapé Grande
Amparo de S3o Francisco
Monte Alegre
Lagoa do Carro
Tracunhaém
Santa Rita de C3ssia
Rio Quente
Paranaiguara
Pirendpolis
Balsamo
Nhandeara
Andradas

0,594
0,577
0,595
0,827
0,806
0,802
0,801
0,800
0,854
0,817
0,813
0,812
0,803
0,801
0,614
0,765
0,748
0,742
0,728
0,723
0,717
0,705
0,703
0,703
0,701
0,679
0,665
0,664
0,66
0,676
0,624
0,624
0,623
0,616
0,614
0,611
0,609
0,609
0,605
0,605
0,731
0,711
0,693
0,756
0,751
0,734

NN NN NDNDNMNDNNMDNDNDNDNDNDNNDNDNDNDNDDNDNDNDDNDNDNDNDNDDNDNDNDNDNMNDNNNNMDNDDRPERERERERREPRRPRRERERRERERERERRPERWWW

111.633
129.161
119.962
28.705
4.569
66.251
38.575
72.073
3.073
71.217
88.672
26.242
17.768
74.128
23.378
4.654
17.424
3.368
6.259
7.381
2.201
11.297
31.030
25.22
27.143
32.092
7.855
6.044
30.713
21.387
15.032
15.781
5.868
18.540
11.533
2.366
56.231
17.247
13.547
28.642
3.828
9.678
24.279
8.703
11.254
39.761
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134
135
136
137
138
139
140
141
142
143
144
145
146
147
148
149
150
151
152
153
154
155
156
157
158
159
160
161
162
163
164
165
166
167
168
169
170
171
172
173
174
175
176
177
178
179

SP
SP
SP
MG
MG
MG
MG
MG
MG
MG
PR
AM
PA
TO
AP
PA
RO
AM
TO
RR
AM
AM
PA
AM
AM
PA
PA
PA
AM
AM
AM
AM
PA
AM
PA
AM
AL
CE
MA
Pl
RN
AL
RN
MA
BA
RN

Pontes Gestal
Chavantes
Ubirajara
Pard de Minas
Passa Quatro
Juramento
Desterro de Entre Rios
Itambacuri
Conego Marinho
Felicio dos Santos
Palmas
Manaquiri
Igarapé-Agu
Carrasco Bonito
Mazagao
Uruara
Nova Mamoré
Coari
Dois Irmaos do Tocantins
Iracema
Sao Sebastido do Uatuma
Caapiranga
Alenquer
Novo Aripuana
Carauari
Capitao Poco
Muana
Sao Jodo de Pirabas
Canutama
Fonte Boa
Alvardes
Uarini
Garrafdo do Norte
Sao Paulo de Olivenca
Senador José Porfirio
Envira
Maribondo
Hidrolandia
Vitéria do Mearim
Sao Braz do Piaui
Sao Bento do Trairi
P3ao de Acucar
Vigosa
Sao Vicente Ferrer
Antas
Brejinho

0,732
0,729
0,727
0,725
0,715
0,669
0,639
0,634
0,621
0,606
0,660
0,596
0,595
0,594
0,592
0,589
0,587
0,586
0,583
0,582
0,577
0,569
0,564
0,554
0,549
0,548
0,547
0,539
0,53
0,53
0,527
0,527
0,526
0,521
0,514
0,509
0,597
0,597
0,596
0,596
0,595
0,593
0,592
0,592
0,592
0,592
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2.593
12.482
4.662
90.306
16.290
4.307
7.279
23.557
7.515
5.118
42.888
27.480
37.112
3.945
19.157
44.607
26.925
82.209
7.311
10.043
12.451
12.214
54.353
23.905
27.645
52.616
37.314
21.767
14.944
21.295
15.357
12.963
25.307
35.757
12.075
18.422
13.719
19.970
31.923
4.367
4.262
24.924
1.705
21.591
18.970
12.399
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180
181
182
183
184
185
186
187
188
189
190
191
192
193
194
195
196
197
198
199
200
201
202
203
204
205
206
207
208
209
210
211
212
213
214
215
216
217
218
219
220
221
222
223
224
225

BA
AL
RN
BA
PB
BA
MA
BA
PE
BA
PB
AL
PB
BA
AL
BA
BA
PE
BA
BA
BA
PB
MA
SE
AL
PB
SE
BA
PB
PB
PE
PB
BA
PE
BA
Pl
BA
BA
BA
PB
RN
RN
PB
AL
PE
AL

Ibicoara
Sao Miguel dos Milagres
Santana do Matos
Serrolandia
Pedras de Fogo
Anguera
Lajeado Novo
Feira da Mata
Afranio
Palmas de Monte Alto
Tavares
Porto Calvo
Mamanguape
Ibipitanga
Matriz de Camaragibe
Itanagra
Tabocas do Brejo Velho
Vertentes
Catolandia
Condeuba
Mascote
S3o José do Brejo do Cruz
Vila Nova dos Martirios
Indiaroba
Limoeiro de Anadia
Desterro
Umbauba
Terra Nova
Sao José do Bonfim
Taperoa
Belém de Maria
Sao José de Espinharas
Vereda
Jodo Alfredo
Ibirataia
Bela Vista do Piaui
Jitauna
Barra da Estiva
lagu
Mogeiro
Touros
Sitio Novo
Cuitegi
Japaratinga
Pedra
Igaci

0,591
0,591
0,591
0,590
0,590
0,589
0,589
0,588
0,588
0,586
0,586
0,586
0,585
0,584
0,584
0,584
0,584
0,582
0,582
0,582
0,581
0,581
0,581
0,580
0,580
0,580
0,579
0,578
0,578
0,578
0,578
0,577
0,577
0,576
0,576
0,576
0,575
0,575
0,574
0,574
0,572
0,572
0,570
0,570
0,567
0,564
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19.309
7.795
13.517
13.308
28.174
11.209
7.287
5.911
18.831
22.340
14.518
27.171
44.030
15.231
25.006
8.029
13.008
19.720
3.644
18.312
15.131
1.767
12.661
17.165
28.439
8.225
24.251
13.537
3.452
15.284
11.833
4,711
6.737
32.651
18.348
3.902
13.636
22.566
26.382
13.333
33.228
17.559
6.867
8.294
21.609
26.060
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226
227
228
229
230
231
232
233
234
235
236
237
238
239
240
241
242
243
244
245
246
247
248
249
250
251
252
253
254
255
256
257
258
259
260
261
262
263
264
265
266
267
268
269
270
271

PB
BA
BA
PB
PB
MA
BA
PB
MA
Pl
MA
PB
PE
BA
PI
AL
RN
PB
Pl
MA
BA
PB
PI
Pl
BA
PE
MA
AL
MA
BA
AL
MA
PI
AL
MA
Pl
PI
MA
AL
GO
MG
MG
MG
AM
AM
AM

Lagoa
Almadina
Itaguacu da Bahia
Fagundes
Piloes
Bom Jesus das Selvas
Floresta Azul
Riachdo do Pogo
Penalva
Sao Luis do Piaui
Cajapio
Tacima
Lagoa dos Gatos
Barra do Choga
Lagoa Alegre
Agua Branca
Parazinho
Sao Miguel de Taipu
Cajueiro da Praia
Mongao
Adustina
Dona Inés
Wall Ferraz
Riacho Frio
Jucurugu
Paranatama
Matdes do Norte
Cacimbinhas
Sao Francisco do Maranhao
Satiro Dias
Carneiros
Santa Filomena do Maranhdo
Aroeiras do Itaim
Santana do Mundau
Santo Amaro do Maranhao
Queimada Nova
Brejo do Piaui
Aldeias Altas
Branquinha
Cavalcante
Crisdlita
Cipotanea
Orizania
Maraa
Pauini
Santo Antonio do Ica

0,563
0,563
0,562
0,560
0,560
0,558
0,557
0,555
0,554
0,554
0,553
0,551
0,551
0,551
0,55
0,549
0,549
0,548
0,546
0,546
0,546
0,545
0,544
0,541
0,541
0,537
0,533
0,531
0,528
0,527
0,526
0,525
0,519
0,519
0,518
0,515
0,515
0,513
0,513
0,584
0,585
0,579
0,562
0,498
0,496
0,490
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4.698
6.234
14.533
11.413
3.723
32.133
11.352
4.401
36.899
2.593
10.876
10.745
16.131
35.200
8.290
20.601
5.127
7.026
7.415
32.516
17.044
10.495
4.365
4.255
10.272
11.449
15.758
10.775
11.961
20.259
8.867
7.503
2.460
11.070
15.110
8.775
3.714
25.509
10.783
9.747
6.467
6.813
7.767
18.367
19.265
24.005
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273 PA Ipixuna do Pard 0,489 4 56.613 C

275 RR Amajari 0,484 4 10.721 C

277 AM Ipixuna 0,481 4 26.118 C

279 AM I[tamarati 0,477 4 8.205 C

281 PA Bagre 0,471 4 27.491 C

283 RR Uiramuta 0,453 4 9.309 C

285 AM Atalaia do Norte 0,450 4 17.658 C

287 Pl Assungdo do Piaui 0,499 4 7.667 C

289 Pl Cocal 0,497 4 27.163 C

291 MA Satubinha 0,493 4 13.231 C
22 MA lenipapodosVieras 049 4 16015 C
293 Pl Betania do Piaui 0,489 4 6.092 C
. 24 P Caxingp 0488 4 5248  C
295 PE Manari 0,487 4 19.910 C
2 BA ltapicuw 048 4 3562  C
297 Pl Sdo Francisco de Assis do 0,485 4 5.759 C

Piaui

299 MA Marajda do Sena 0,452 4 7.689 C
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Anexo Q - Corpo do convite de participagdo na pesquisa enviados via Facebook aos
possiveis participantes dos municipios selecionados (para acesso ao link da pesquisa)

Sou pesquisador do Hospital de Cancer de Barretos (interior de Sdo Paulo) e desenvolvo
junto ao grupo de pesquisas de Qualidade de Vida um estudo sobre a Felicidade da
populacdo Brasileira. Ficaria grato se pudesse responder e compartilhar o link entre seus

amigos do Facebook!

OS BRASILEIROS SAO FELIZES?
O Grupo de Pesquisas em Cuidados Paliativos e Qualidade de Vida do Hospital de Cancer de
Barretos esta realizando uma pesquisa séria, com rigor metodologico, para avaliar os indices

de felicidade, satisfacdo com a vida e afetos positivos e negativos da populacdo brasileira.

PARTICIPE E RESPONDA acessando o link: https://pt.surveymonkey.com/s/YX5ZNR6

Nos ajude a divulgar e a compartilhar essa importante pesquisa.
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Anexo R - Corpo do convite de participacdo na pesquisa enviados via WhatsApp aos
possiveis participantes dos municipios selecionados (para acesso ao link da pesquisa)

Que tal pensar sobre vocé e sobre sua vida? VOCE REALMENTE E FELIZ?
Responda a pesquisa sobre FELICIDADE do Hospital de Céancer de Barretos!PARTICIPE

acessando o link: https://pt.surveymonkey.com/s/YX5ZNR6
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Anexo S — Termo de Consentimento Livre e Esclarecido para coleta de dados presencial

TERMO DE CONSENTIMENTO LIVRE E ESCLARECIDO (TCLE)
PARA PARTICIPACAO EM PESQUISA
TITULO DO ESTUDO:
Avaliacdo dos indices de felicidade, satisfacio com a vida e afetos positivos e negativos em
pacientes com cancer e pessoas da populacdo geral: estudo transversal utilizando ferramenta on-
line.

PESQUISADORES:
Hospital de Cancer de Barretos, Brasil
Carlos Eduardo Paiva, Mayara Goulart de Camargos, Bianca Sakamoto Ribeiro Paiva

O QUE E ESTE DOCUMENTO?

Vocé estad sendo convidado(a) a participar deste estudo que sera realizado pelo Grupo de Pesquisas
em Qualidade de Vida do Hospital de Cancer de Barretos - Fundacdo Pio Xll. Este documento é
chamado de “Termo de Consentimento Livre e Esclarecido” e explica este estudo e qual sera a sua
participacdo, caso vocé aceite o convite. Este documento também fala os possiveis riscos e beneficios
se vocé quiser participar, além de dizer os seus direitos como participante de pesquisa. Apds analisar
as informacdes deste Termo de Consentimento e esclarecer todas as suas duvidas, vocé terd o
conhecimento necessario para tomar uma decisdo sobre sua participacdo ou ndo neste estudo. Ndo
tenha pressa para decidir. Se for preciso, leve para a casa e leia este documento com os seus
familiares ou outras pessoas que sao de sua confiancga.

POR QUE ESTE ESTUDO ESTA SENDO FEITO?

O numero de pesquisas interessadas em descobrir o que é felicidade e o quanto as pessoas sdo
felizes vém crescendo ao longo dos anos. Uma das afirma¢Ges de maior consenso é de que o ser
humano esta sempre em busca da felicidade, independente do modo como ele a entenda. A
medicdo da felicidade podera acrescentar mais informagdes aos pesquisadores, permitindo um
melhor conhecimento das pessoas brasileiras em um contexto holistico do ser humano
(conhecimento completo do ser humano enquanto pessoa). A felicidade, da maneira como este
estudo pretende avaliar, ainda ndao foi avaliada na populagcdo brasileira. Assim, este estudo se
justifica pela auséncia de informacgGes relacionadas a este importante construto da qualidade de
vida: a sensacgado de felicidade.

O QUE ESTE ESTUDO QUER SABER?

Este estudo espera definir o percentual de brasileiros adultos, das cinco regides do Brasil (Norte, Sul,
Sudeste, Nordeste e Centro-Oeste), que se consideram felizes e ainda, definir qual é o perfil do
brasileiro feliz. Pretende-se também comparar os niveis de felicidade, satisfacdo com a vida e afetos
positivos (como divertido, otimista, alegre, feliz) e afetos negativos (triste, frustrado, deprimido, etc)
entre pessoas de diferentes regides e niveis de desenvolvimento humano. Aproximadamente 2.200
participantes irdo responder a esta pesquisa através de uma programa chamado
SurveyMonkey® (tipo de programa disponivel na internet que envia questionarios de forma
on-line), sendo que a pesquisa também estda sendo divulgada através da rede social
Facebook e do aplicativo WhatsApp . Além da coleta de dados on-line, estamos convidando
pessoas como vocé, que sejam acompanhando pacientes que realizam tratamento no Hospital de
Cancer de Barretos, para também participar do estudo. Nosso objetivo é o de recrutar participantes
gue morem em estados fora da regido sudeste, visto que o nimero de participantes da regido
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sudeste (estados de Sdo Paulo, Minas Gerais, Espirito Santo e Rio de Janeiro) ja serd o suficiente
considerando apenas as respostas on-line. No total, 126 participantes com vocé responderdo os
questionarios de forma presencial (aplicados pelo entrevistador ou com o auxilio do entrevistador, se
necessario).

O QUE ACONTECERA COMIGO DURANTE O ESTUDO?

Caso aceite participar deste estudo, vocé responderd a trés questionarios, contendo no total 36
guestdes sobre seu bem-estar, sua felicidade, sua satisfacdo com a vida e afetos positivos e
negativos, e um com 32 questdes sobre dados sdciodemograficos e clinicos e associados
potencialmente a sua felicidade. Acreditamos que vocé ird demorar aproximadamente 25 minutos
para responder os questionarios.

HAVERA ALGUM RISCO OU DESCONFORTO SE EU PARTICIPAR DO ESTUDO?

Os riscos associados a este estudo s3o minimos. E possivel que alguma pergunta o faga se sentir
triste ou desanimado, por fazer referéncia a alguma situacdo desgastante emocionalmente. No
entanto, este risco, que é minimo, pode ser considerado semelhante ao risco de ficar triste ou
desanimado com conversas habituais (do dia a dia) com outras pessoas de sua convivéncia. Existe um
risco minimo de que outras pessoas, ndo relacionadas ao estudo, tenham acesso as suas informacdes
(quebra da confidencialidade). No entanto, os pesquisadores se comprometem a resguardar seu
anonimato. Apenas as pessoas envolvidas no estudo poderdo avaliar suas informac¢des que deverdo
ser identificadas apenas por um cddigo especifico do estudo.

HAVERA ALGUM BENEFICIO PARA MIM SE EU PARTICIPAR DO ESTUDO?
E possivel que este estudo ndo traga beneficios diretos a vocé. Mas ao final deste estudo, as
informacdes que ele gerar poderdo trazer beneficios a outras pessoas.

QUAIS SAO AS OUTRAS OPCOES SE EU NAO PARTICIPAR DO ESTUDO?

A sua participacdo neste estudo é voluntaria e ndo é obrigatdria. Vocé pode aceitar participar do
estudo e depois desistir a qualquer momento. Vocé também poderd pedir a qualqguer momento que
as suas informacdes sejam excluidas completamente deste estudo e que elas ndo sejam usadas para
mais nada. Vocé tem o direito de ndo a responder as perguntas que ocasionem constrangimentos de
alguma natureza.

QUAIS SAO 0OS MEUS DIREITOS SE EU QUISER PARTICIPAR DO ESTUDO?

Vocé tem direito a:
1) Receber as informagdes do estudo de forma clara (utilizando o contato do pesquisador
principal por e-mail);
2) Ter oportunidade de esclarecer todas as suas duvidas (utilizando o contato do
pesquisador principal por e-mail);
3) Ter o tempo que for necessario para decidir se quer ou ndo participar do estudo;
4) Ter liberdade para recusar a participagao no estudo, e isto ndo trard qualquer de
problema para vocé;
5) Ter liberdade para desistir e se retirar do estudo a qualquer momento;
6) Ter direito a reclamar indenizag¢do se ocorrer algum dano por causa do estudo;
7) Ter respeitado o seu anonimato (confidencialidade);
8) Ter respeitada a sua vida privada (privacidade);
9) Ter liberdade para ndo responder perguntas que incomodem vocé.

SE EU TIVER DUVIDAS SOBRE OS MEUS DIREITOS OU QUISER FAZER UMA RECLAMAGAO, COM
QUEM EU FALO?
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Fale diretamente com o Comité de Etica em Pesquisa do Hospital de Cancer de Barretos. Este comité
é formado por pessoas que analisam a parte ética dos estudos e autorizam ele acontecer ou nao.
Vocé pode entrar em contato com este Comité por telefone (tel: (17) 3321-0347 ou (17) 3321-6600 -
ramal 6647), email (cep@hcancerbarretos.com.br) carta (Rua Antenor Duarte Vilela, 1331, Instituto
de Ensino e Pesquisa, 14784-057) ou pessoalmente. O hordrio de atendimento é de 22 a 52 feira, das
8h00 as 17h00, e 62 feira, da 8h00 as 16h00. O horario de almogo é de 12h00 as 13h00.

SE EU TIVER DUVIDAS SOBRE O ESTUDO, COM QUEM EU FALO?

Fale diretamente com o pesquisador responsavel. As formas de contato estdo abaixo:

Nome do pesquisador: Carlos Eduardo Paiva

Formas de contato: Telefone: +55-17-3321-6600 Ramal: 7075; E-mail: drcarlosnap@gmail.com

DECLARAGCAO DE CONSENTIMENTO

Eu entendi o estudo. Tive a oportunidade de ler o Termo de Consentimento ou alguém leu para mim.
Tive o tempo necessario para pensar, fazer perguntas e falar a respeito do estudo com outras
pessoas. Autorizo a minha participacdo na pesquisa. Ao assinar este Termo de Consentimento, ndo
abro mao de nenhum dos meus direitos. Este documento serd assinado por mim e pelo pesquisador,
sendo todas as paginas rubricadas por nés dois. Uma via ficard comigo, e outra com o pesquisador.

CAMPO DE ASSINATURAS

Nome por extenso do participante de pesquisa Data Assinatura
ou do representante legal

Nome por extenso do pesquisador Data Assinatura

Nome por extenso da testemunha imparcial Data Assinatura
(para casos de analfabetos, semi-analfabetos
ou portadores de deficiéncia visual)
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Anexo T — Protocolo de caracterizacdo sdcio demografica, clinica e questdes potencialmente

associadas a sensacao de felicidade

Avaliacao dos indices de felicidade, satisfagdo com a vida e afetos positivos e negativos em pessoas da

populacao brasileira: estudo transversal

Carlos Eduardo Paiva/Mayara Goulart de Camargos/Bianca Sakamoto Ribeiro Paiva

Dados preenchidos pelo pesquisador

ID estudo

Iniciais

Data de coleta de dados
DD/MM/AAAA

Género:
1- Feminino 2- Masculino

Qual cor vocé se considera?
1- Branca 2- Negra 3- Parda 4- Amarela 5- Outra

Qual é a sua idade (em anos)?
1-<18 2-18-29 3-30-39 4-40-49 5-50-59 6-60-69 7-70-79 8-=80

Qual é seu estado civil atual?

1- Casado(a) ou vive como casado(a) 2- Viuvo(a) 3- Separado(a) ou divorciado(a) 4-
Solteiro(a)

5- Nao sei responder 6- Outro

Qual o seu nivel educacional (até quando vocé estudou)?

1- Nunca estudei 2- Nunca estudei, mas sei ler e escrever 3- Parei de estudar antes da quarta
série 4- Completei a quarta série 5- Parei de estudar antes da oitava série

6- Completei a oitava série 7- Parei de estudar antes do terceiro ano 8- Completei o terceiro ano
9- Comecei, mas ndo terminei uma faculdade 10- Terminei a faculdade

11- Fiz P6s-Graduagédo 12- Outro

Qual sua atividade profissional ATUAL (se necessario marque mais de uma opg¢ao):

1- Administrador 2- Agrbnomo, veterinario 3- Aposentado 4- Arquiteto 5- Contador

6- Desempregado 7- Empresario 8- Engenheiro 9- Estudante 10- Funcionario de atividades
administrativas 11- Funcionario Publico 12- Musico 13- Professor

14- Profissional de saude (médico, enfermeiro, dentista, fisioterapeuta, farmacéutico, psicélogo,
nutricionista, etc) 15- Profissional Liberal 16- Trabalhador de construgao civil

17- Trabalhador rural 18- Outra(s) atividades(s)

10

Vocé se sente feliz com a sua atividade profissional?
1- Nada 2- Muito pouco 3- Mais ou menos 4- Bastante 5- Extremamente

10

11

Qual a cidade em que vocé mora?

Descrever

1"

12

Qual o estado em que vocé mora?

1- Acre (AC) 2- Alagoas (AL) 3- Amapa (AP) 4- Amazonas (AM) 5- Bahia (BA)

6-Ceara (CE) 7- Distrito Federal (DF) 8- Espirito Santo (ES) 9- Goias (GO)

10- Maranh&o (MA) 11- Mato Grosso (MT) 12- Mato Grosso do Sul (MS) 13- Minas Gerais (MG)
14- Para (PA) 15- Paraiba (PB) 16- Parana (PR) 17- Pernambuco (PE)

18- Piaui (Pl) 19- Rio de Janeiro (RJ) 20- Rio Grande do Norte (RN) 21- Rio Grande do Sul (RS)
22- Rondonia (RO) 23- Roraima (RR) 24- Santa Catarina (SC) 25- Sdo Paulo (SP) 26- Sergipe
(SE) 27- Tocantins (TO)

12

13

O local onde mora é considerada zona urbana ou rural?
1- Urbana 2- Rural

13
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O local onde mora é considerada comunidade ou favela?

14 1- Sim 2- Nao 14
Qual a renda total da sua casa (incluindo algum tipo de auxilio do governo)?

1- Menos de R$788,00
2- De R$789,00 a R$1575,00

15 | 3- De R$1576,00 a R$2363,00 15
4- De R$2364,00 a R$3939,00
5- De R$3940,00 a R$7879,00
6- De R$7880,00 a R$15.759,00
7- Mais de R$15.760,00
Vocé recebe algum tipo de auxilio ou bolsa do governo? (vocé pode marcar mais de uma
resposta)

0- N&o recebo nenhum 11- Bolsa Ditadura
1- PROUNI 12- Auxilio Deslocamento para gestantes
2- FIES 13- Aposentadoria por tempo de contribui¢cdo
3- Bolsa-Cidadao 14- Aposentadoria por idade
16 4- Bolsa-Trabalho 15- Aposentadoria por invalidez 16
5- Bolsa Alimentagao 16- Auxilio doenga
6- Bolsa-Escola 17- Salario maternidade
7- Bolsa-Familia 18- Auxilio-reclusao
8- Bolsa-Olimpica 19- Pensao por morte
9- Bolsa-Copa 20- Outro
10- Bolsa-permanéncia
Até que ponto vocé se sente satisfeito com o que ja conseguiu financeiramente na sua
vida até hoje?
17 1- Nada satisfeito 2- Muito pouco satisfeito 3- Mais ou menos satisfeito 4- Muito satisfeito | 17
5- Extremamente satisfeito
Com que frequéncia vocé e sua familia se encontram para reunido familiar em casa (por
18 | exemplo, almogo e jantar em familia)? ) 18
2- Né&o tenho familia 1- Nunca 2- Raramente 3- As vezes 4- Muitas vezes 5- Sempre
Vocé possui alguma religiao?
19 0- N&do tenho 1- Catdlica 2- Evangélica 3- Espirita 4- 19
Outra
Até que ponto sua vida religiosa ou espiritual tem influéncia na sua felicidade?
20 1- Nada 2- Muito pouco 3- Mais ou menos 4- Bastante 5- Extremamente | 20
Vocé tem realizado alguma das atividades abaixo?
1- Trabalho voluntario para ajudar pessoas ou instituicées
21 2- Doacéo financeira para ajudar pessoas ou instituicbes | 21
3- N&o tenho realizado nenhuma dessas atividades
Vocé tem animal(is) de estimacéo (pode marcar mais de uma resposta se necessario)?

22 1- Nao tenho 2- Sim, gato 3- Sim, cachorro  4- Sim, passaros 5- Sim, coelho 6- Sim, tartaruga 22
7- Sim, hamster/coelhinho da india/ratazana 8- Sim, peixe 9- Sim, outro
(especifique)

Com que frequéncia vocé tem a oportunidade de ficar parte do seu dia em meio a
natureza (caminhada em parques, areas rurais, passeios a cachoeiras, trilhas em matas,

23 | etc) 23

1-Nunca  2- Raramente 3- Algumas vezes 4- Muitas vezes 5- Constantemente
Vocé se considera uma pessoa:

24 1- Pessimista 2- Nem otimista e nem pessimista 3- Otimista | 24
Considerando as pessoas de quem vocé gosta (amigos proximos e familiares), alguém

25 | atualmente esta doente? 25

1-Sim 2- Néo
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O quanto a sua felicidade tem sido afetada pela doenga da pessoa de quem vocé gosta
(amigo proximo ou familiar)?

26 26
1- Nada 2- Muito pouco 3- Mais ou menos 4- Bastante 5- Extremamente 99- Nao se aplica
Com que frequéncia vocé tem realizado algum tipo de atividade fisica (caminhada,
bicicleta, futebol, natagao, algum tipo de luta, etc)?
27 0- Nao realizo atividade fisica 1- 1 vez por semana 2- 2 vezes por semana 3-3 vezes por semana | 27
4- 4 vezes por semana 5-5 vezes por semana 6- 6 vezes por semana 7- 7 vezes por semana
Até que ponto vocé tem tido momentos de lazer (sair para passear, momento para
descanso, conversas, viagens, teatro, cinema, etc)?
28 28
3- Nada 2- Muito pouco 3- Mais ou menos 4- Bastante 5- Extremamente
No momento, o que tem te deixado FELIZ?
Assistir futebol
29 1- Sim 2- Nao 29
30 Assistir TV, seriados ou filmes 30
1- Sim 2- Nao
Comer
31 1- Sim 2- Nao 31
Cozinhar
32 1- Sim 2- Néo 32
Dancar
3 1- Sim 2- Néo 33
Descansar em casa
34 1- Sim 2- Ndo 34
Dormir
% 1-Sim 2-Ndo | >
Estar com a familia
36 1- Sim 2- Nao 36
Estar com alta auto-estima
37 1- Sim 2- Nao 37
Estar com amigos
38 1- Sim 2- Nao 38
Estar saudavel
39 1- Sim 2- Néo 39
Estudar
40 1- Sim 2- Nao 40
41 Familiares/amigos estarem saudaveis a
1- Sim 2- Néo
Fazer artesanatos
42 1-Sim 2-Ngo | *?
Ir ao cinema ou teatro
43 1-Sim 2-Ngo |
Ler livros ou jornais
44 1- Sim 2- Ndo a4
45 Momentos diversos de lazer 45
1- Sim 2- Nao
Navegar na internet
46 1- Sim 2- Nao 46
Ouvir musicas
47 1- Sim 2- Nao 47
4g | Participar de rituais religiosos/ espirituais 48
1- Sim 2- Nao
49 Perspectiva quanto ao futuro 49
1- Sim 2- Néo
Pintar
>0 1-Sim 2-Ngo | >
Praticar esportes
> 1-Sim 2-Ngo |
52 | Realizar sonhos 52




219

1- Sim 2- Nao
Sair com os amigos
33 1- Sim 2- Nao 53
54 | Satisfagdo com suas conquistas 54
1- Sim 2- Nao
Ser otimista
%5 1- Sim 2- Nao %
56 Ter condigao financeira desejavel 56
1- Sim 2- Nao
Ter consciéncia tranquila
> 1- Sim 2- Nao 57
Ter emprego
%9 1- Sim 2- Nao 59
Trabalhar
> 1-Sim 2-Nao | >
Viajar
60 1- Sim 2- Nao 60
Outro
61 | (especifique): 61
No momento, o que tem te deixado INFELIZ?
Corrupgao
62 1-Sim 2-Ngo | *2
Desilusdo amorosa
& 1- Sim 2- Nao 63
Estar abaixo do peso
64 1- Sim 2- Nao 64
Estar acima do peso
65 1-Sim 2-Nao | 65
66 Estar com baixa auto-estima 66
1- Sim 2- Nao
Estar com fome
67 1- Sim 2- Nao 67
Estar com sono
o8 1-Sim 2-Ngo | °®
Estar desempregado
&9 1- Sim 2- Nao 69
Estar doente
o 1-Sim 2-Ngo | "
71 Falta de reconhecimento pessoal 71
1- Sim 2- Nao
72 Falta de reconhecimento profissional 72
1- Sim 2- Nao
Ficar sem internet
& 1- Sim 2- Nao 3
Ficar sozinho
& 1- Sim 2- Nao ™
Inflagao
s 1- Sim 2- Nao &
Medo de morrer
76 1- Sim 2- Nao 76
77 Medo de perder o emprego 77
1- Sim 2- Nao
78 Morte de um familiar/amigo 78
1- Sim 2- Nao
79 | Nao ter a condigdo financeira desejada 79
1- Sim 2- Nao
go | Nao ter acesso a servigos de saude 80
1- Sim 2- Nao
81 Nao ter um(a) companheiro(a) 81
1- Sim 2- Nao
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Politica
82 1- Sim 2- Néo 82
Sobrecarga de trabalho
83 1- Sim 2- Néo 83
Ter dividas
84 1- Sim 2- Ndo 84
g5 | Ter familiares/amigos doentes 85
1- Sim 2- Néo
Ter insénia
86 1- Sim 2- Nao 86
84 Ter preocupagdes diversas 84
1- Sim 2- Nao
Ter um olhar pessimista
88 1- Sim 2- Nao 88
Ter um vicio
89 1- Sim 2- Nao 89
Transporte publico
%0 1- Sim 2- Néo %0
Violéncia
o1 1- Sim 2- Néo o1
No geral, vocé se considera:
92 4- Muito infeliz 2- Infeliz 3- Mais ou menos feliz 4- Feliz 5- Muito feliz | 92
O que ainda falta para vocé ser mais feliz?
Descrever; 99- Ignorado
93 93
Como vocé considera a sua saude?
94 1- Muito ruim 2- Ruim 3- Nem ruim nem boa 4-Boa 5- Muito Boa | 94
Dentre os problemas de saude abaixo, selecione aquele que vocé é portador (para o
qual toma algum medicamento ou teve o diagnéstico feito por médico):
1- N&o tenho atualmente e nunca tive problema de sadde importante  2- Cancer (A\TUALMENTE
EM TRATAMENTO) 3- Cancer (DIAGNOSTICADO E COM TERMINO DE TRATAMENTO HA
MENOS DE 5 ANOS) 4- Cancer (DIAGNOSTICADO E COM TERMINO DE TRATAMENTO HA
o5 | MAIS DE 5 ANOS) 5- Cirrose hepatica 6- Hipertensdo (Pressdo alta) 7- Problemas nas | g5
coronarias
8- Diabetes com complicagbes 9- Diabetes sem complicagdes  10- Problemas pulmonares
cronicos (DPOC, Enfisema pulmonar) 11- Insuficéncia cardiaca 12- Insuficiéncia renal com dialise
13- Insuficiéncia renal sem dialise 14- Sequela de Derrame Cerebral 15- Depresssdao 16-
Ansiedade 17- Sindrome do Panico 18- Outro problema psiquiatrico ou psicolégico 19- Outro
problema de saude
Se vocé tem ou ja teve cancer, responda a questao abaixo:
Para responder a esta pergunta, considere sua vida desde o momento em que foi
diagnosticado com céncer até o dia de hoje. Vocé acredita que o fato de ter (ou ter tido)
cancer influencia (ou) na sua sensac¢éo de FELICIDADE?
96 96

1- Tenho me sentido muito menos feliz 2- Tenho me sentido um pouco menos feliz

3- Nao influenciou em nada (ndo me sinto nem mais nem menos feliz) 4- Tenho me sentido um
pouco mais feliz 5- Tenho me sentido muito mais feliz  99- Nao se aplica (o participante nunca
teve cancer)
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Anexo U - indice de Felicidade de Pemberton — PHI

iNDICE DE FELICIDADE DE PEMBERTON (PHI) — Portugués Universal

Usando a seguinte escala de 0 a 10, em que O significa “Discordo Totalmente” e 10 “Concordo
Totalmente”, diga em que medida esta de acordo com as seguintes afirmacgdes.
LEIA ATENTAMENTE CADA UMA DAS AFIRMACOES selecionando uma resposta para cada.

Discordo Concordo
Totalmente Totalmente

o | 1 |2 |3 | 4] s |6 | 7 | 8 | 9 | 10
1. Sinto-me muito satisfeito/a com a minha vida 0123456789 10

2. Tenho energia suficiente para cumprir as minhas tarefas

do dia a dia
3. Penso que a minha vida é util e valiosa 012345678910
4. Sinto-me satisfeito/a comigo mesmo/a 0123456789 10

5. A minha vida esta repleta de aprendizagens e desafios que
me fazem crescer

6. Sinto-me muito ligado/a as pessoas que me rodeiam 012345678910

7. Sinto-me capaz de resolver a maioria dos problemas do
meu dia a dia

8. Penso que posso ser eu mesmo/a nas coisas realmente
importantes

9. Desfruto muito das pequenas coisas todos os dias 012345678910

10. Tenho muitos momentos ruins/maus durante o meu dia a
dia

11. Penso que vivo em uma sociedade que me permite
desenvolver plenamente o meu potencial

Assinale agora quais das seguintes coisas aconteceram com vocé ONTEM:

12. Senti-me orgulhoso/a com algo que fiz SIM [] NAO []
13. Em alguns momentos senti-me muito sobrecarregado/a SIM ] NAO [
14. Fiz alguma coisa divertida com alguém SIM ] NAO [
15. Estive aborrecido/a grande parte do tempo SIM [] NAO []
16. Fiz algo que realmente me deu muito prazer SIM ] NAO [
17. Estive preocupado/a com assuntos pessoais SIM [ NAO ]
18. Aprendi algo interessante SIM ] NAO [
19. Aconteceram coisas que me deixaram realmente com raiva SIM [] NAO [
20. Permiti-me um mimo/um agrado SIM [] NAO N
21. Senti-me desrespeitado/a por alguém SIM ] NAO [
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Anexo V - Escala de Satisfacdo com a Vida — ESV

Escala de Satisfagio com a Vida
Instrugdes

Abaixo vocd encontrara cinco afirmagdes com as guais pode ou ndo concordar. Usando a escala de resposta a seguir, que vaide 1aT,
indigue o quanto concorda ou discorda com cada uma; escreva um nlmero ne espaco ao lado da afimacgao, segundo sua opinido. Por
favor, seja o mais sincero possivel nas suas respostas.

T = Concordo totalmente

& = Concordo

5 = Concordo ligeiramente

4 = Nem concordo nem discordo
3 = Discordo ligeiramente

2 = Discordo

1 = Discordo totalmente

1.____Na maioria dos aspectos, minha vida & proxima ao meu ideal.
2.____ As condigdes da minha vida 530 excelentes.

3. Estou satisfeito(a) com minha vida.

4. Dentro do possivel, tenho conseguido as coisas importantes que quero da vida.
5__ 3e pudesse viver uma segunda vez, ndo mudaria quase nada na minha vida.



Anexo W — Escala de Afeto Positivo e Afeto Negativo - EAPN

Escala de Afetos Positivos e Negativos

INSTRUCOES. A seguir vocé encontrara uma lista com dez estados emocionais. Para

cada uma deles, pedimos-lhe que indique o quanto vocé o tem experimentado

ultimamente. Faca isso escrevendo um nimero no espaco ao lado de cada emogio /

adjetivo, segundo a escala de resposta abaixo, de acordo com a sua opinifdo. Por favor,

seja o mais sincero € honesto possivel nas suas respostas.
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1 2 3 4 5 V] 7
Nada Muito Pouco Mais ou Bastante Muito Extremamente
Pouco menos
01. Feliz
02. Deprimido
03. Satisfeito
04. Frustrado
05 Raivoso
06. Divertido
07. Preocupado
08. Ortimista
09. Infeliz
10. Alegre
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Anexo X - Termo de Consentimento Livre e Esclarecido (inserido como primeira questdo do
instrumento de avaliacdo) para SurveyMonkey®

TERMO DE CONSENTIMENTO LIVRE E ESCLARECIDO (TCLE)
PARA PARTICIPACAO EM PESQUISA
TITULO DO ESTUDO:
Avaliacdo dos indices de felicidade, satisfacio com a vida e afetos positivos e negativos em
pacientes com cancer e pessoas da populagdo geral: estudo transversal utilizando ferramenta on-
line.

PESQUISADORES:
Hospital de Cancer de Barretos, Brasil
Carlos Eduardo Paiva, Mayara Goulart de Camargos, Bianca Sakamoto Ribeiro Paiva

O QUE E ESTE DOCUMENTO?

Vocé estad sendo convidado(a) a participar deste estudo que sera realizado pelo Grupo de Pesquisas
em Qualidade de Vida do Hospital de Cancer de Barretos - Fundagao Pio Xll. Este documento é
chamado de “Termo de Consentimento Livre e Esclarecido” e explica este estudo e qual sera a sua
participacao, caso vocé aceite o convite. Este documento também fala os possiveis riscos e beneficios
se vocé quiser participar, além de dizer os seus direitos como participante de pesquisa. Apds analisar
as informacgdes deste Termo de Consentimento e esclarecer todas as suas duvidas, vocé terd o
conhecimento necessario para tomar uma decisdo sobre sua participagdo ou nao neste estudo. N3o
tenha pressa para decidir. Se for preciso, leve para a casa e leia este documento com os seus
familiares ou outras pessoas que sdo de sua confianga.

POR QUE ESTE ESTUDO ESTA SENDO FEITO?

O numero de pesquisas interessadas em descobrir o que é felicidade e o quanto as pessoas sdo
felizes vém crescendo ao longo dos anos. Uma das afirma¢Ges de maior consenso é de que o ser
humano esta sempre em busca da felicidade, independente do modo como ele a entenda. A
medicdo da felicidade podera acrescentar mais informagdes aos pesquisadores, permitindo um
melhor conhecimento das pessoas brasileiras em um contexto holistico do ser humano
(conhecimento completo do ser humano enquanto pessoa). A felicidade, da maneira como este
estudo pretende avaliar, ainda ndao foi avaliada na populagcdo brasileira. Assim, este estudo se
justifica pela auséncia de informacgGes relacionadas a este importante construto da qualidade de
vida: a sensacado de felicidade.

O QUE ESTE ESTUDO QUER SABER?

Este estudo espera definir o percentual de brasileiros adultos, das cinco regides do Brasil (Norte, Sul,
Sudeste, Nordeste e Centro-Oeste), que se consideram felizes e ainda, definir qual é o perfil do
brasileiro feliz. Pretende-se também comparar os niveis de felicidade, satisfacdo com a vida e afetos
positivos (como divertido, otimista, alegre, feliz) e afetos negativos (triste, frustrado, deprimido, etc)
entre pessoas de diferentes regides e niveis de desenvolvimento humano.

O QUE ACONTECERA COMIGO DURANTE O ESTUDO?

Caso aceite participar deste estudo, vocé ird clicar no botdo “Aceito participar” e posteriormente
sera direcionado a uma nova pagina com a primeira pergunta do estudo. As questdes estardo
disponiveis através do programa SurveyMonkey® (tipo de programa disponivel na internet que envia
questionarios de forma on-line). Vocé respondera a trés questiondrios, contendo no total 36
questdes sobre seu bem-estar, sua felicidade, sua satisfagdo com a vida e afetos positivos e
negativos, e um com 32 questdes sobre dados sdciodemograficos e clinicos e associados
potencialmente a sua felicidade. Acreditamos que vocé ird demorar aproximadamente 25 minutos
para responder os questiondrios. As perguntas apresentam critérios de légica, assim, dependendo de
suas respostas, algumas questdes seguintes poderdao ser “puladas”. Assim, provavelmente serd
perguntado a vocé apenas uma parte das questoes.

HAVERA ALGUM RISCO OU DESCONFORTO SE EU PARTICIPAR DO ESTUDO?
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Os riscos associados a este estudo s3o minimos. E possivel que alguma pergunta o faga se sentir
triste ou desanimado, por fazer referéncia a alguma situacdo desgastante emocionalmente. No
entanto, este risco, que é minimo, pode ser considerado semelhante ao risco de ficar triste ou
desanimado com conversas habituais (do dia a dia) com outras pessoas de sua convivéncia. Caso
aceite participar, a Unica informac¢do que poderd identifica-lo serd o IP do computador que vocé
utilizar para responder o estudo. Desta forma, existe um risco minimo de que outras pessoas, nao
relacionadas ao estudo, tenham acesso as suas informagdes (quebra da confidencialidade). No
entanto, os pesquisadores se comprometem a resguardar seu anonimato. Apenas as pessoas
envolvidas no estudo poderao avaliar suas informacdes que deverdo ser identificadas apenas por um
cddigo especifico do estudo.

HAVERA ALGUM BENEFICIO PARA MIM SE EU PARTICIPAR DO ESTUDO?
E possivel que este estudo ndo traga beneficios diretos a vocé. Mas ao final deste estudo, as
informacgdes que ele gerar poderao trazer beneficios a outras pessoas.

QUAIS SAO AS OUTRAS OPGOES SE EU NAO PARTICIPAR DO ESTUDO?

A sua participacdo neste estudo é voluntaria e ndo é obrigatéria. Vocé pode aceitar participar do
estudo e depois desistir a qualquer momento. Vocé também poderd pedir a qualqguer momento que
as suas informacgdes sejam excluidas completamente deste estudo e que elas ndo sejam usadas para
mais nada. Vocé tem o direito de ndo a responder as perguntas que ocasionem constrangimentos de
alguma natureza.

QUAIS SAO 0OS MEUS DIREITOS SE EU QUISER PARTICIPAR DO ESTUDO?
Vocé tem direito a:
1) Receber as informagdes do estudo de forma clara (utilizando o contato do pesquisador
principal por e-mail);
2) Ter oportunidade de esclarecer todas as suas duvidas (utilizando o contato do
pesquisador principal por e-mail);
3) Ter o tempo que for necessario para decidir se quer ou nao participar do estudo;
4) Ter liberdade para recusar a participacdo no estudo, e isto ndo trara qualquer de
problema para vocé;
5) Ter liberdade para desistir e se retirar do estudo a qualquer momento;
6) Ter direito a reclamar indenizagdo se ocorrer algum dano por causa do estudo;
7) Ter respeitado o seu anonimato (confidencialidade);
8) Ter respeitada a sua vida privada (privacidade);
9) Ter liberdade para nado responder perguntas que incomodem vocé.

SE EU TIVER DUVIDAS SOBRE OS MEUS DIREITOS OU QUISER FAZER UMA RECLAMAGAO, COM
QUEM EU FALO?

Fale diretamente com o Comité de Etica em Pesquisa do Hospital de Cancer de Barretos. Este comité
é formado por pessoas que analisam a parte ética dos estudos e autorizam ele acontecer ou nao.
Vocé pode entrar em contato com este Comité por telefone (tel: (17) 3321-0347 ou (17) 3321-6600 -
ramal 6647), e-mail (cep@hcancerbarretos.com.br), carta (Rua Antenor Duarte Vilela, 1331, Instituto
de Ensino e Pesquisa, 14784-057) ou pessoalmente. O hordrio de atendimento é de 22 a 52 feira, das
8h00 as 17h00, e 62 feira, da 8h00 as 16h00. O hordrio de almogo é de 12h00 as 13h00.

SE EU TIVER DUVIDAS SOBRE O ESTUDO, COM QUEM EU FALO?

Fale diretamente com o pesquisador responsavel. As formas de contato estdo abaixo:

Nome do pesquisador: Carlos Eduardo Paiva

Formas de contato: Telefone: +55-17-3321-6600 Ramal: 7075; E-mail: drcarlosnap@gmail.com

DECLARAGCAO DE CONSENTIMENTO
Eu entendi o estudo. Tive a oportunidade de ler o Termo de Consentimento ou alguém leu para mim.
Tive o tempo necessdrio para pensar, fazer perguntas e falar a respeito do estudo com outras
pessoas. Autorizo a minha participacdo na pesquisa. Ao clicar no botdo “Aceito participar”, ndo abro
mao de nenhum dos meus direitos.
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Anexo Y - Artigo de Validacdo da PHI em portugués publicado na Revista Medicine
(Baltimore) em Agosto/2016
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[ OPEN_

The Pemberton Happiness Index

Validation of the Universal Portuguese version in a large
Brazilian sample

Blanca Sakamoto Ribeirs Paiva, PhD™™”, Mayara Goulart de Camargos, MSc?,
harcalo Marcos Piva Demarzo, MD, PhD*, Gonzalo Hervéds, PhD®, Carmelo Vazouaz, PhDe,
Carlos Eduardo Paiva, MD, PhC™™

Abstract
The Pemberton Happiness Index (PHI) s & recently developed integrative measure of welHbeing that indudes components of
hedonic, sudeimonic, socel. and expedenced wel-being. The PHI has been validated in several languapes, but not in Portuguese.
Cwr dm was to cross-culturely adapt the Universal Portuguese version of the PHI and to assess ite paychometnc propesties in a
sample of the Bredllan population using online surveys.

An expert committes evaluated 2 versions of the PHI previously translated into Porwguese oy the orginal authors using a

, comverpent validing,
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off value of PHI to identify & “happy indhidual® wes defned using recelver-operating characterstic (ROC) cune methodology.

Data from 10535 Brezlian participents were enalyzed (heslth professionsls =180; Facebook ussers=855). Regarding relisbilty
results, the intemal consistency (Cronbach sipha= 00830 end 0.914) and test—retest (Intreclass comelation coeflicent=00814) were
both considersd adequete. Mos! of the validity hypotheess formulated a prion (comvengent and know-group) was further confirmed.
The cut-off value of higher than 7 in remambered PHI was identified (SUC =0.780, sensithity = 69.2%, specificity=T5.2%) &3 the bast
one to dentify & happy Indiidual

W concluded that the Universal Portuguess version of the PHI ts valid end reliable for wse in the Brazilen population using online
BLIMVEYE.

Abbreviations: AMNOVA =analyak of varance, ALIC = area under the curve, PHI = Pemberton Happiness Index, PNES = Positive
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1. Intreduction

The number of studies aiming at discoverig what happiness is
and how happy people are has meoreased over time. There are
many definittons of happiness, most of which allude to a positive
emotional state, mcluding feebings of wellbang and pleasure, as
well a fulfilling sassfactory life " Subjective well-being has
been defimed as “a person®s cognitive and affective evaluatons of
his or her life as 2 whole=Pk “happiness™ and “subjective well-
being™ can be considered synonymous and are used interchange-
ably in the present paper. Une of the findings with the widest
comsensus is that human bemgs actively look for to increase or to
maintain their personal well-being independently from  the
meaning each indrvidual attributes m it F

The relevance of human ]uppi.nu:u: m'p]:lm'beﬂ Inl the fact thar
United Mations (LI} passed a resolution recognizing the pursuiz
of happiness as a fundamental human goal. More than an
individual endeavor, the UM emphasmes the importance of public
polictes to promote well-bemg and encourage each country o
rJ.:bn:":Irz measures of happmess reflecting their own character-
IStCs.

Several studies sought o correlate the determinanes of
subjective well-being with personal expenences. Some recent
research found a strong relanonship berween a person’s positive
wr negative experiences and his or her ssate of physical and mental
health. Therefore, emotional constructs demonstrate the different
ways individuals react o :tr::m'lg or negative evenis thar can
affect their physical heakth, %%

Subjectve well-being is typically measured based on self-report
data "™ [¥ifferent questionnaires have been developed for this
purpose without o gold-standard measure. Among  several
instruments available to measure happiness™' ""*! we identified
and selected the Pemberton Happiness Index (FHI,™ as it was
initrally designed as a comprehensve measure of well-being usng
a croms-cubiural approach. The PHI has demonstrated adequate
psychometric properties (good internal consstence, smgle-factor

structure, and adequate convergent and incremental vabidity),
and has been previously validated in 7 different languages, but
nat in Portuguese language. The FHI consises of 11 items related
to different domains of remembered well-being (ie., general,
hedomic, eudaimonic, and socal well-being) and 10 items related
to experienced well-bemg (Le., positive and negative events thar
oocurred the day before). As the PHI exhibits sansfactory
psychometric propertees, this smple and integratmve index may be
used as an instrument o monrtor changes m subjective well-being
in furure clinical and population studies " OF note, we are
partcularly interested in ms potential use as an online validated
tusal,, as it would ease to collect data in larger and drverse samples
with lower coses.

The aims of the present study were mo cross—cuburally adapt the
Universal Portuguese version of the FHI and to assess its
psychometric properties i a large sample of the Brazlian
populanon wmg onkine surveys.

2. Methods

2.1. Study design and participant selection

This cross-sectional study apphed technigues for the adaptation
and vabdamon of the asessment instrument. The da@ were
collected from Movember 2014 m Movember 2005 umng
SurveyMonkey. The study popuolation incloded professionals
from the Barretos Cancer Hospital (HCB, Barretos, 530 Paulo,
Brazil}, a reference center for cancer care m Brazil, and users of
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the social nerwork site Facebook (Facebonk, Inc., Menlo Park,
CA; hitpafaarw facebonk.com) from several Braznlan regsons
across the whole country. Indraduaks above 18 years old from
hath genders were inchuded.

22 Sample

Two different samples were analyzed together: Sample 1
consisted of 180 professsnaks of a large Oncology hospial
{HCE), and Sample ! consisted of B55 mdividuals from che
Braziian general population. The total combined sample
consisted of 1035 participanes. Coven thar a separate dara
analyses umng item response theory was planned, but noe
reported in the present paper, a sample of at leass 1000
mdividuals was judged statsncally robust for that analyses.

2.3. Ettvical Iszues

The study was performed in accordance with the ethical
standards of the Dedaration of Helanki and the Brazlan
Nanonal Health Councill Resolution no. 46602012 and was
approved by the Ethics Committee of the Barretos Cancer
Hospetal (ne. HCE BE&S2004 and 94002013, Volunteers
mantfested their agreement o participace in the study wa the
mformed comsent form included m the survey form.

2.4. Data collection

Sample 1: E-mails were sent o 372 health professionals whose e-
mail addresses were registered with the hospital, explaining the
study and containmg a hink that directed the partiapants to the
survey. Inviations were sent up o 4 omes ar Tweek intervals.

Sample 2: The survey link, along with an mvration o
participate, was published on the personal Facebook profile
pages of 3 of the authors (BSRP, MGC, and CEF). Partcipants
were also encouraged o share the link on therr own pages, thus
spreading the ink among potential participants. Only partic-
tpants who had complete data on all the questionnaire varables
used were entered n the analyses.

Afver elicking the study link, the respondents in both Samples 1
and 2 were directed to the study's page on the onlme program
SurveyMonkey by registering on the site (hrtps: fpesurveymon
key.comy).

Tor assess the test—retest reliakabity, @ second e-mail was sent
the healthcare professionals 15 days after the firs ome. Ths ome
interval for the retest was chosen according with Terwee et all ™!
and based on previous similar vabdation studies.!" ™!

2.5 Instrument under valldation

2.51. Pemberton Happiness index (PHI). The FHI was
designed to measure happimess m the general population. It
consists of 11 items related to remembered well-bang, each wath
a 11-point Likert scale, and 10 items related to expenenced well-
hemg {posinve and negative events that occurred the day before),
with dichotomous response options (yesfno). Although inmally
developed covening hedomic, endammonic, and socal aspects of
well-being, the remembered well-being scale of FHI is consadered
umidimensional. The remembered well-being score is calculated
with the mean score of the fArst 11 mems {mems el o rl 1) and may
vary from 0 to 10; the 10 items from the experienced well-bemg
{tems el o ell) is converted into a single score from O (zero
positive experiences and § negative expenences) to 10 (5 positve
experiences and no negatve expersences). Thuos, FHI produces
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both remembered and experenced well-being scores, and the sum
of the corresponding scores produces a combined well-being
index {total FHI). In previous validation studies, Cronbach alpha
{internal consistency) was 0.82 m 083114

26. Valdation measunes

The following instruments were selected because they have been
widely used worldwide and have been previousdy validated m
Brazil. Addirronally, they were used as validation measures m the
initial validation study of PHL*! Both the Sarisfaction with Life
Scale (SWL5) and the Subjective Happiness Scale (SHS) were
chasen to be used m the present study in order to correlate general
and social aspects of well-hemng wath the PHI scores (stems 1, 12,
and rll); the [hener and Emmaoms' Posiove and MNegative
Expenience Scale (PMES) was used to correlate hedonic negative
and positrve affect soores wath the PHI scores (items o% and r10);
and the Psychologscal Well-being Scale (FWES) was used to
correlate ewdammonic construct measures with the PHI scores
fitems r3 to r8). Detailed charmctersncs of the vabdamon
instrumenes are described below.

26.1. Satisfaction with Lite Scale (SWLS). The SWLS consses
of 5 items that assess the cognitve component of $%LS that are
answered on a T-point scale m'r?mF, from a score of 1 {strongly
disagree) to 7 (strongly agree)™™ In the Brazilian valsdaton
stucly,*! the SWLS was named Freale de Satisfagio com a Vids
[.EH"} and exhibited a Cronbach aJp|1=. of 0.59. It 15 a hrief,
smple, and multiple-ttem scale with a single-factor structure,
which makes 5WLS the most widely used instrument to assess
ghobal satisfaction with hfe. It has been applied in various
languages and culbtures exhibinng samsfactory psychometric
properties. “ = It has been validated using Interner surveys 24

2.6.2 Diener and Emmons” Positive and Negative Exper-
ence Scafe (PNES). The [hener and Emmons' PMES assesses
posstive and negative affect by inquiring as to the extent to which
respondents expenienced each of the listed emotions (1 none, 7
extremely) in the past days. The onginal version of the scale
consmted of 9 wems, 4 for postive affect and § for negative
a.l:l:nct.l'ul Tao balance the number of items in the 2 subscales, the
adpective “optimist™ was added to the list of positree affects in the
Brazilian vermon, thus increasmg the number of tems o 10, In
the modified Brazmban Dhener and Emmons’ PRES (with additson
of the adjective “optimist™), both the negative (@=0.78) and
posative :u::ﬂ;.ﬂ-'lh experience scales exhibited high internal

COMSESIENCY.

26.3. Peychological Wall-baing Scale (PWES). The & dimen-
sons of the construce psychological well-being were established
based on humanistic-existentialist theories of human devebop-
ment and mental health, resulting in the PWES P known m
Brazil as Escals de Bem-estar Puicoldgico (EBEF). The scale
comsests of 36 items and & dimensions that assess eudaimonic
well-being: posmive relations with others, autonomy, environ-
mental mastery, personal growth, purpose in life and self-
acceptance. ™ These dimensions are positvely asocated with
measures of satisfaction with life, positve affect, and balanced
affect and are negatvely associated with measures of negative
affect and depression.

26.4. Subjective Happiness Scale (SHS)L The SHA is based on
the respondents” subjective assessment of their happiness from
their own perspective. [t conssts of 4 mems; the frst 2 seek o
characterize respondents in absolute (how happy they consider

weaes rnc-pamal.com

themselves to be) and relatve (how happy they feel compared o
athers) terms. The last 2 items describe happy and unhappy
individuals, respectrvely, and respondents are requested to grade
the extent to which the charactenzations apply to them. The SHS
assesses the respondents’ overall apprecuation of lfe and their
personal feelmgs of happiness. It has been validated m several
countries with different types of samples, and the resules mdicated
hagh mternal comsistency and adequate test—retest rdia.l:lilit:r.lz,l It
has ako been validated using Internet surveys P4

2. 7. Other assessment instruments (developsd for the
present siudy)

Socidemographic dara, mcluding age, gender, mamtal sms,
religion, and region of orgin, among others, along with self-
perceived  health and beliefs of optimismfpessim=m  were
mncluded in the survey. In addition, the following guestion
addressing perception of happiness was developed for the present
survey: “m general, do you consider yourself as ... " The
possble answers were “very unhappy.” “unhappy,” “more or
less happy,” “happy,” and “very happy.”

28 Valldation procedures
Twa phases were mcluded in the validation procedure:

28 1. Phase |—cwiural adaptation. The PHI previoosly
translated into universal Portuguese by Hervds and Vizguez!**!
had 2 versions constructed folbwing the forward and back-
translation procedure P We analyzed both and concluded thara
smgle versson should be developed. An expert committes
composed of 2 doctors, a nurse, a Portugoese teacher, and 2
hiomedical researchers evaluated the 2 versions wang a
standardized form for assessment of sermanndidsmmatic, culharal
and conceptual equivalence. (OF the & members of the expert
committee, 2 were hom in Portugal and the others in Braznl. The
members independently assessed each instrument item and scored
them relative to each type of equivalence as follows: (-1}
:rim‘hnquiulzm: ()} |r.npun||:l.|: o assessi] do not know: or (+1)
equivalent. Changes were suggested for items scored —1 or 0 The
panel met at a later nme to discuss the assesments and arrved ar
a consensus verswn. A pretesting was conducted in Brazilan
participants usng a cognitive debriefing weth thmk-aloud method
{asking each participant what each mem m:a.m.]."" After the
pretestmg, the expert commattee evaluated all the documenes and
reached a final consensus. The final adapeed version was
discussed and approved by the authors of the origmal scale

282 Phase I—psychometric properties

2821 Intemal consistency. Internal consistency was assessed
usimg Cronbach alpha coefhicent, which should he 20.70 to be
comsidered adequate ']

2822 Testvetest reflability. Test—retest relmbilicy was
assessed using the miraclass comelation coefficient; values above
0.70 were rared as adequare 1241

2823 Hypothasis testing feonstruct valoly). Construct vahidiny
was assexsed by wsnng the follvwmg predefmed hypotheses:

{1} Comergent validity—We expected that the total FHI and
remembered IFHI scores would be posiovely correlated with
the global scores on the SWLS and $HS and with the FWRS
domains. Correlation coeficients higher than 0.4 were
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Pearson correlations for remembered well-being items and the
Domains and subdomains Reference scales Corredation coetficient

General widk-being SWLS remfl 452 (i 1)
FmllA75 feem 62y
a8 el BT fesmi F1)
el 53 flem 2y
Eudsironic welk-being
Lifle mesning PWES: purposs in i’ el B5E om0
Sell-atiwplanes PAWES: sall-ariaptanis feill B4 filem rdy
Personal eth PAWES: personad grovth " Sl AT fem S
Retitadisss PWES: posifve idalionatips’  re0L361 (i i)
Coerpeience PWES: envirormentsl conind” ) 238 flem (7}
Rutenainy PWES: autonsry’ ree345 furm 18]
Hediriic widl-being
Posdive aliact PHES: posifve dxpérisinds Femi0l521 flesT 1
Meggative affect PHES: negalive mperience 0381 (e 10y
Socil wesll-bising SHLS r=CL368 fflem ri1)
s’ re= DLETE flem F11]

PMES = FPositve: and Hegalve Expesience scale, PSS = Poschabgiral WelkSeing Soale, SHE =
Saltjertv Hoppiness Srale, SWDL = Salistaction il Domains of ik, SWLS = Salisiantion wils Line
=

:H'Eﬂﬂi_mhr_ 180 participant=.

Comeladon ooeffickenis =04,

expected_ ! In addition, we expected positive correlations
with the FNES {positive experiences) and negative correla-
nons with the PMNES (negammve expeniences). In addinion,
samilarly to the onginal development study, analyses of other
possible correlations were planned a prion {as described in
Table 1).

12} Knoeew-gromp validii—Enown-groups method (also known
as extreme-groups method) 5 one of the approaches of
evaluatng comtruct valsdity. An instrument & consdered o
exhibir known-groups validey if i scores clearly discriminate
b:hm:ﬂﬁmm of participants with known different fea-
fures.!! In the present study, the participants were inquired
as m whether they are pessimistic, nexther pessimistic nor
optimstic, or opmmistic. Our hypothesis was that the
happiness swores would be higher among the optimsnc
participants compared to all others. A sscond known-group
analysis was performed relative to self-percerved happiness; the
participants were dovided mio 2 groups: not happy and happy.
Uhur hypothesis was that the happiness scores would be hegher
amang the participants self-described as happy compared 1o
the unhappy. Although fndings can be considered obvious, the
addrion of thes second know-group analysis were considered
impasrtane by the authors because compared groups were
dearly distinct (extreme) in relation o the constroce measared
fie., happiness). These comparisons were performed using
parametric £ bests and analyss of vanance (AROWA)

2824 Assesement of experenced happoiness. To vabdate
experienced happiness, the participants were asked: =Cwerall,
hanw did you feel yesterday? ™ Possible answers were “very bad,”
“bad,” “nether bad nor well,” “well,” and “very well.” Then,
each item of the experiential PHI (5 items descnbing negative
experiences the day before and 5 items describing postive ones)
was correlated with the overall perception of the previous day
using Cramer V.

283 Defermination of a cut-off point to identify happy
individuals ueing the PHIL To establsh a cutoff pomt likely o
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wentify happy indwviduaks accurately, a receiver-operanmng
characterstic (O] curve was plotted. The happiness criterion
was defined by asking the parmcipants to whae extent they
considered themselves “very unhappy,” “unhappy.” “more or
less happy,” “happy.” or “wvery happy.” Categories “very
unhappy,” “unhappy,” and “more or less happy ™ were analyzed
rogether as “not happy,” and categories “happy™ and “very
happy™ were analyzed together as “happy.™ The mutual acouracy
of the mtal PHL, experienced PHI, and remembered FHI scores
was compared following Delong et al™! The sensitiviey and
specficity values and the posinve (LEs) and neganve (LR—)
likelihood ratios were calculated.

Starstical analyses were performed usmg SPSS [version 2000,
SPSS, Chicago, 1L} and MedCale {version 1481, MedCalc
Software, Ostend, Belgium} statistical softwares. P-valoes below
005 were considered statstically sigmificant.

3. Resulis

3.1. Phase |—culiural adaptation

In the pretesting, 10 patients with cancer (2 were iliterate and 4
had kow than B years of educarion] and 5 health professionals
amswered the scale in “paper and pencl™ form and 12 health
professionals completed the scale using the onbine survey. In
general, both forms were adequately onderstood by the
partcipants. ‘OF the 21 items, § soffered minor modifcatons
by the expert commuttee after the pretesting. The original, the
translated, and the fnal versions are presented m Table 2;
modifications needed are highhighted in the table.

3.2 Phase |—psychometnc properties

321 Sample. Of the 18% individuak in Sample 1 who
responded o the online survey, 180 answered all items, and
therr data were analyzed (180 of 372, response rate=4%.3%).
Most of the participants were female (=99, 52.4%), 18 o
39 years old, from Southeastern Brazil and had more than
11 years of formal edwcanion. Most of such partcpants were
healthcare professionals (n=129, 71.6%) (please see Table 3}
Regardmg Sample 2 {ve., participants who answered the survey
via Facebook), 972 participanes accepted to particapate in the
study and 855 (B7.9%) completed all the survey shems. Most were
fermale (n=6&3, 77.5%), aged 1% o 39 years old, ressded in
Southeastern Brazl (n=&21, T25%), and had more than 11
years of formal educanon (n=765, 89.4%), being the |largest
fractson healthcare profesionals (n=293, 34.2%) Table 3
describes the characteristics of the participants m Samples 1
and 2.

322 intemnal consistency. Taken together data from both
samples, Cronbach alpha values were considered adegquare: us
value was OB%) (%5% confdence interval [CI] 0.890-0.900)
when including the experienced well-bemg score as a different
ttem (111 items) and 0.914 (95% CL 05060522} when
ncludmg only the 11 items from the remembered PHI domam.
Only exclusion of items 10 and 11 somewhat improved the
mstrument’s internal consistency [(increasing from 0.914-40.934
in the case of item 10 and o 0.917 m the case of tem 11)
{Table 4).

323 Testrefest. Ninety-four of the partcipants in Sample 1
(49 7% ) answered the survey a sscond time, 14 to 21 days after
the frst. The value of the intraclass correlation coefhcient was
0.B14 (95% Cl: 0.733-0873)
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Description of the onginal English PHI version, synthesized PHI version, and final Portuguese Universal PHI wersion.

Pertuguess Universal sysihesized Pertuguess Universal final PHI
ltem Origanal version—Englsh PHI version—beton: pretesting wersien—afier pretesting
Thee Pemmiberion Happiness Indes lndicr de Feficidate de Pamberim Indice de Feficidate de Pemberion

1 I 2om very salisfied with my i
T D hawe e arergy 19 aceoeplieh my sy ke

3 | ihink my He b uselul snd sl

4 | sslified with myssl

B My e i Rl of sy expediancas and
thallinges thal rrake me oo

B |l very eoneecisd i the peogle srund e

T Dl am abke o sohe the meerity of my daily
problems

B | thirk thal | can ke rrell on the it

tings
O enjoy a lol of liske thing: mary dy
10 Dhave s bt of bad merments i my G B

11 Dihink thal | e in a socely ol ket me fly
felize: my poteniisl

12 Sometting | did mode e proud

13 AL rnes, | el averwhalmed

4 | did someting fun with someone
15 | was boved for 3 bl of e lime

16 | i something | really enjoy doirg

17 | s il adsinal persneesl moles

18 | leamed siehing hleesting

19 Thinge happensd thal made me nslly gy

W | pave el 2 e
2 | Tt desrespaciid by someons

Sino-me smulln sl (1) com & minhs it

el energia suficiants para qupr minifas el
cifichans

Mieredin oue a minka vids & 0 e vl

Sinle-me saislein ) comige mesmo 4

A i vids st reglita de aprendizagns &
deasling que me fpm cose

Sinio-me suiln Bigado (3) 35 pessses que me mdsiim

Sino-me capar e rescher & mdoris d priblens
o men & i

mumumm'nWrumﬂ
i il

Dessfruin i dos peaueras ooisss jades o6 das

Tenha mulie momenle wing dursnts o meu & a
42

Bieredin oue vied SN U et que e permile
dessasher plemamenls o m poteniisl

Serti-me enguinoes B oo s que it

Emmﬂmmﬁ'tﬂlm
sibrermagade 2

Fiz s coea. diverids com slgusm

Ester shmecide grands wrls & lanio

Fiz s ue resimente me deu muin prazes

[sthee preseugedn (5] oom assunice: pesseois

bgrend g inkemesanls

AEinilSCaTan COIEIE Gue Me deboram [l
arenen [5)

Permili um capiicha a mim mesm ()

Senii-me desrespeitad () o algusin

Sinto-me mulln sisleints o m & minka vida

Tenh eneqia suficients par omprr a8 minfes
lanetas do dia & dia

Peren que a minka vida & 0l & valines

Sinfe-me: slichints comigs mesmat

i i vidk st replela 08 prendizgens &
desafin que M LEmem e

Sinto-me mulln Bgadns 35 pesstes quie me sdefam

Sinto-me copar de resoher a maoria dos peoblemas
o meu dia a dia

P QU (SE0 S f eSTo s oo
realifiarie i

Deessfrisies o e pesnuercs poisss todos o8 dis

Tehe muiles mofmenies ursimas duranie o mey
o a iy

Prrey e vied S Uit socisiade que me permile
daservobver plenamenie o mew poencisl

Sanlj-me oryultisat oo kg0 que

En alure: momenios senti-me muil
snlvecarmegaiat

Fir slgui ook divertics com algusm

e aboecalefs grande e do lemps

Fiz slgy que reskmenie me deu muitn prases

Esthe preocupadnf com Esunios pesmos

hprandi a0 inlerassanis

Acirispem GhEas gue me deboram nealsents
oM rafa

Prarrmiti-me um misedem agrada

Senli-me distmspaitadfs o aljuim

PHlm Pembenin Haspiness Index

" Minr el MOcHSCaRione: Conducted by ihe Sgen commites attr e protesdng an highlighted in bokd ot

2.4, Convergent and divergent

validity. The PHI toial score

“Things happened that made me really angry® [(Cramer V=

was positively correlated with the SWLS global score (r=10.513,
P 0.001, n=1032), the SHS glokal scace (r=0.646, P <0001,
n=171], and the FMES poutive expenience scale (r=0.523 F<
0.001, n=1032). As expected, the PHI total score was negatively
correlated with the PNES negative experience scale [r=—{.343,
P 0,001, n=1032). The correlations between the PHI total
score and the PES domams vaned from 0284 (avtonomy) o
0.699 (purpose i life) (data not shown). In regard to the
correlations hypothesized a proor: berween specihic PHI items and
the other instruments, % out of 14 such correlatons exhibited r >
0.4; however, the r values of the other correlanons were dose to
0.4 (Table 1).

325 Known-groups valdffy. The mean remembered PHI and
total PHI scores differed signubcantly acoording to the groups of
partcipants in regard o the perception of optmismipessmsm
and zelf-reported happmess, as was hypothesized (Table 5.

326, Assessment of expenenced happiness. The Cramer V
coefhoients between satisfaction with the previous day and the 10

items assessmg experienced well-bemg (3 pomove and § neganve)
were all above 0.3; only the mem “Something | did made me
proud” had a nonsgnificant Povalee (P=00062). Two mems
corresponding o negative experiences were strongly associabed
with self-percerved satsfactson with the previous day: =1 was
bored for a ket of the mme™ (Cramer V=068, F<0.001) and

QLEST, P 0.001) (Table &),

327 ROC curves. The area under the curve (AUC) valoes of
the ROC curves plotted o detect happmess {yes vs no) were as
follovers: experienced PHI (AUC=0.702, 95% Cl: 0.671-40.733),
remembered PHI (AUC=0.780, 95% CI 0.750-0.807), and
total PHI (AUC=0.747, 95% CI: 0.717-40.774). When com-
pared, the AUC for remembered FHI was sgnificantly larger
compared io those for both expenenced PHI and toml FHI (F<
0,001 mn boeh] (Fig- 1). The curoff point with greatest deagnostic
accuracy was »7 for remembered PHI (sensierviry =64% 2%,
specificiy =78 2% poative LR =319, and negarive LR ={0.39).

4. Discussion

In the present study, the Universal Portuguese version of PHI was
ferst culturally adapeed and then validated in a large sample from
the Bramlan population. The scale's psychometric properties
were conssdered adeguate in light of dlassc psychometnics.
[nternet research is considered a cost- and bme-efficeent way o
access a large number of participants ™ Moreover, compared to
traditional paper-and-pencil formars, Internet data collection has
the potennal o reduce los of data and increase parmcipant’s
prvacy, both important characterstics m gquestionnaire valida-
tion studies. In the Sample 2 of our sudy, 3 of the authors
disclosed the imammon o participate in the stody on ther
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Table 3 Table 4
Characteristics of the study participants. Mean scores and intermal consistency walues.
‘Sample 1, Sample 2, Total, Cronbach o,
N=180 N =555 H= 1025 Mean if item was
Characterstic N %) N %) ) PHI fem score (0]  escluded  Cronbach o
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Sonlhesel 177 [@aT) B2l (T25 T98 [771) remanhened doma.
South 1 L6 &0 {7.0) &1 (5.5
Pt 0 42 B0y 4343 :
T 214 &2 7 &4 B personal Facebook pages and asked their fnends o share i
Pemhwerst a D ) EOET Although the dissermmation of survey links by e-mail or through
eors: ol fosrral educaion online social networks sharing 1s quete wsual, the strategy = a
Liesz; than 8 0 om B 0g Blc10y  rather unusual approach to the validaton of instruments for
Bl 11 424 & @) B j11) health assessment. By sharmg the invitanon with the aothors'
Moe then 11 167 87.6) TG R HEEHA  friends and requesting the latter o share it with their own friends,
A the survey link gquickly spread, and 855 mdividuals had fully
Sl probasignd g 3 A ) answered the survey 15 days later. Howell et af* compared the
Piasiagpar FEAA ] 48 () 50 |48 - u
s 00 @ 7 quality of data collecbed using “paper-and-pencil,” computer-
Erdmpraner I L0 4 E) 45 jLd based, and Internet surveys using different measures of subjective
Ernginsts 0 f0m a0 [ LR well-being and found eguivalent resules between the different
Airirisicalive L 17 @) a8 {3 &3 J5.1) methods of data collecniom. Similady, Internet surveys were
Chal wanen 0 L 104 fiz1) 104 (I}  shared on secal-networking Web sites. Caven the imcreasmg
Teuaher 0 Lty T3 S5 T prevalence of online social networks, foture  Questonnare
Slugent 153 T2 N30 BN validabion studies may take advantage of fast diseminaton of
Otter 1784 B 100 e online surveys. On the other hand, that Gct can explain the Llarge
* Eracllan kT RS, proporion of healthcare professionals in the fnal Sample 2, as
the 3 authors are healthcare professionals, and so thes potennal
Table &
Known-group validity.
Sell-report of happiness Mean (50) Selfrepenl of oplimismpezsemizm
Hanpy Unhappy Optimistic Meither colimiztic Pessmislic
PHl score i =25} i = Z30) F n=51} nar pessimisic [n=297) {n =507 L
Rarum brard 738 (1.7 .26 (1.93) <00 TA& (178 B.14 [1.94) 5,00 207 <0001
Talal 165801 (1504 B35 [1.74) < L0 683 150 BuB2 [1.75% 514 1.TH Lot

Pl Posmbenton, Hassness inces, S0 = stasdeed destison.

" Tiesi.
MO,
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Tahble &
Cramer ¥ between satisfaction with the events of the day before

and the 10 items on experienced well-being (5 negative and 5
positive) fn=96).

Experienced well-being dems Cramer ¥ )
Possiae enpeeriniies
Soredhing | did made me proud 0.305 n.082
1.5 semalineg i wilh sieone [.436 D002
1 5 semething | really enjoy doing 0,402 D002
1 lesmned svnetling imerssing 0.338 0017
1 g el & Wraal 0.338 D01
Hetjalive piniincis:
il Timess, | Tl poerwisimed 0,976 D005
1wt beredl for & kot ol the time 0.678 <0000
T ween wrvied siout petsinal maliers 0.307 n0e7
Things: Fagpenad Bul made i faly agry 0.651 <0001
118k disrespecte by s 0.385 D005

bias and himitatson should be addressed and overcoms m future
stuclies.

Regarding the psychometnic properties of the Universal
Portuguese version of the PHL, the results are quite similar o
thuse reported in the original study of Hervis and Vazgquez !
The scale was onginally developed in Spansh and was
umultaneoudy translated and vabdated in other & languages

wars md-pumal.com

{1.e., German, Enghish, Swedish, Russian, Turkish, and Japanese)
tos select ws fmal items from dama gathered in 9 countries. The
Cronbach alpha values observed in our study (0850 and 0.914)
were very similar to those reported in the onginal smdy, which
ranged from (.82 to (.93, Moreover, in general, the convergent!
divergent validity and known-groups indices were considered
adeguate. Interessinghy, and unlike the initial validation study, ¥
we conduocted a known-group validation analyss rdamve to the
pcptions of b ppices wad optasdiiny

Population-based intervention strategees withm the poltical—
social setting should be employed; and such strategres reguire
adequate toals oo measure the resulting benefis. The cur-off point
established m the present study for the idennibeaton of happy
individoals might be useful in future populanon-hased smudies
usmg FHI as an instrument to assess happiness. In this case, we
suggest that remembered FHI scores higher than 7 should be
tentatively consedered to identify a “happy™ Brazilan mdividual.
However, further studies are needed to confirm the validity of thes
cut-cff value in different populations. In addston to the cut-off
puoint, the idenmhcation of the minimal chnically important
difference (MY might abko be useful

The present study had some lmitations. The first lmstation
derives from the representativeness of the included sample, with
nclusion of large proportsn of parbcpants weth high socio-
educational levels (most healthcare professionals), which does
not correspond o the Brazibian general popolanon. Althoogh

Rl | R
- L]
-l ]
L] L]
(=] [~ ]
I L] L
£ ] [ ]
m n
t] H
" AUC=0.TBD, 35% C1 0.750-0.807 k- AUC=0.7T4T, D5% CI 0.T17-0.TTE
L] 11 — | — 5 = i L] " — L — — L
o B W XN W ;; M O W W E 1 w o N ;;“‘- n N W N
: e
= : p-sd

Srrndraky
% 8 ¥ 8w m 3an &
j —

b o

Sanimtey
- = % ¥ B ¥ E xR 32 B
.,

—— [ ugiwtaased Pl
! - Ampssai P
# Vol Pl

Figure 1. Disormination of remambered PHL expenenosd PH., and tatal PH soones. These reosh

EEEEREEEE R
108 Spacitny
ing charactenstic (ROC) curas plot sensitity verss 1-

spaciicity for delecting indhacuals cessified 25 happy: (A) remembered PH score, (8] 1otal PHI scone, () expenenced PHI soore, |0} comparison between FHI
soones. Tha anea under the cune (AUC) walues with 38% comfcence inmtervals ane shown in 6=C. in D, espaenenced PHI igreen) has the larges? ansa under the oarve

companed to the ather scones (P - QU000 for both comparnisans).
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large samples can be recrusred fast using online scial networks
with low cosz, resent les are a pni:ntl:l
limitation. However, we - helieve that this limitation & minor in
validation studies, but potennally more relevant in intervention
or cross-caliural :h.rﬂiu.ﬁ:md‘]\n'md}' limstatiom s the lack of a
Portuguese sample. Although oor PHI version is developed o be
valid both in Branl and Portugal (ie, Universal Portugoess
version), it was not tested mn participants from Porfugal. Thos,
currently, it should be comssdered valid for use omly in Brazl, and
a subsequent study in Fortugal is warranted.

We conclude that the Unneersal Portfuguese version of the PHI
is valid and reliable for use in the Brazilian population using
omline surveys. The cut-off point o define a happy indvadual was
defmed, but the MCID should be investigated in foture studies.
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Anexo Z - Artigo de comparacdo da busca da felicidade entre pacientes com cancer,
cuidadores informais e individuos saudaveis publicado na Revista Journal of Pain And

Symptom Management em Junho/2019
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What Is Missing for You to Be Happy? Comparison of the

Pursuit of Happiness Among Cancer Patients, Informal

Caregivers, and Healthy Individuals
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Abstract

Context. Afier ancer diagnosis, personal whie priorities may change in 2 way that would tramsform such vahses and how
life is permcaved by cancer patents and their caregvers, mchiding happiness and its ot

Ohjectives. The objective of the stody was to snalpe and compane what cancer patients, informal caregiwers, amd healthy
population believe that would make them kappy.

Methods A qualitative coment amabsis was performed on the respomses o a single queston: “What & missing for you to be
hapm#” Narmives of cancer patenis (n = 242, acede-tace nberview ), indormal aregivers (a = 15, Eoedodace inendes),
amd heml h'!.'T.IIﬂ:iI.'iT.EInH {m= 1,671, recmuited Ihﬂmgh social media, online survey) were analyeed. Word clouds were cremted
tor each group of participants. Comtents were identi bed and frequences were companed among participants by means of chi-
saquare and Fieher's exact tesis.

Resulite Oherall, pm’ﬁl.‘iTnTns W '|:|1:'r:1:ing betder hemlih (n = 288 141G ), better 'inurpu'm:-'rn'l mhl:ii:-nshipﬁ {m = 456,
HAR), money (n =412, WHE), and work-reled WP {m =481, 3 6'%). {'anm-:r]:nlir.nui amid im bl 1mtg_'i1.m ﬂ:-ug_'hl
betier health and oore more often than when compared to halthy people (P < 0001). Among @noer patients, survivors’
prohle tended to be similar to that of the halihy population conceming what they need to be happe Unespectedly, “cure”
(9 T was maome :I:rl:rpa-:nl AT '|'.|m'|:itl:i'|'ﬂ1'.|Li with incumable camcer,

Condusion. Reganiless of the group they were in, participants sought happiness in whai they considened bo be important
b their lives, but it was something they did not have at the time of the intervies. Psypchoeducational and oogmi thve-he bavioral
strategies bocused on how to deal with like expectations among people facing cancer are awaiied. | Pain Symptom Manoage
MY m:m—m D Y Amemican Aczdewey u_]"ﬂ'n:lpinr and PalGatee Mokcine FPubliched ﬁj Elepier Tme. All rigl'l!f rereruei

Key Words
Haphines, Subjective wellbang, Cancer, Cargriver, Puru@

association with the feeling that life is good, meaning-
ful, and valuable.” Happiness is an internal ex perience
that serves as a basis for each individual o judge his or
her own life and “"how” and “why” they experience it
in a positive manner.* ® It i3 a complex concept for

Tntroducdion

Happines is a subjective experience that represents
one of the main goals in human life."~ It is an expert
ence of contentment or positive  well-being, in
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which  pmny  definitions are  available  in the
literamre.” * Although poorly understood, it is hardly
I.I-Lll'.‘ﬂ.l.ﬂi.ﬁju In other and simpler words, happines is
th & asesment of how much we ke the e we lve ™
Thee Ulnited Seaves Const mton consders it an unalien-
able human right’™ and the United Nations a funda
mental human goal, ™

Like “happiness”, the term “gqualite of life" (O
i3 very particular, considered subjective and difficult
o define by many authors., For this reason, the Waorld
Health Crgantzation defimed (UL a3 “the indmidual's
percepion of ther positon in life in the conext of
the culmre and walie svatem in which they live and
in reladon o their goak, expectatons, standards,
and concerns.™™ They further staed thar happines
i a widely presumed component of GOL. ™

The lives of cancer patents and their caregivers may
be affected by the cancer diagnesis, which might also
influence how they see happiness,™ ™" The reason is
that these individuals deal roudnely with erideal e
related 1o Eh:miq:a]. soctl, emotional, and spidoal
-.i_-npm:m,'ﬁ " in addidon w unde‘ﬁguing an unknown
and an uneertain experence.” " In this smdy,
infornml caregivers are these who provide inforoml
care, that is, they care for or provide help w Eomly,
friends, neighbors, or other known health PERAON A,

Although patients present distressng SvmpLoms ase
ciated with diease progresion and even changes in
CQOL, they also report positive enssbonal e
Carvegivers of cancer patients may abo have their lives
affected by the cancer disgnoss™ = becase they
help patients deal with funcdonal, clindcal, and pavschoee
soctalfasnes."” Al these B tors can play a eriteal role in
thar meental health and {_-c'l'lf-.i[.."‘:" = However, cau egivers
may also fnd upsides in these expeniences, which may
be associted with bener oucomes in well-being and
levels of happiness.”

Thizmay ocour because the subjective welkbeing of a
preraon may depend on value priovides of individials ™
Personal values reflect what 8 essenuall inportant o a
peerson and therefore form a central part of the indivd
ual's identity, guiding his or her acthon. Experiences
that oeour during the onoology reatment may help par
tents inhaving agreater percepion and learming, nak-
ing them “more aware” of what really mattes at the
present moment and in the fomre, Cancer survivors
refer 1o poditie spects of the diease and anribute
them 1o their ex perience, that is, adapive sirategy, exis
venl gl grow l.h.am']fnrhehavimah.-hangﬂ“ﬂlm.du|~
ing this journey, persormal valoe prorites nay change in
a way that wransforms such values and the way life is
|.|-E|1:B'm! 11_1_.- CAnoeEr |.'|-:a.|j-E'r'| 1 and |||-g'i1 1::.i.|'t"giwm,
including happiness and i pu.lﬁu.iLH

Moat medical lierature on oncology ha evaluated
the impact of cancer and i weatment on the develop
ment of negative comsequences, that is, anxiery,

&PI'\E’HFHIII'”I, and disres. However, litde research e
been done 1o measure positive pachological change
alter cancer, With a foeus on pesitve pavchology, our
hvpothesia 1a that cancer patbents, ai well 2 inforoml
ca.leg'i\nE'ni, ahould consider and |.|-|'Jir'||. ol :q.l-ﬁ:il'iq:
ivens, but diffevent from those of the general popula-
taon, o deserbe what woukl make them happier.
Given the constan t posoil of happd ness by human be-
ings, the aim of the present siudy was 1o analyee and
compare what the healthy populaton, cancer patents,
and infommal caregivers believe wouk] nake them happy.

Methods
Study Design

The present smdy s a part of a larger vel unpub-
hished research poojest that sesks 1o investgate the
indices of happines, life sadslfacion, and percepion
of positive and negarive effecs of the Baedlian popu-
hon and w idently condibons asodated with the in-
dividual perception of happiness, This b a qualiadve
content analvis msed on responses o a sngle ques-
ton: “What is mising for you o be happy:”

Eilacal osues

The present sy compled with resolution oo,
4612 from the Bracilian Madonal Health Coungl
and was duly approved by the Besearch Ethis Com-
mrittee at Barretos Cancer Hospial  (ruling oo
LO9RTE0 and 1.114.730). All online and in-peraon
partcipants read and signed an informed consent
Form agresing o voluntay pardcipaton,

Eligibility Criteria and Study Participants

Individuals who mer all the inclusion and exclusion
eriteria were induded in the smdy,

For general populabon, the indusion critena
inclded Brasilian nadonals |-E‘H.i-|‘]ir|g i Bomeilian mu-
nicipalides; having a Facebook and/or WhasApp ac-
count. The excusion aitenon was age under 18 vears.

For informmal caregivers (people who weme accompa-
nving cancer ptients al the dme of the inerview, be
ing Familiar or not), the inchsion criteaia included
Brarlian natinak; able to read and write; aceompa-
nving a cancer pabent {relatve or not) during
reatment followup at the cancer hispital The exdu-
gon criterta included age under 18 vears old, any rele-
vant  newmpsychiamic  condidon  preventing  the
patient from undesanding and answering the health
WALHIEN L QU Donnaire,

For cancer |.'|-:3.Li£'r'| 5, the indusion criterta ineluded
hiological diggnoss of cancer of any wpe and din-
kal stage; age 18 w 75 vears old; both sexes; able 1o
read and write; in one of the following wreatment
phases: no evidence of disesse and not receiving can-
cer reatment for al least two vears, recelving sslemi
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adjuvant reatment, or receiving palliatve care exclo-
sively, The exclusion criteria induded any relevant
nenropsychiamic condidon thar would prevent pa-
tents from undersianding and answering the health
asessment questionnaive; having hemarologic cancer.

Sty Setting and Dala Collaction

The recrumment swategy used was online da
collection through the social nework Facebook and
the WhasApp application and Bee-wo-Face dara collec
ton. Particpants from the general populaton of all
five Brazilian tegions were recruited online via the
Facebook social nemwork (three different methodolo
gies were used) and the WhasApp application. The
complete recruiment sirategy i3 desoribed in detail
in Supplementary Material 1. The survey was answered
on the SurveyMonkey platforn. In general tenms, the
South and Southeast vegions of Brazl are wealthier
than other regions. In the MNortheast region, for
example, 40% of the population survives on a mini-
TN W e

A convenience sampl of cancer patents and
infornml caregivers was interviewed in peson using
the samse evalmdon forms answered online. Padenis
were recruited at the oneology outpatent dinics and
inforneal caregivers at two different instimbonal sup-
port houses, where cancer patents from other locs
tons are lodged while being teated in the city of
Barretos, Reganding patenis, it was planned thar an
equal number of pardapanis shoukl be incdoded
among the three groups: cancer survivors, undergoing
adjuvant treatment, and receiving pallaive care excl-
sively (withoul antineoplastic weatment).

Ihata Collection

The present qualitative analyss was based on the ve-
Aponses Lo a single question: *What is missing for vou
o b happy:” The partdpants recruited online via
Facebook and WhasApp answered the survey individ-
ually by entering their msponses on a SurvevMonkey
form, Cancer patients and informal caregivers were in-
erviewed in person in a reserved room and alone, by
twor Lrad s nourses.

Pamicipans were asessed only once. Mo interviews
were recorded. The data collected online were auloe
matically entered inw SurvevMonkey spreadsheets.
Responses given in person were transcribed on paper
by imervewers during interviews. All the online and
ranseribed responses were later exported w TBM
SPSS Stanstics for Windows, version 210 (IBM Corp.,
Armonk, NY) and NVivo qualitaive dasa analvsis sofl-
ware, version 11 Poo (QSE Inernational Prv Lud) pree
grams. Although the dme taken o arswer the open-

ended queston was nol computed, given the short
length of the resporses, 0 was estnmied as a Few
mines.

Sample Size

Tradivonally, qualitative smdies are not based on a
statatcal sample size calouladon, However, the pre
sent atudy consisted of a secondary analwis of daia
collected in a larger, quantaive sidy with a calew
laved sample size. In any case, the robust sample size
of this smdy & relevant when considering the inten-
Lion o investigate the prevalence of narmives among
different groups. Although qualiaive studies usually
analvee long narratives from a few inerviewees, the
presentone was based on short narratves from a large
number of pridpants.

{hata Analksis

Word Cloed Analges. Word clouds can provide ey,
quick, and meaningful anabsis of qualitove daa by
providing invepreations through test stee and cor
lor™ Inbrief, the dam were organteed by smihesizing
the narratves in one or more “words” relevant o
topics mendoned in responses {phrase labels). Mest,
word clouds were generated, which graphically repre
sented narratives and the requency of worda,

Comtent anabzns. A gqualiadve daa anaksis was per-
formed tased on Bandin's content analysis methodol-
ug_\_.'.".'c The hOrat step was the preanalvss, which
conssted of divect and intense conac with the mate
rial and ceganizton of the dam o meer the evalus
L alandands, including exhaisiveness,
representativenes, homaogeneiw, and relevance. The
nexisiep was o organize the wpics according w thed
relevance and /or repeddon (codification and catego-
rization of the data). Word clouds were wed by coders
as exploratoy Torms of analvsis that helped them w
interprel the matertal. Transcerips were independently
coded inw categories and subcategories v two e
searchers (B.S R, P and M. G. d C); disagreements
in coding were mesokel during a consensus meeting
with three investgawres (B, 8. B P, M. G. d (, and
C.E. ). The quantiaive analss was performed us
ing the program NVive 11 Pro.

Ar the end of the aforementioned procedures, i
veatgators found differences in the response patterns
among the groups of participants. For this season,
they dedded o perform a pint analyss of all groups
together and a separate an-a];min for the following
groups ' general populatdon,” informal caregivers,
and” anoer patients. The group of puents was also
analveed according w the corresponding phase of

236
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Tabie 1
E-u-nn-d-:mnﬁnpiﬁ: Chara cterisics of Shudy Participants (n = 2580

Cander Patiens

Indirmal Charegiens (& = 136),

Geeneral Populaion (mo-— 2112,

Claracenaks (o= 542w () w (I w ()
Crenader
Mk 122 (%5 T) b -] 470 (2. %)
Fesnalke FA0 (G4 8) S (7T ) 1642 (797}
Race {ethnicityh
Whine KT (05 81 ) 1488 (02}
Black B0 EE) 18 (14 5) oS %Ay
Mulann Sl (LK) 6T (2 AT (T2 5)
Asian T 21y 2 (1E) 55 @27
Missing i 28y LU RN 15 (07
Age [y}
15— 17 (@) b W] LT ]
- 24 (70} A2 (55 5) SRR 1)
=4 199y 19 {151} Frr N ]
Idb—re 124 (BE.%) o7 (21.4) 141 (67
s T () i Sy 47 (22)
=0 =0 A8) 02 (16} JLOR LK)
Mesing o1 pEy [CINTiTiN LU L]
Marital aams
Mared o lve marmed 189 (a5 %y 5 (595 1002 (47 4)
Wi o LA iR 05 (40} 24 (1.2
Separated or divenced 48 (14.0) 0 ) 12% (n8)
Single i (18.T) L] 51 (dn i)
Orther/ do nint oo i (18) K 0y 12 ki)
Reg o wihere they Live
Py rthi 19 (&) 57 (452 168 (20 )
FefrTThEasl o (1) 18 (14 %) 240 (11.4)
S0 e Hd (TIL2) LI ini Sl (s G)
M st 4 (15.5) 48 (%81 179 #@5)
Snah o7 (20) % 24) =61 PG
Laeatkm where they |
Lirian area 512 91.2) 101 (&0.2) 0G0 (975
Huiral ares 50 A =5 (19.8) 53 2Ny
Edurananal levwel
oH pears 186 (54.4) AT (57 5) B (1.2)
o 11 Feanrs TT (R E) S (A2 S 218 (1)
211 pears T @80y @ (19.8) 1866 (L4
Missing LOONTITN O OO g 2 Ll
Prodessional aaiwity cumently
Ve D (H2A) 115 @1 .3} bl ]
Py B0 (17.5) 11 BT} =2 Ea)

“reatment,” namely cancer swvivors,” “adjuvant
reatment,” and “excusive palliadve care” It is note-
worthy that palladve care meets the needs of all pe
tents who need SVimprLom reliel and the needs of
patents and their Gomilies for pavchosooal and sup
portive gare.™ They are appropriate for piens diag-
nosed with incurable diseases, regardless of the
supposed survival prognosis of months or vears. Excloe
sive pallatve care s indicated when padenis are in
advanced stages and have a very low chance of being
cured or when they are experiencng the terminal
phase of the disease.”

Frequendces of dlendfied themes {caegories and
subcategories) were compared among the general
populaton, informml caregivers, and cancer patients
by means of the chirsquare st or Fisher's exact st
Simikarly, frequenaces of themes identihed n naree
tves were compared among subgroups of cancer

patents. Staistoal analvsis was pecformed adopting
P 005 @ the significance level.

Results

Dt were collected from Cewober 2005 w Ceober
2016, The fnal sample compriaed 2580 partiapanis
general populaton, s o= 2112 cancer patents,
n = 342; and informal caregivers, n = 126, Twenty
sy cancer patents and eight informal careg ners
were approached by the interviewer but not ncluded
i the stdy, OF those, three cancer patients were in
significant emouonal disiress according o the inger-
viewer's view, which prevented them from parici-
pating in the smdyv. Since ao all pardcipants in the
brger research project answeral the questdon being
analveed in the present smdy, onl the narcadves
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What is missing for you to be happy?
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Fig. 2. Gmphically description of categories and suboategories based on parficpants’ satement. Cabegories and suboate-

gories are shown in dark gray

circles and light gy cinles, respectivl. At the center of the figure is the open question of

the shudy “What & missing for you to be happy?”
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Tabde 2
Frequency nf{htesl:m'u and Subcategories Found in the Narmiive Analyss per Group

Type of Farkdpant

Full Sample Cancer Patents, Indarnal Caregivens Ceneral Population
Caegorniss and Subrargors” o= R & () (e 242, w (K (= 125, & () (= T6T1), # (95) Pomhie”
Category 1: nothing FED (11.4) 45 | 186 A0 (1) 166 (98] =LK ]
lflfﬂnn- 2 hener heahh 258 (14.1) 115 (475) 6E (54 .4) 105 (%) oK ]
Subcaegory 2 oure TE (EE) 19 (78) X1 24.3) & (14) ELIDCID]
Category % interpersonal A5G (22 .4) o0 (A2 %1 (248) 05 (242 L 1
relatinmships
Subeaegary Sas remane 186 =L T (29 T 56) 172 (102 =CELIEKI ]
relaticnahip
Subcaegary She hadlding & 170 A%y 5 (1.3) 6 (48 161 =uh) =CELEK ]
Tamily
Subeaegory Sa lamily choseness 2 (45) 5 (1.3) 15 (12.40) T0 (4.1} =CELKI ]
l‘:l-.‘ﬂﬁn- 4 1o "hawe” o “he” 534 (25T B 28 17 (1% &) 455 (1) iz
Subcargary da: money 412 (H0.2) L ETS] 10 @Ld) B ) <00 1
Snbrawgory 4h: mawnal things 145 (7.11) 24 (99) T (o) 114 (68) (L165
Category 5 aplritual ity =9 (29) 1 (i) 1 o) 57 (54) anaT
Caegory T lesure and e 106 (52 (12 1 fLE) 102 61y i 1"
Category & wark 4= (S &) 12 (49) 9 [7.2) 60 (ETE) it
Snbeargory fa: leaming goals 101 (5d) 2 (0E)y 2 (1.4 107 (i) L 1
“Mames of catey e ul exd
Fobers oeacd tem
Choagoee tex

from 2038 pardadpants (79%) were included in the
qu:a]il:.iu'\t am]}-nin. Table 1 describes the charac teris
tes of siudy pardeipants,

Word (Towads

Based on pardcipants’ narcatves and thar synthesis
it Lwo or more words elevant wowopics addmesaed in
the respaonaes, wond clouds were generated For groups
and Hu]]!;l'uupu., which summarted the I'indingn
{Figure 1). The clouds induded lagger (higher fre-
quency) and smaller (Jower Frequency) worda.

The words "plu.rl-é‘:ﬂifﬂ" {J'r = 9549 lﬁ..‘"i-'f{u:l anl
“money” (n= 367; 156%) were more evident in e
aponses gen by the general healthy popubinon
compared with pavents and informal caregivers. In
e, the erm “beter health” was -E'..ﬂﬂ].- |.rﬁ'|1:t'|.'|lﬂ‘ﬂé'
among patients (n= 101; 30.9%) and inforoal care-
gvers (o = 41; 24 8%). Unexpeciedy, the word
Ueure" {:rr = 1k l'.:i.'l-lﬂ.:l WS TOreE J-I'E\I]Ll.t"rll AT, P
veipans with ineurable cancer {palliaive cave excle
sivelvl. Another hnding deserving alenton s the
size of the wond “nothing” for cancer palients calego
rieed as "aoviors” (n= 2]: lﬁ.?%] and under ":.i.dju-
vant meatment” {n= 22 15 1%).

Content Analyss

Nine categories were identified; some of them were
further subcategorized. Figure 2 depics the dennbed
hl'ié‘f:::ﬂlegu'iﬁ, anad 5||.||-|r||'||||'||l.u1_.' Tahle 1 |.|-|'1nli!rr::1
full category names and some s rative examples.
Most partapants preferved o respond in shon senten-
e, althoagh they had the oppormniy to give longe:

angwers, both in the Bee-toeFace and in the elecronic
forrmal {u].r o LI charae vers could e E_\_.-]mi inl.

Tables 2 and 3 describe the frequencies of cate-
gories and subeategories identified in the analvis of
the narralives T gluu.p anil Hllhgluup.

F‘.E'Hpurme:i COITES |.|-ur|dir'|g L0 CALEFOTY 1. "nul.hir‘g,"
were more frequent among patens under adjuvant
reatment (22.4%; P < 0001 and survivors (2105
o= ) 1:fn]:|.|-:a.|'ev|‘] with |.'|-:.i.lje'r'|L-1 e':-u:'lLuﬂ'w'l}- unader
palliavive care {45%; F< 0L001) (Table 3). Although
the frequency of category 2, "1 wish for health fo
|:|:r!.-.|e"|.|- or someone ke in order o be h:a.H.ry," did
nol differ signiheantdy among the subgroups of cancer
patens (F=0137), there was a higher percentage of
these responses among informal caregivers (544 %
Fa2 000 1) and the woal |.'u1|.'|nu.hu'u n of cancer |.|n.’.1|jer|L-|,
regardles of the wearment phase (47.5%; P < 0001)
{Table 2). Subeategory 2Za, "1 hope w And in healing a
remson o e h'ﬂ.ppy,' Was e ]-I'\E'\IJIJIE'r'Il Amsng
informal caregivers (24 8% F < 0.001) {Table 2)
and cancer patents exclhsively under palliaive e
(22 77%: P < 0001) {Table 3).

ﬂ'.ilegul‘y %, "Good iI'ILlE'I'P-t"I!'H'Jr'I:.iJ |'vP'|:a.|quH'|'|i|.|1
would make me happier”, appeared in 20% w 25%
of the naranves from partidpants from the geneml
|.uJ|.|nL|]:.i.|Jur'| (F < 00l),  infonmal -r.aleg'ruem
(P = 0.001), and survivos (P = 045) (Tables 2 and
3. In turn, subcategones 3a “I'm looking for a
romantie elatonship 1o be happier,” 3b *Bulding a
farmily would make me happier” and S 1 need w
be doser o ow family o e happy” were seldom
mentoned by the general populaton (F < 00001,
informal caregivers (P < 0.001), or cancer patenis
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Table 3
Frequency of 'f'.d-:!m":l.rd &l]:ﬂtcimu- Found in the Analvss of Narmtives of Cancer Patients

Cancer Patiens (m — 242)

Categories and Subeaegories Surdwors, & (K Adjuvant Treament, & (%) Exchigwe Palliake Care, & (%) ol e
Category 1: nothing 21 (210 =2 ZA) 2 (45) =1 LK1
ll1f-gc‘uﬁ 22 hener health B SL0p b (b 9 &5 (TOLn) 0_1%7
Suheargory 2a: cunre D20 Ty 10 (=27 LI
Catepory 5 interperonal relaionships 20 30y 10 (102 2 da) 004"
ll1f-ﬂfﬂ 4onn "have” | TheT 29 EA0p 17 (17 .5) R =i K]
S gy das midney 1§ 1=.dp 10 (102 5 (11.4) LU
Subeategorny dhe maenial things 12 (120) 9=2) & (HE) 00"

Caiegoriea 5, &, 7, ad 8 and achosieganes Ja, 3h, 3, 3d, o fa were nod mcdaded i dhe Gl doe o il low Sogeency amon g cexer paSenh
Sadbcsicgaries Fa, Hh, md e were not achpced o sl asulpe beoeos ey il ol oo mmony cERey paScnb

“Fober's cxaci dns

(P < 0.001); the unlt‘ﬂi.mmlillg mies were bow, with
the moximum being 12% (Table 2). The frequency
of these subsategories did not differ significantly
among cancer patient subgroups { Table 3.

Category 4, "Having something o be happier,” was
mentoned in 225 w 20% of the narmives of all par
teipants grouped ogether (P= 0002), the general
health |.|-u|.u1'|'.1|jun (P = 0002, al cancer |.|-:.1Iit'r|L*1
(P = 0002, and survivors (P < 0001) {Tables 2 and
31 Subcategory 4a, “Monev would moke me happier,”
was more frequent among the general popubiton
(221%: P < 0001) (Tahle 2) and surdvors (18.0%:;
F=0.012) {Table 3). Subcategory 4 b, "1 need moe-
rial things w be happy” was more frequent among
aurvivors {1 20%; F= 0.046) (Table %),

Category 8, “Beter profesional stams" was more
frequent among the general population  (27.5%;
P 0001 (Table 2),

Oher categories and subcategories (described in
detail in Supplementay Table 1), although with perd-
nent content for the qualitative analysis, exhibived low
frequendes of ocourrence,

Ihscussion
FProfessional Satus and Intespersonal Helationships
Almosr 70% of the general healthy popubidon
compried vourths and  mdividals vwounger  than
4 vears, which may account for thar foem on proles
sional and Anancial maes. ndeed, the responses of
27.5% of this group Fell inw the cavgory of "Beter
professional  stans.”

PEpTEsEnL a very '|:.1|g|.' (L Hrﬂ'\l‘:l‘!ﬂiiq' ke, wudividiels

Since work-relaed actvides
might come w believe that sisfacion with their pro
fessional life has a sulw@noal impact on thei
||:a.|.|-|.|ir|t':|:1.4"'

The responses of 20% 1w 25% of the general pop-
ulatkon, informmal caregives, and cancer survivors fell
into the category “Good interpesonal relationships
wonld make me |'|:a.|.|-|.|-ié'|." |r|lr|ﬂﬂ.i|'|g'|y, this CalEgory
was  less patienis  under  adjuvant
under  pallianve

frequent  fin

edmment o  esclusively Care,

ll'lLll?'Ij'.I-t’l"Hjll.d..l relationsh ips arve imporant Fo ||..1.|.'|-|.|n|
MEas, However, cancer patenis ooy have other pri
orides, wch @ reammsent and health, and this do not
congder mterpersonal relationahips a3 an imporand
factor. In addidon, the
improvement of Bmik and endship relasonships
suggesting

that one might wswme that in the presence of a threat-

leramre  evidences  the
during the onoological disese |.|n|un|:1:'.~|:1.1”L

ening disease, friends and/or Bmily are aleady dose,
which thus conributes w the low Mrejuensy of this
category between these wo subgroupa

Percepble changes in personal value priorites are
reporied alter a cancer diagnsia. Such changes might
be considerable and lead padents and informal care
Bhers 1o thisir
percene life. This can abo influence how such individ-

PES e DT values amd how  they
uals conceive of happiness, with posible changes in
thew expectations for the fumre and airibudon of
moe value o simpler aspects of evervday life™
These changes might also reflect uneertainy abour
the fumre, which makes individials, such @ pdens
with chronic disemes, mainly focous on the present

and what they consider o be mising. ™

Better Health and Cure

Category 2, "Iwish for health Foe oovselfl o someone
elae i order 1w be ||np|.r1_.-," reinfomed the wlea
“health® in the word doud, @

i frequency was high in all groups and subgroups

conveved by the word

excepl for the general popubition. This was the cate
gory with the highest Frequency among all analveed
groupa, Cher siudies evidence the pusuit of health
as one of the sgnificant factors W increase happines
.d.lnuug |.|-:.1IJ1'r|L*1 with chronic
caregivers.”

Onwing to the disesse, cancer patients and informol
caregivers might be looking for what i3 mising mas
a beter health,
with which they have to cope during the complex
et i of disease and weamment, the recovery of
one's own health or the health of a loved one u:lighl

diseases and  thed

Despite other countdes difhculies

be what would bring the most happiness w individoals
in these wo groups. Although o might seem olwious,
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these hndings show that people seek what is mesing in
the puriul of happiness in the present dme. As a
resul, an individoal |1:|ig|"|l artribae licde valoe w his
or her own health (sedentary behavion, smoking, and
a0 forth) butcome o want icvery mch (in the puarsait
of happinesa) when il

Surprisngly, subeategory 2a, 1 hope w find in heal
ing a reason o be happ" was most frequenty
mentdoned by padents exchsively under palliadve
care, that i, by those who do not have any chance of
being cured. This Anding poinia o an inoonsEs ency
bemeen awarenes of the prognoss and the |.|-r|'v|:-E'|£|v
thon of the intent of the reament feare recetved ™
Some factors, abone or jointl, might explain this unre-
aliste -|!':»'.|.'|-E'v|:l.'a.liur'|.'H such as misance o accep
mnce, X denial ,'r"'H dif el urli‘]ﬂ'ﬂt&.rlding
ProgiaE i informaton, ™ and FAPS 0 Commnnica
ton by healthcare profesionals, who often face the
atigma of giving bad news, . regarding the true goals
of exclugve palliatve care

“To Have to Be™

Attenton should abo be paid w eategory 4, “Having
something o be happilern,” since i was  nminly
mentoned by the general popubtion and cancer survi
vors. A resmsonable hvpothesis toaccount for this foding
i3 that cancer survivors gradually approsinae the gen-
eral l.n.!.}u'lm o over time in e of general qualicy of
life ™ and wellbeing . The pursuitof happines, it
concerns the acguisiion of things considered w be
|:|:i5|1i|'|g, moy b simibar benweemn these wo Eroupa,

Nothing Is Missing

Mamy people seemed o be fully bappy and answered
that nothing was missing for them o be Tappy Although
this may seem 1o be a pesitve resaln (0may also suggest
that people dedicate lirde doe w thinking about thenm-
selves. As a resull, they do not acknowledge the basic
needs ol personal growth andaccom plishment. Approx-
tmately 20% of panents under adjmant weamment and
cancer survivors reportel nesding nothing else 1w be
happe. Thie inding may be seen as a form of gratinde
o Gzl for being alive; the Bct thar these individuoals
overcme, al lest temporarily, a threatening condivion
such @ cancer nmy prevent them fmom com plaining in
the presence of an inlerviewer.

Tradivonally, qualimove siudies are not baed ona
statistical sample size alouladon. However, the pre-
sent study conaited of a secondary analwis of daa
collected in a larger, quantaive sidy with a calew
lated H:.i.u:ll.ﬂé’ size. Inoany case, the robust H:.iu:||.|-'|-E' AiwE
of this sty is relevant when considering the inten-
ton o nvestgate the prevalen oe of narraives among
different groups. Although qualiaove sdies ally
analyee long narratves from a few interviewess, the

present one was based on short namadves from a large
roumber of partdcipants,

Sudy Lamitalions

The present study has several limiadons, Fiest, siudy
popudations were subijec ted o different daca collecton
meethodi, Live responaes 1o an inlarviewer—even when
duly raned not woinerfere n the e ponses — oy be
considered asource of bias, In addidon, smdied popu-
huons are disunet from one another, notdiffering only
i functionof being a patent with canceroran informml
1:.i|1egiwr. Thus, other conditions rdaned o 1H’e1u}-k, 111
comse, and age should be involved in the pursuic of
happines. Another Tmiadon of the present siudy,
becauseof i3 cromssec tonal methodology, is the bm pos-
aibdlity of evaluatng how the perception of what happi-
ness i3 changes over e,

Conclusi ons

While cancer patents and inforomal caregivers desire
beter health and a cure w be happy, indriduak from
the gEIEI'ﬂJ |Ju|.|nu]a|jur'| wish For mwoney, work, and bet-
terinterpersonal reladonships. Among cancer patenis,
the profle of survivors teded whe similar w tharof the
general popubition concerning what they need w be
happy. In simple erms, individuals tend o seek what
they conaider w be important for their Tves, butic b
mussing al the present dme. Becuse i0 was a cross-
secional smdy, these were the resulis fouwmd ar the
tose of the reseanch. Addidonal smdies are needed o
corrdate indices of happines with perceptions of the
pursut of happines and 1w assess the impact of such
fndings on chnical ouleomes over time and among
other popubiioni Pavwhoeducanonal and cognidve-
behavioral sirategies focused on how o dealwith life ex-
peciatons among people dng cancer are awalted, &
well as how values are espuciured and how life &
percened, which can influence how these individuak
conceive of happines.
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