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RESUMO

Introdugao: A sexualidade é uma caracteristica intrinseca ao ser humano e constitui um dos
principais componentes da qualidade de vida. Segundo a Organizacdo Mundial da Saude (OMS), a
sexualidade abrange diversas dimensdes e influencia pensamentos, sentimentos e comportamentos,
além de interagir com fatores bioldgicos, psicoldgicos e espirituais. Um numero significativo de
pacientes com cancer colorretal necessita de ostomia, seja permanente ou temporaria, como parte
do tratamento, o que pode impactar tanto a qualidade de vida quanto a sexualidade dessas

mulheres.

Objetivo: Este estudo tem como objetivo avaliar o impacto da ostomia na sexualidade de mulheres
com cancer colorretal, utilizando o questionario FSFI (Female Sexual Function Index) e a Escala de
Autoestima de Rosenberg. Além disso, foi conduzida uma pesquisa qualitativa, com entrevistas
semi-estruturadas, focadas nos impactos da ostomia na sexualidade, explorando aspectos

emocionais, familiares e profissionais.

Método: Trata-se de um estudo observacional transversal de uma série de casos, com uma amostra
composta por mulheres diagnosticadas com neoplasia colorretal que necessitaram de ostomia em

algum momento entre janeiro de 2016 e dezembro de 2021.

Resultados: As mulheres enfrentam uma jornada complexa ao aprender a conviver com a ostomia
decorrente do cancer colorretal. Os resultados indicam que parece nao haver um impacto
significativo da ostomia na sexualidade nesta amostra. No entanto, foi observada uma associacao
direta entre autoestima e desejo sexual. A andlise qualitativa revela que, apesar do sentimento inicial
de aversdo a nova condicdo corporal, as mulheres conseguem encontrar uma nova normalidade com
o0 tempo e com o apoio adequado. O suporte emocional oferecido por profissionais de saude
proporciona um espago seguro para a expressdao de preocupagles, enquanto o apoio familiar é

essencial para a adaptacdo.

Conclusdo: O conhecimento gerado por este estudo pode contribuir para que os profissionais de
saude oferecam um cuidado mais abrangente as mulheres com cancer colorretal ostomizadas,
auxiliando-as na preservacdo de sua sexualidade. Além disso, destaca-se a necessidade de
desenvolver novas ferramentas mais abrangentes para avaliar populagées onde a auséncia de

atividade sexual é predominante.

Palavras-chave: cancer colorretal, ostomia, mulher, sexualidade.



10

ABSTRACT

Introduction: Sexuality is an intrinsic characteristic of human beings and constitutes one of the main
components of quality of life. According to the World Health Organization (WHO), sexuality
encompasses various dimensions and influences thoughts, feelings, and behaviors, in addition to
interacting with biological, psychological, and spiritual factors. A significant number of patients with
colorectal cancer require ostomy, either permanent or temporary, as part of their treatment, which

can impact both the quality of life and the sexuality of these women.

Objective: This study aims to evaluate the impact of ostomy on the sexuality of women with
colorectal cancer using the FSFI (Female Sexual Function Index) questionnaire and the Rosenberg
Self-Esteem Scale. Additionally, a qualitative research study will be conducted through
semi-structured interviews focusing on the impacts of ostomy on sexuality, exploring emotional,

familial, and professional aspects.

Method: This is a cross-sectional observational study of a series of cases, with a sample composed of
women diagnosed with colorectal cancer who required an ostomy at some point between January

2016 and December 2021.

Results: Women face a complex journey as they learn to live with an ostomy resulting from colorectal
cancer. The results indicate that there seems to be no significant impact of ostomy on sexuality in this
sample. However, a direct association was observed between self-esteem and sexual desire. The
qualitative analysis reveals that, despite the initial feeling of aversion to the new bodily condition,
women manage to find a new normalcy over time and with appropriate support. Emotional support
provided by healthcare professionals offers a safe space for expressing concerns, while family support

is vital for adaptation.

Conclusion: The knowledge generated by this study may help healthcare professionals provide more
comprehensive care to women with colorectal cancer who have undergone ostomy, assisting them in
preserving their sexuality. Furthermore, the need for developing more comprehensive tools to assess

populations where the absence of sexual activity is predominant is highlighted.

Keywords: colorectal cancer, ostomy, women, sexuality.



INTRODUGCAO

Problemas sexuais sdo relatados por aproximadamente 40% das mulheres em todo o
mundo, e em média 12% estd associado a sofrimento pessoal ou interpessoal [1,2,3,4,5]. A disfuncao
sexual feminina é multifatorial e assume diferentes formas, incluindo falta de desejo sexual,
excitacao prejudicada, incapacidade de atingir o orgasmo ou dor com a atividade sexual [6]. Estas
podem estar presentes desde o inicio da atividade sexual ou podem se desenvolver mais tarde apds
um periodo de funcionamento sexual satisfatorio. Dificuldades de relacionamento e com a familia
muitas vezes desempenham um papel importante, assim como o trabalho ou outras fontes de
estresse. A alteracdo da imagem corporal devido a cirurgia por cancer também pode afetar

negativamente o interesse, a resposta sexual e a autoestima.

Nesse contexto, o cancer colorretal é uma das neoplasias com potencial impacto na
sexualidade. No Brasil, ele é o segundo tipo de neoplasia (exceto cancer de pele ndo melanoma)
mais frequente em ambos os sexos [7]. Condi¢des patoldgicas como esse cancer podem gerar
necessidade de uma ostomia, a qual é um procedimento cirdrgico que consiste na exteriorizacdo de
parte do sistema digestdrio, criando um orificio artificial entre o érgdo interno e o meio externo [8].
Existem poucos dados sobre o nimero de pessoas com ostomias no Brasil, o que dificulta determinar
sua epidemiologia. Segundo a International Ostomy Association (IOA) estimou-se para o Brasil um
numero de mais de 207 mil pessoas com ostomias no ano de 2018 [9]. J4 a Associagao Brasileira de
Ostomizados, identificou, no ano de 2020, que aproximadamente 300 mil pessoas conviviam com
um ostoma intestinal no pais [10]. Assim, os dados sobre ostomias sdo desafiadores tendo em vista

que ndo ha um banco de dados sistematizado que contenha essas informacdes [11].

Sabe-se que alguns pacientes com essa neoplasia necessitam de ostomia permanente ou
temporaria como parte do tratamento. A pessoa com ostomia pode passar por uma turbuléncia de
pensamentos e emocdes relacionadas ao tratamento e a reabilitacdo, além de adaptacdo ao novo
estilo de vida. O procedimento cirurgico propriamente dito normalmente nao afeta a funcao sexual,
todavia, esse procedimento provoca alteragGes fisicas visiveis, o que gera efeitos na qualidade de

vida e impacto direto na sexualidade de homens e mulheres.

As mulheres expressam preocupacoes relacionadas aos aspectos da sexualidade com maior
frequéncia pois ela influencia seus sentimentos, emog¢des e interagdes afetivas. A saude sexual
requer uma abordagem positiva e respeitosa pois é vista como uma das dimensdes da qualidade de
vida. No Brasil, segundo estudo do comportamento sexual, das 1.212 mulheres analisadas, 49%

relataram pelo menos uma disfun¢ao sexual [12].
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Diante disso, a sexualidade da mulher portadora de ostomia deve ser entendida nessa
dimensdo. Sentimentos de inferioridade, depressao e ansiedade podem ser gerados, inclusive com
perda de prazer em atividades que antes eram satisfatérias. Uma forma de amenizar essas questées
é fornecer informagGes no pré-operatério para as mulheres que serdo submetidas a cirurgia com
realizacdo de ostomia [13]. A orientacdo e o didlogo auxiliam essa populagdo na antecipacdo desta
vivéncia, no autoconhecimento e no autocuidado. Ressalta-se também a importancia do apoio

familiar nessa nova realidade.

Desta forma, o presente estudo objetivou analisar o impacto sobre a sexualidade nas
mulheres portadoras de ostomia em decorréncia ao cancer colorretal, buscando com o resultado

auxiliar no aperfeicoamento do cuidado.



REVISAO DE LITERATURA
1 Estratégias para localizar e selecionar as informagdes

A revisdo da literatura concentrou-se em abarcar termos que identificassem artigos
relacionados ao tema do projeto: cancer colorretal, ostomia, mulher e sexualidade. A busca de
artigos para a revisdo da literatura foi realizada nas bases de dados Pubmed, Cochrane e Scielo,

limitados a textos completos em lingua portuguesa, inglesa e espanhola.

Para a busca dos artigos nas bases Pubmed e Cochrane foram utilizados os descritores MeSH
(sexuality, women, female, colorectal neoplasms, surgical stomas,stoma, ostomy), a construcgdo da
sintaxe foi auxiliada pelo operador booleano AND e ndo foram utilizados filtros na estratégia de
busca. A seguir, as palavras chaves foram cruzadas da seguinte forma: 1) Sexuality AND Women AND
Colorectal Neoplasms AND Surgical Stomas 2) Sexuality AND Female AND Colorectal Neoplasms AND
Surgical Stomas 3) Sexuality AND Women AND Stoma AND Colorectal Neoplasms 4) Sexuality AND
Women AND Colorectal Neoplasms AND Ostomy (Tabela 1).

Para a busca na base de dados Scielo a pesquisa foi adaptada com o auxilio das bibliotecdrias
com o cruzamento das palavras-chaves da forma a seguir: (((Colorectal OR Colorreta* OR
Colorrectal* OR Colo OR Colon*) AND (Neoplas* OR Cancer* OR Tumor* OR Tumour* OR
Adenocarcinoma* OR Adenoma* OR Carcinoma*) AND (surger* OR Surgical OR Cirurgia* OR
Cirugia)) OR (Estomi* OR Ostom* OR Colostom*)) AND (Sexua* OR Dyspareuni* OR Dispareuni* OR
Psychosexual* OR Psicossexua®* OR Psicosexua® OR Orgasm* OR Libido) AND (Female* OR Woman
OR Women OR Mulher* OR Mujer*). Nesta pesquisa também ndo foram utilizados filtros na

estratégia de busca (Tabela 1).

Tabela 1. Resultado de buscas de referéncias bibliograficas com cruzamento das palavras chaves

Pubmed Cochrane Scielo
Palavras-chave Resultado Resultado Resultado

Sexuality AND Women AND Colorectal 3 artigos 1 artigo -
Neoplasms AND Surgical Stomas

Sexuality AND Female AND Colorectal 16 artigos 1 artigo -
Neoplasms AND Surgical Stomas

Sexuality AND Women AND Stoma AND 18 artigos 1 artigo -
Colorectal Neoplasms




14

Sexuality AND Women AND Colorectal
Neoplasms AND Ostomy.

14 artigos 1 artigo -

(((Colorectal OR Colorreta* OR
Colorrectal* OR Colo OR Colon*) AND
(Neoplas* OR Cancer* OR Tumor* OR
Tumour* OR Adenocarcinoma* OR
Adenoma* OR Carcinoma*) AND
(surger* OR Surgical OR Cirurgia* OR
Cirugia)) OR (Estomi* OR Ostom* OR
Colostom*)) AND (Sexua* OR
Dyspareuni* OR Dispareuni* OR
Psychosexual* OR Psicossexua* OR

OR Mujer*).

Psicosexua* OR Orgasm* OR Libido) AND
(Female* OR Woman OR Women OR Mulher*

- - 15 artigos

Foram avaliados, inicialmente, os titulos e resumos de todos os estudos identificados nesta
estratégia de busca. Em uma segunda fase, os artigos pré-selecionados foram integralmente lidos e
selecionados de acordo com a tematica de interesse do projeto. Os artigos duplicados foram
excluidos. Os resultados do processo de busca em todas as bases de dados estdo descritos nas
tabelas 1, 2, 3, 4 e 5. O fluxograma do processo de sele¢do dos artigos é descrito na figura 1. A
revisdo da literatura indicou que existem estudos que abordam problemas relacionados com a

ostomia e sua relacdo com a qualidade de vida, todavia, hd um nimero pequeno de estudos sobre o

impacto direto na sexualidade de mulheres ostomizadas.

Tabela 2. Resultados de sele¢do dos artigos na base Pubmed

Pubmed

Palavras-chave

Incluidos

Sexuality AND Women AND Colorectal
Neoplasms AND Surgical Stomas

The Rectal Cancer Female Sexuality Score: Development and
Validation of a Scoring System for Female Sexual Function After
Rectal Cancer Surgery. (2018) doi:
10.1097/DCR.0000000000001064.

Sexual function after stoma formation in women
with colorectal cancer. (2019) doi:
10.12968/bjon.2019.28.16.54.




15

Sexuality AND Female AND Colorectal
Neoplasms AND Surgical Stomas

Quality of life in patients with a permanent stoma after rectal
cancer surgery. (2017) doi: 10.1007/s11136-016-1367-6.

Female sexual problems after treatment for colorectal cancer — a
population-based study.
(2019) doi: 10.1111/codi.14710.

Impact of colorectal cancer on patient and family: implications for
care. (2008) doi: 10.1016/j.ejon.2007.11.005.

Risk factors for sexual dysfunction after rectal cancer
treatment. (2009) doi: 10.1016/j.ejca.2008.12.014.

Quality of life of Danish colorectal cancer patients with and
without a stoma. (2007) doi: 10.1007/s00520-006-0177-8.

Quality of life in rectal cancer patients: a fouryear prospective
study. (2003) doi: 10.1097/01.s1a.0000080823.38569.h0.

Sexuality AND Women AND Stoma AND
Colorectal Neoplasms

Self-reported sexual dysfunction in patients with rectal cancer.
(2020) doi: 10.1111/codi.14907.

‘Let’s talk about sex’: a patient-led survey on sexual function
after colorectal and pelvic floor surgery. (2021) doi:
10.1111/codi.15598.

Sexual (dys)function and the quality of sexual life in patients with
colorectal cancer: a systematic review. (2012) doi:
10.1093/annonc/mdr133.

Sexuality and body image in patients with rectal cancer. (2006)
PMID: 16736686.

The sexual health of female rectal and anal cancer survivors: results
of a pilot randomized psycho-educational intervention trial. (2016)
doi:

10.1007/s11764-015-0501-8.
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Sexuality AND Women AND Colorectal
Neoplasms AND Ostomy

A feminist perspective on sexuality and body image in
females with colorectal cancer: an integrative review. (2010)
doi: 10.1097/WON.0b013e3181edac2c.

Nurses’ attitudes towards the sexuality of colorectal
patients. (2009) doi: 10.7748/ns2009.04.23.31.44.c¢6933.

Sexual Health Problems and Discussion in Colorectal Cancer
Patients Two Years After Diagnosis: A National Cross-Sectional
Study.

(2019) doi: 10.1016/j.jsxm.2018.11.008.

Gender differences in quality of life among longterm colorectal
cancer survivors with ostomies.
(2011) doi: 10.1188/11.0NF.587-596.

Do we still need a permanent colostomy in XXI-st century? (2002).
doi: 10.2298/aci0202045s.

Figuring out sex in a reconfigured body: experiences of
female colorectal cancer survivors with ostomies. (2009)
doi: 10.1080/03630240903496093.

Results of psychosocial adjustment to long-term colostomy. (1975)
doi: 10.1159/000286938.

The influence of husbands' or male partners' support on women's
psychosocial adjustment to having an ostomy resulting from
colorectal cancer. (2009) doi: 10.1097/WON.0b013e3181alaldc.

Tabela 3. Resultados da exclusdo de artigos na base Pubmed

Pubmed

Excluidos pelo nome do artigo

Excluidos por duplicagdo na busca| Excluidos pelo resumo do artigo
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Late patient-reported toxicity after
preoperative radiotherapy or
chemoradiotherapy in
nonresectable rectal cancer: results
from a randomized

Phase Il study. (2011) doi:
10.1016/].ijrobp.2010.07.007.

The Impact of Anastomotic Leakage
on Long-term Function After
Anterior Resection for Rectal Cancer.
(2020) doi:
10.1097/DCR.0000000000001

613.

Assessment of quality of life in
patients with rectal cancer treated
by preoperative radiotherapy: a
longitudinal prospective study.
(2005) doi:
10.1016/j.ijrobp.2004.07.726.

Multiple colon polyposis. (2014) doi:
10.5455/medarh.2014.68.221222.
Epub 2014 May 31.

T-pouch: results of the first 10 years
with a

nonintussuscepting

ileostomy. (2012)

continent

Sexual function after stoma
formation in women with
colorectal cancer. (2019) doi:
10.12968/bjon.2019.28.16.54.

The Rectal Cancer Female
Sexuality Score: Development
and Validation of a Scoring
System for Female Sexual
Function After Rectal Cancer
Surgery. (2018) doi:
10.1097/DCR.00000000000010
64.

Sexuality and body image in
patients with rectal cancer.
(2006) PMID: 16736686.

Permanent stoma not only
affects patients' quality of life
but also that of their spouses.

(2010) doi:

10.1007/s00268-010-

0758-z.

Functional Outcomes and

Health-Related Quality of Life
After Curative Treatment for
Rectal Cancer: A
PopulationLevel Study in
England. (2019) doi:
10.1016/j.ijrobp.2018.12.005.

Sexual and urinary functioning
after rectal surgery: a

prospective comparative study
with a median follow-up of

8.5 years. (2011)

doi: 10.1007/s00384-011-
1288-3.

Quality of Life and Timing of
Stoma Closure in Patients With
Rectal Cancer Undergoing

Low Anterior Resection With
Diverting Stoma: A Multicenter
Longitudinal Observational
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10.1097/DCR.0000000000000
545.
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the quality of life of rectal
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2 Mapa conceitual

A sexualidade é um aspecto central das mulheres e possui diversas dimensdes, entre elas a
pratica sexual, prazer, orientacdo sexual, intimidade e reproducdo. Ela influencia sentimentos,
emocoes e interagdes afetivas, sendo, portanto, um alicerce da qualidade de vida. A disfuncdo sexual
é multifatorial, assume diferentes formas e prejudica a sexualidade. Além disso, a alteracdo da
imagem corporal devido a aquisicdo de ostomia pelo cancer colorretal possui efeito direto na
sexualidade e na qualidade de vida das mulheres. Um nimero significativo de pacientes com essa
neoplasia necessita de ostomia permanente ou tempordria como parte do tratamento. Ao se realizar
diagndstico precoce desse impacto pode-se instituir intervengdes que visem a promogado da saude,
com intuito de melhorar as relagées afetivas e, dessa forma, o bem-estar fisico e emocional (figura
2).

Figura 2. Mapa conceitual
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3 Disfung¢do sexual na mulher com cancer

Problemas sexuais sdao relatados por muitas mulheres em todo o mundo. A descricao
tradicional do ciclo de resposta sexual foi dividida em quatro fases [14]: desejo (libido), excitacdo,
orgasmo e resolucdo, sendo que para algumas mulheres, a satisfacdo subjetiva pode ndo exigir todas
as fases de resposta. O transtorno sexual feminino assume diferentes formas, incluindo falta de
desejo sexual, excitacdo prejudicada, incapacidade de atingir o orgasmo ou dor com a atividade

sexual.

Medir o grau de satisfagdo sexual nas mulheres é um desafio. Existem diversas ferramentas
para avaliar a funcdo sexual feminina sendo que a mais utilizada é o “Female Sexual Function Index —
FSFI”, um instrumento que avalia desejo, excitacdo, lubrificacdo, orgasmo, satisfacdio e dor
(dispareunia). Foi adaptado a lingua portuguesa e a cultura brasileira, apresentando confiabilidade e
validade significativas, o que permite a sua utilizagdo para avaliar a fungdo sexual em diferentes

grupos. [15,16,17,18,19]

A disfuncdo sexual é um dos efeitos colaterais mais comuns e que imprime sofrimento entre
as mulheres sobreviventes de cancer. Aproximadamente, metade das pacientes do sexo feminino
com ostomia que eram sexualmente ativas antes da cirurgia relatam ndo retomar a atividade sexual
no poés-operatdrio [20]. Além disso, a alteragdo da imagem corporal diminui a autoestima e a

satisfacdo sexual, o que resulta em sofrimento psicoldgico e diminuicao da qualidade de vida.

4 Cancer colorretal

As taxas de incidéncia e mortalidade do Céancer Colorretal (CCR) variam em todo o mundo e o
risco de desenvolvimento é influenciado por fatores ambientais e genéticos. No Brasil, conforme
dados do Instituto Nacional do Cancer (INCA), a estimativa de novos casos de cancer colorretal para
cada ano do triénio de 2023 a 2025, é de 45.630 casos, correspondendo a um risco estimado de
21,10 casos por 100 mil habitantes, sendo 21.970 casos entre os homens e 23.660 casos entre as
mulheres. Esses valores correspondem a um risco estimado de 20,78 casos novos a cada 100 mil
homens e de 21,41 a cada 100 mil mulheres. Em termos de mortalidade, em 2020, ocorreram 20.245

Obitos por cancer de célon e reto (9.889 ébitos em homens e 10.356 dbitos em mulheres)[21].
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Apesar do numero expressivo de mortes, as taxas de mortalidade por essa neoplasia
diminuiram progressivamente desde meados da década de 1980 nos Estados Unidos e em muitos
outros paises ocidentais [22,23]. Essa melhora pode ser atribuida a detec¢do e remocgdo de pdlipos

colbnicos, detec¢do da doenga em estagio inicial e tratamentos mais eficazes.

Os fatores ambientais e genéticos podem aumentar a probabilidade de desenvolver CCR e
embora a suscetibilidade herdada resulte nos aumentos mais notaveis do risco, a maioria das
neoplasias sdo esporadicas e ndo familiares [24]. Os pacientes podem se apresentar de trés
maneiras: com sintomas e/ou sinais suspeitos; individuos assintomaticos descobertos por triagem de
rotina e admissdo na emergéncia com obstrucdo intestinal, perfuracdo ou sangramento
gastrointestinal agudo. O diagndstico dessa patologia é realizado pelo exame histolégico de uma
biépsia que geralmente é obtida durante a colonoscopia ou na peca cirdrgica e a maior parte sao do
tipo adenocarcinoma. Além disso, os sitios metastdticos mais comuns sdo os linfonodos regionais,
figado, pulmdes e peritdnio, sendo que um em cada cinco pacientes com CCR apresenta doenca

metastatica.

Com relagdo ao tratamento, a cirurgia é a Unica modalidade curativa para o cancer de célon
localizado e 70 a 80 % dos pacientes no momento do diagndstico sdo elegiveis para cirurgia com
intengdo curativa [25,26]. A restauracdo da continuidade intestinal usando uma anastomose primaria
pode ser realizada na maioria dos pacientes submetidos a uma colectomia ndo complicada. No
entanto, uma colostomia de derivacdo proximal temporaria ou ileostomia pode ser necessaria. Os
pacientes também podem ser candidatos a quimioterapia neoadjuvante ou adjuvante. Ja na doenca
metastdtica, a maioria dos pacientes ndo sdo candidatos a cirurgia, e a quimioterapia paliativa é

geralmente recomendada.

5 Ostomia e qualidade de vida

Apesar da dificuldade em precisar o quadro epidemiolégico sobre ostomias, é perceptivel, na
pratica clinica, que um numero significativo de pacientes com CCR requer o desvio do fluxo fecal na
forma de uma ostomia permanente ou temporaria como um componente do tratamento do cancer.
Uma ostomia tem efeitos abrangentes na vida cotidiana que se associam com a redugdo do
funcionamento geral e da qualidade de vida [27,28,29]. Como as ostomias geralmente resultam na

perda de controle do conteudo intestinal, os sobreviventes que vivem com ostomias sdao mais
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propensos a experimentar conflitos significativos em relacdo a sua autoimagem e relacionamentos

interpessoais.

A atividade sexual é uma darea especial, pois os pacientes frequentemente expressam
preocupacdes em relacdo aos aspectos psicoldgicos da sexualidade, incluindo a resposta do parceiro
a intimidade. Assim, o aconselhamento adequado nesta area é importante para o suporte do
paciente ostomizado. A disfun¢do sexual pds-tratamento muitas vezes nao é abordada durante as
consultas e investigar este aspecto é importante pelo impacto direto na qualidade de vida e no

cuidado do paciente.

6 Autoestima

A autoestima é um fator importante no cancer colorretal e ela representa um aspecto do
autoconhecimento, com orientagdo positiva (autoaprovacdo) ou negativa (depreciagdo), consistindo,
dessa forma, em um conjunto de pensamentos e sentimentos referentes a si mesmo. Possuir uma
alta autoestima é desejavel, pois pessoas com essas caracteristicas acreditam viver em um mundo

onde sdo respeitadas e valorizadas.

A imagem corporal é um dos componentes da autoestima e as mulheres apresentam
insatisfacdo mais elevada. Além do estigma do cancer, essas pacientes tém preocupagdes agravadas
pela possibilidade terapéutica de desvio de transito intestinal mediante a confecgdo de ostoma, o

que gera sentimento de diferenca perante a sociedade, dificultando o processo adaptativo.

A Escala de Autoestima de Rosenberg é um dos instrumentos mais utilizados para avaliar a
autoestima. No Brasil, esse instrumento foi originalmente adaptado e validado para pesquisa por
Hutz (2000) e essa vers3o tem sido utilizada por varios pesquisadores. E uma medida unidimensional
constituida por dez afirmagGes relacionadas a um conjunto de sentimentos de autoestima e auto

aceitacdo que avalia a autoestima global [30,31].

7 Sexualidade e mulheres com cancer colorretal ostomizadas

A Organizacdo Mundial de Saude (OMS, 2006) define sexualidade como um aspecto central
do ser humano que estd relacionado a sexo, identidades e papeis de género, orientacdo sexual,
erotismo, prazer, intimidade e reproducdo. Ainda, segundo a OMS, a sexualidade inclui diversas

dimensGes sendo influenciada pela interacdo de fatores bioldgicos, psicoldgicos, sociais,
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econOmicos, politicos, culturais, legais, histdricos, religiosos e espirituais. Com relagdo a saude
sexual, a OMS (2017) a entende como um estado de bem-estar fisico, emocional, mental e social em
relacdo a sexualidade e para que ela seja alcangcada e mantida, os direitos sexuais de todas as

pessoas devem ser respeitados, protegidos e cumpridos.

A diminuicdo na atividade sexual é normal por um curto periodo apds qualquer cirurgia de
grande porte, todavia, no caso de realizacdo de ostomia, esta reducao pode ter uma duragao
prolongada. Um numero significativo de pacientes com neoplasia colorretal necessita de ostomia
permanente ou temporaria como parte do tratamento. Um estoma ou ostomia é uma abertura
artificial criada quando uma parte doente do célon é removida e o intestino saudavel restante esta
ligado a uma abertura no abdome através do qual as fezes sdo expelidas, geralmente em uma bolsa

(Ramirez et al, 2010) [32,33].

A formacdo do estoma apresenta uma série de desafios em termos de qualidade de vida e
funcionamento, pois o conteldo fecal é exteriorizado de maneira visivel, sendo que a bolsa deve ser
esvaziada regularmente. Essa situacdo pode afetar a vida social e possui impacto direto na
sexualidade. Embora essas mudangas afetam ambos os sexos, as mulheres com maior frequéncia
expressam preocupacoes relacionadas aos aspectos psicolégicos desta atividade, pois a sexualidade
vai além do ato sexual, sendo ela uma importante influéncia para ag¢des, sentimentos e
pensamentos. A funcdo sexual é complexa e pode ser facilmente prejudicada por influéncias

negativas como a altera¢do da imagem corporal [34,35].

A imagem corporal pode ser descrita como a forma como as pessoas veem a si mesmas e
suas atitudes em relacdo ao préprio corpo. De acordo com Gardner, a imagem corporal é a figura
mental que temos das medidas, dos contornos e da forma do nosso corpo, além dos sentimentos
concernentes a essas caracteristicas e as partes do nosso corpo. Essa imagem é repleta de valores
afetivos. A simbolizacdo de corpo fértil e sauddvel faz as pessoas buscarem esse modelo social
estabelecido e quando necessario aquisicdo de ostomia, algumas mulheres consideram ter um corpo
imperfeito. Devido a insatisfacdo, a autoestima também fica prejudicada. A sexualidade é alterada
pela baixa autoestima, o que cursa com sentimentos de inferioridade e pouca atratividade para o

sexo oposto [36,37].

O som, o odor e a aparéncia do estoma contribuem para a insatisfacdao, sendo que a aversao
cultural as fezes apresenta um obstdculo e essas mudancas indesejadas na imagem corporal levam,
muitas vezes, ao constrangimento ou a vergonha. A pessoa ostomizada também teme a

possibilidade de ter perdas acidentais de gas ou fezes, principalmente em situacbes de atrito,
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durante o ato sexual. Além disso, a compreensao do parceiro contribui significativamente para que a

mulher aceite seu estoma, adaptando-se a sexualidade e as relagdes intimas.

O estudo exploratério, descritivo, qualitativo do ponto de vista do referencial da
Representacdo Social teve participacdo de 15 ostomizados, sendo 8 mulheres, com idade média de
57,9 anos. Os dados obtidos por entrevistas mostraram apreensao na pratica da sexualidade apds a
ostomia, caracterizada pelo medo e desanimo, resultando para alguns, em repressao e, para outros,
a descoberta de alternativas que permitiram, algum tempo depois, o retorno as praticas em

sexualidade [38].

A disfuncdo sexual refere-se aos aspectos bioldgicos da sexualidade (por exemplo, com que
frequéncia se atinge o orgasmo), enquanto a qualidade de vida sexual leva em consideracdo a
avaliacdo subjetiva da pessoa sobre seu funcionamento sexual (por exemplo, a satisfacdo com a
capacidade de atingir o orgasmo) [39]. Schmidt e colegas [40] observaram diferencas significativas
para disfuncdo sexual em pacientes com ostomias medidos de 3 até 24 meses pds-operatdrio. Tekkis
e colaboradores [41] relataram que enquanto a frequéncia das relagGes sexuais e a capacidade de
atingir o orgasmo melhorou significativamente durante os primeiros 5 anos de pds-operatério, a

capacidade de atingir a excitagdo e a incidéncia de dispareunia ndo melhoraram.

A qualidade de vida do paciente com cancer colorretal e de sua familia é profundamente
modificada a partir do diagndstico. Sabe-se que pacientes com ostomia possuem menor qualidade
de vida geral, imagem corporal prejudicada e maior incidéncia de depressdo quando comparados
com pacientes com essa neoplasia sem ostomia [39%]. Em um estudo envolvendo 711 pacientes
operados por cancer de reto, se observou que a saide mental, a imagem corporal e a fungao fisica e
emocional foram inferiores nos pacientes com ostomia [42]. As melhorias nos escores de qualidade
de vida ao longo do tempo podem ser explicadas pela reversao de ostomas tempordrios ou
adaptacdo fisioldgica nessas pacientes [43]. Nesse sentido, a avaliacdo da qualidade de vida é
importante para compreender a perspectiva do paciente e para a tomada de decisdo na assisténcia a

saude.

O conhecimento da disfun¢do sexual de pacientes com cancer colorretal é limitado. A maior
parte das pesquisas se concentram na qualidade de vida como um todo, com poucas focando na
sexualidade em si e, quando realizadas, analisam principalmente os homens, pois as altera¢des
ejaculatérias e eréteis sdo comuns. Ao contrario, a disfuncdo sexual feminina é multifatorial,
individual e complexa, envolvendo fatores fisicos e psicolégicos. Embora uma extensa pesquisa

tenha sido feita sobre o tema, conforme citado previamente, percebe-se que a sexualidade nas
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mulheres com cancer colorretal ostomizadas é um problema significativo, mas que nao é

adequadamente discutido na pratica clinica.

Muitos pacientes sentem que ndo estdo informados suficientemente para identificar e se
adaptar as mudancas que ocorrem apds a cirurgia. Dessa forma, proporcionar comunicacdo com 0s
profissionais de salde permite que as mulheres expressem suas preocupacdes e/ou ansiedades. A
sexualidade é uma das principais caracteristicas inerentes ao ser humano e é vista como uma das
dimensdes da qualidade de vida. Nesse contexto, o impacto na sexualidade dessa populacao de

mulheres merece especial atencao.



JUSTIFICATIVA

A cirurgia de cancer colorretal gera alteracdes na funcdo sexual. Embora essas mudancas
afetem ambos os sexos, as mulheres tém diferentes perspectivas sobre a sexualidade, sendo ela
multidimensional, dependente tanto de fatores fisicos quanto psicossociais. Apds revisdo na
literatura, percebe-se que a grande maioria dos estudos abordam problemas relacionados com a
ostomia e sua relagdo com a qualidade de vida, todavia, hd um nimero pequeno de estudos sobre o

impacto direto da sexualidade em mulheres ostomizadas.

Buscou-se, entdo, entender como as mulheres vivenciam a sexualidade na presenga de um
ostoma. Pesquisas adicionais sdo importantes para definir mais claramente a frequéncia e o carater
da funcdo sexual nessas mulheres. Nesse contexto, a questdo que norteou este estudo foi: “Qual o
impacto na sexualidade das pacientes com cancer colorretal ostomizadas?” Objetivou-se encontrar
aspectos relevantes para aperfeicoar o cuidado com estas pacientes, acreditando, portanto, que o
conhecimento gerado neste estudo possa contribuir significativamente para que profissionais da
saude auxiliem as mulheres com cancer colorretal ostomizadas quanto a qualidade de sua
sexualidade. Além disso, esses resultados podem e merecem gerar a elaboragao de intervengdes que
visem o cuidado e estratégias de acompanhamento psicossocial com o objetivo de promover a

saude, o bem-estar e as relagGes afetivas.



OBIJETIVOS

Principal

Avaliar o impacto na sexualidade em mulheres com ostomia devido ao cancer colorretal.
Secundario

Relacionar caracteristicas sociodemograficas e a escala de autoestima com o grau de impacto na

sexualidade da populacado estudada.

METODOLOGIA
Delineamento

Estudo de série de casos

Populacdo e amostra

A populacdo foi de pacientes do sexo feminino com diagndstico de neoplasia colorretal (CID
10: C18 a CID C19.9) comprovada histologicamente. A amostra selecionada abrangeu mulheres com
presenca de ostomia em algum momento durante o periodo de janeiro de 2016 a dezembro de 2021

do Servico de Oncologia Clinica do Hospital de Clinicas de Porto Alegre/RS.

Critérios de inclusdo e exclusao

Foram incluidas as mulheres com ostomia devido ao cancer colorretal (ostomia presente no
momento ou ja com reversdo do transito intestinal), maiores de 18 anos e que concordaram em

participar do estudo apés assinatura do Termo de Consentimento Livre e Esclarecido.

Foram excluidas as mulheres que ndo responderam o questiondrio de sexualidade,

independente do motivo.
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Instrumentos e procedimentos de coleta de dados

A amostra foi identificada através de query que tenham os seguintes filtros: pacientes com
acompanhamento nas agendas do Servico de Oncologia e do ambulatério de Enfermagem Adulto
Estomias, no periodo de 01/01/2016 a 31/12/2021, com CID C18 a CID C19.9, além da informacéo de
permissdo de acesso pela LGPD. A amostra foi composta por mulheres, colostomizadas, sem registro
de 6bito em prontudrio. Setenta e nove mulheres com neoplasia colorretal nesse periodo foram
identificadas, o que correspondia ao nimero de mulheres com colostomia acompanhadas no
ambulatério de Enfermagem Adulto Estomias em algum momento da doenca. Dessas, 32 aceitaram
participar, 18 ndo foi possivel fazer contato telefénico apds quatro tentativas em dois dias, 18 tinham
ido ao 6bito conforme pode ser identificado no momento do contato telefénico, 10 ndo aceitaram
participar e 01 paciente tinha manifestado ndo concordar com o acesso de seus dados para fins de

pesquisa como previsto na LGPD.

Apds consulta dos prontuarios identificados, e confirmado que estdo de acordo com os
critérios de inclusdao, as mulheres foram contatadas por telefone e convidadas para participar da
pesquisa, sendo que as que aceitaram participar assinaram o Termo de Consentimento Livre e
Esclarecido e responderam o questionario de auto entendimento de sua sexualidade além de outros
dois questionarios sobre informagdes sociodemograficas e autoestima. Também foi realizada uma
pesquisa qualitativa guiada por tdpicos com vistas a analisar dados da realidade, levando em

consideracdo o cotidiano e as experiéncias interpretadas pelas mulheres que as vivenciam.

Logistica de recrutamento e coleta dos dados:

Apds revisdo dos prontudrios, um profissional da equipe apto contatou as pacientes pelo
telefone informado e orientou sobre a pesquisa a ser realizada, conforme roteiro de ligacao
telefénica. Foram realizadas no maximo quatro tentativas de contato telefénico divididas em dois
dias diferentes. Em relagcdo a coleta de dados da pesquisa, realizou-se entrevista semiestruturada,
com conversa frente a frente, com o objetivo de explorar os tépicos em detalhes. Os questionarios
foram aplicados por um membro da equipe com treinamento adequado no Centro de Pesquisa
Clinica (CPC) do Hospital de Clinicas de Porto Alegre - RS, conforme horarios de disponibilidade do

setor, do entrevistador e do paciente.

Utilizou-se o instrumento Female Sexual Function Index (FSFI), o qual é o primeiro

guestionario de avaliagdo da fungdo sexual feminina validado em portugués e que cumpre todos os
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requisitos propostos para o protocolo de validac3o internacional. E uma ferramenta escrita com seis
subescalas e um somatdrio de escores que mede desejo, excitagdo, lubrificacdo, orgasmo, satisfacdo
e dor (dispareunia). Os resultados poderiam variar entre 2 e 36, sendo que quanto menor for o

escore obtido, pior serd a fungdo sexual.

As variaveis utilizadas para responder as informagdes sociodemograficas foram: idade,
cor/raga, situacdo conjugal, grau de escolaridade e renda familiar (tabela 6). Além disso, neste
estudo, foi utilizada a Escala de Autoestima de Rosenberg em versao adaptada para o portugués por
Hutz (2000). Os itens foram respondidos em uma escala tipo Likert de quatro pontos variando entre

concordo totalmente, concordo, discordo e discordo totalmente.

Em relacdo a parte qualitativa, visou-se examinar aspectos especificos, particulares, com
conhecimento aprofundado e abordagem ampla/aberta, de forma a esclarecer alguns aspectos e
priorizar areas a investigar. Um roteiro de tdpicos foi utilizado como guia durante o encontro. Todas
as entrevistas foram audiogravadas (se as entrevistadas permitissem) e transcritas em sua
integralidade. Para a andlise, os dados foram lidos em sua totalidade para que os pesquisadores se
apropriem do conjunto de material coletado. Apds esta etapa, realizou-se a andlise de conteudo, na
gual os dados foram sumarizados e organizados a partir da criacdo de categorias. As categorias que
orientaram a andlise e interpretacdo dos resultados foram elaboradas com base no referencial
tedrico utilizado para a concepgao do projeto e foram consideradas as categorias que emergiram a

partir das falas das entrevistadas (categorias émicas).

Tabela 6. Descrigdo das variaveis utilizadas para informag¢des sociodemograficas

Nome da variavel Tipo de variavel Categorias

IDADE Quantitativa continua

COR OU RACA Qualitativa nominal BRANCA

PRETA

PARDA

AMARELA

INDIGENA
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ESTADO CIVIL Qualitativa nominal COM COMPANHEIRO
SEM COMPANHEIRO

GRAU

ESCOLARIDADE Qualitativa ordinal SEM ESCOLARIDADE

ENSINO FUNDAMENTAL (12 GRAU)
INCOMPLETO

ENSINO FUNDAMENTAL (12 GRAU)
COMPLETO

ENSINO MEDIO (22 GRAU)
INCOMPLETO

ENSINO MEDIO (22 GRAU)
COMPLETO

SUPERIOR INCOMPLETO
SUPERIOR COMPLETO
RENDA FAMILIAR Qualitativa ordinal ATE 1 SALARIO MINIMO (SM)
1A5SM
5A10SM

>10 SM

A coleta dos dados iniciou apds a aprovagao do projeto no CEP do Hospital de Clinicas.

Aspectos éticos

O projeto foi submetido para andlise do Comité de Etica e Pesquisa do Hospital de Clinicas de
Porto Alegre (CEP/HCPA) e a coleta de dados foi iniciada somente apds recebimento de aprovagdo do
mesmo (CAAE: 68371023.6.0000.5327). O estudo seguiu as diretrizes e normas vigentes
regulamentadoras sobre pesquisa envolvendo seres humanos - Resolucdo CNS 466/2012 — e
respeitou referenciais de bioética, tais como, autonomia e ndo maleficéncia. Assegurou a
confidencialidade e a privacidade, sendo que os dados coletados foram armazenados no programa

Excel em computador pessoal e permanecerdo sob responsabilidade dos pesquisadores, sendo
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utilizados apenas para o estudo em questdo e os dados arquivados e armazenados pelos

pesquisadores por cinco anos apds o término da pesquisa.

A amostra que participou do estudo foi informada em linguagem clara e acessivel sobre
participacdo inteiramente voluntaria e que ndo haveria remuneracao financeira. As mulheres que
concordaram com as condicdes assinaram o formuldrio de Termo de Consentimento Livre e
Esclarecido (TCLE) para que pudessem participar da pesquisa e se manifestar de forma autébnoma,

consciente, livre e esclarecida.

Analise estatistica

Os dados coletados foram analisados através do programa Statistical Package For Social
Sciences (SPSS versdo 26). Foi usado o Teste de Shapiro Wilk para avaliagdo da normalidade dos
dados. As varidveis categdricas sdo apresentadas através de frequéncias absolutas e percentagens. As
varidveis continuas com distribuicdo normal sao apresentadas por média e desvio padrao, sendo
aquelas sem distribuicdo normal apresentadas como mediana, amplitude minima e maxima. A
comparacdo entre grupos foi realizada através do Teste T de Student para amostras independentes ou
0 seu correspondente ndo paramétrico Teste de Mann Whitney. Para associacdo entre varidveis
guantitativas da mesma participante foi usado o Coeficiente de Correlagdo de Pearson (dados com
distribuicdo normal) ou o Coeficiente de Correlacdo de Spearman (dados sem distribuicdo normal). O

nivel considerado para significancia estatistica foi de 5% (bilateral), ou seja, para P<0.05.

Com relacdo a andlise da parte qualitativa, apds a realizagdo das entrevistas, todos os audios
foram transcritos em sua integralidade para viabilizar a sua analise. A primeira etapa consistiu na
leitura de todas as entrevistas realizadas e na organizacdo do material, que foi guiada pelos tdpicos
do roteiro de entrevistas. Todas as falas foram organizadas e sistematizadas em um quadro para
possibilitar a visualizacdo e compreensao do conteludo da fala de cada entrevistada para cada um dos
tépicos presentes no roteiro de entrevistas. Na segunda etapa foi realizada a exploragdo das
entrevistas e a elaboragdo de categorias de analises, com base nas informagdes que emergiram das
falas das entrevistadas. A partir das categorias elaboradas, foi executada a terceira etapa de anadlise

que consistiu na interpretacdo dos resultados, para captar os sentidos contidos nas entrevistas.
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ABSTRACT

Background: Individuals with ostomies experience difficulties in adapting to self-image, self-care,
social interactions, and sexuality. However, the issue of sexuality in this population is not commonly
addressed in health care practice. Expanding knowledge of sexuality in patients with ostomies due to
colorectal cancer is becoming increasingly relevant because of the increased number of cases of this
neoplasm and its multiple clinical aspects. Methods: An extended literature review on colorectal
cancer was conducted using specific search terms. The paper presents the evidence found, a
gualitative analysis on the topic, and a discussion of future perspectives. Results: Ostomy creation due
to colorectal cancer generates a number of sexuality challenges that influence quality of life. Only a
few studies have examined the direct impact of ostomy on women’s sexuality. This review identified
that sexual activity often decreases after surgery, and this is more prolonged when an ostomy is
required, as in some patients with cancer. The creation of a stoma affects quality of life and sexuality,
especially for women who express more psychological and emotional concerns. Concerns about the

noise, odor, and appearance of the stoma and its contents, along with cultural aversion to feces,
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contribute to the embarrassment and shame associated with many aspects of sexuality. Studies show
that understanding and support are crucial for women to adapt to this situation. Conclusion: Sexuality
is part of individuals’ lives and is influenced by body image. Further studies in this field are needed to
provide comprehensive care to patients with ostomies. Expert knowledge, effective communication,
emotional support, and personalized care help health professionals to assist women with colorectal

cancer and ostomies regarding the impacts on sexuality, improving their care.

Keywords: Colorectal neoplasms, Ostomy, Women, Sexuality.

Abbreviation or Acronym Full Name

CRC Colorectal cancer

FSFI Female Sexual Function Index
I0A International Ostomy Association
WHO World Health Organization

INTRODUCTION

Sexual problems are reported by approximately 40% of women worldwide, and an average of
12% of cases are associated with personal or interpersonal distress. (1-5) Female sexual dysfunction is
multifactorial and may take different forms, including lack of sexual desire, impaired arousal, inability
to reach orgasm, and pain during sex, among others.(6) These issues may be present from the onset of
sexual activity or may develop later after a period of satisfactory sexual function. Relationship and
family problems often play a key role, as do work and other stressors. Changes in body image

following cancer surgery may also negatively affect sexual interest, response, and self-esteem.

Colorectal cancer (CRC) has the potential to impact women’s sexuality. In Brazil, excluding
non-melanoma skin tumors, CRC ranks second in incidence in both men and women.(7) Clinical
conditions, such as CRC, may require an ostomy, which is a surgical procedure to create an artificial
opening in the abdominal wall that goes from an area inside the body to the outside.(8) There is a
paucity of data on the number of people with ostomies in Brazil, making it difficult to provide an
epidemiological description. The International Ostomy Association (IOA) estimated that Brazil had

more than 207,000 people living with an ostomy in 2018, while the Brazilian Association of Ostomates
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identified that approximately 300,000 people were living with an intestinal stoma in the country in
2020.(9,10) Therefore, understanding the reality of people living with an ostomy is challenging given

the lack of systematized data on the topic.(11)

Some patients with CRC may require a temporary or permanent ostomy as part of their
treatment. Individuals living with an ostomy may experience a whirlwind of thoughts and emotions
related to treatment and rehabilitation, in addition to adapting to a new lifestyle. There is no evidence
that the surgical procedure itself affects sexual function; however, it does cause visible physical
changes, which have an impact on quality of life. This is also expected to have a direct impact on the

sexuality of both men and women.

Women express concerns about sexuality more frequently than men, as it influences their
feelings, emotions, and affective relationships. The approach to sexual health should be positive and
respectful as it is considered an important dimension of quality of life. In a Brazilian study on sexual

behavior including 1212 women, 49% of them reported at least 1 sexual dysfunction.(12)

Therefore, the sexuality of women with ostomies should be better understood to improve
their care. Feelings of inferiority, depression, and anxiety may arise, including loss of pleasure in
activities that were previously enjoyable. Providing preoperative information to women scheduled for
ostomy surgery may mitigate these issues.(13) Guidance and communication can help them anticipate

future experiences, improving self-knowledge and self-care.

So, the present review aimed to identify and analyze data on the sexuality of women with

ostomies due to CRC. We expect to contribute to the care of these patients.

METHODS

The initial systematic search was conducted focusing on terms that could identify articles
related to the topic of interest: CRC, ostomy, women, and sexuality. Studies were identified by
searching PubMed, Cochrane, and SciELO databases, limiting the search to full texts published in

Portuguese, English, or Spanish. No publication date restrictions were imposed.

The search strategy in PubMed and Cochrane databases was based on MeSH terms (sexuality,
women, female, colorectal neoplasms, surgical stomas, stoma, ostomy), which were combined by the
Boolean operator “AND”. No filters were used in the search strategy. The keywords were combined as

follows: 1) Sexuality AND Women AND Colorectal Neoplasms AND Surgical Stomas 2) Sexuality AND
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Female AND Colorectal Neoplasms AND Surgical Stomas 3) Sexuality AND Women AND Stoma AND

Colorectal Neoplasms 4) Sexuality AND Women AND Colorectal Neoplasms AND Ostomy (Table 1).

The search strategy was adapted to SciELO database by combining the keywords as follows:
(((Colorectal OR Colorreta* OR Colorrectal* OR Colo OR Colon*) AND (Neoplas* OR Cancer* OR
Tumor* OR Tumour* OR Adenocarcinoma* OR Adenoma* OR Carcinoma*) AND (surger* OR Surgical
OR Cirurgia* OR Cirugia)) OR (Estomi* OR Ostom* OR Colostom*)) AND (Sexua* OR Dyspareuni* OR
Dispareuni* OR Psychosexual* OR Psicossexua* OR Psicosexua* OR Orgasm* OR Libido) AND (Female*

OR Woman OR Women OR Mulher* OR Mujer*). No filters were used in this search strategy (Table 1).

The titles and abstracts of all studies identified by the search strategy were screened. After an
initial set of studies was selected by title and abstract screening, their full texts were retrieved and
assessed according to the topic of interest of the review. Duplicates were removed. The flow diagram

of study selection is shown in Figure 1.

RESULTS

An extended literature review on CRC was conducted to contextualize and describe topics
related to the problem. The identification of the articles cited in this extended literature review was
based on cancer clinical practice guidelines to ensure the accuracy and reliability of the results

obtained.

The review showed that while there are studies addressing ostomy-related problems and their
impact on quality of life, only a few examine the direct impact of ostomy on women’s sexuality. The
contextualization of the disease and its aspects related to sexuality are discussed below, divided into

topics of relevance for a better understanding of the problem and its management.

DISCUSSION
Colorectal cancer

CRC incidence and mortality rates vary worldwide, and the risk of developing CRC is influenced
by environmental and genetic factors. In Brazil, according to data from the Brazilian National Cancer
Institute, the estimate for each year of a 3-year period from 2023 to 2025 is 45,630 new cases of CRC,

corresponding to an estimated risk of 21.10 cases per 100,000 population, with 21,970 cases among
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men and 23,660 cases among women. These figures correspond to an estimated risk of 20.78 new
cases per 100,000 men and 21.41 per 100,000 women. In Brazil in 2020, 20,245 people died of CRC
(9,889 deaths in men and 10,356 deaths in women).(14)

Despite the considerable number of deaths, CRC mortality rates have progressively decreased
since the mid-1980s in the United States and in many other Western countries.(15,16) This
improvement may be attributable to the detection and removal of colonic polyps, detection of

early-stage disease, and more effective treatment options.

Patients usually present with symptoms and/or signs of suspected CRC, asymptomatic (with
CRC detected by screening as part of their routine patient care), or upon admission to the emergency
department with clinical features compatible with intestinal obstruction, perforation, or acute
gastrointestinal bleeding. CRC is diagnosed by histological examination of biopsy specimens obtained
during colonoscopy or surgical specimens, and adenocarcinoma is the most common form of CRC. The
most common sites of metastases are regional lymph nodes, liver, lungs, and peritoneum, and 1 in

every 5 patients with CRC have metastatic disease.(17)

Surgery is the only curative treatment available for localized colon cancer, and 70% to 80% of
patients are eligible for curative surgery at the time of diagnosis.(18,19) Restoration of bowel
continuity with primary anastomosis is possible in most cases after uncomplicated colectomy.
However, creation of a temporary proximal intestinal diversion (colostomy or ileostomy) may be
necessary. Patients may also be candidates for neoadjuvant or adjuvant chemotherapy as part of their
treatment if diagnosed at an early stage of disease. In metastatic disease, most patients are not

candidates for surgery, and palliative chemotherapy is often recommended.

Sexual dysfunction in women with cancer

Many women report sexual problems worldwide. Traditionally, the sexual response cycle is
divided into 4 phases: desire (libido), arousal, orgasm, and resolution.(20) However, some women do
not require all sexual response phases for subjective satisfaction. Female sexual dysfunction may take
different forms, including lack of sexual desire, impaired arousal, inability to reach orgasm, and pain

during sex.

The World Health Organization (WHO) defines sexuality as a core component of humans’ life,

encompassing sex, gender identities and roles, sexual orientation, eroticism, pleasure, intimacy, and
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reproduction.(21) Sexuality is composed of several dimensions and is influenced by an interaction
between biological, psychological, social, economic, political, cultural, legal, historical, religious, and
spiritual factors. The WHO describes sexual health as a state of physical, emotional, mental, and social
well-being in relation to sexuality, and for it to be achieved and maintained, the sexual rights of all

individuals must be respected, protected, and fulfilled.(22)

Measuring the degree of sexual satisfaction in women is challenging. The most widely used
tool to assess female sexual function is the Female Sexual Function Index (FSFI), which measures
desire, arousal, lubrication, orgasm, satisfaction, and pain (dyspareunia). The FSFI was translated into
Portuguese and culturally adapted for use in Brazil with significant reliability and validity, which allows
its use to assess sexual function in different groups.(23-27) Sexual dysfunction is a common side effect

of cancer treatment that causes suffering to female cancer survivors.

Ostomy and quality of life

The quality of life of patients with colorectal cancer and their families is significantly impacted
by the diagnosis. Patients with CRC who require an ostomy often experience a reduction in overall
quality of life, challenges with body image, and a higher likelihood of depression compared to those
who do not require an ostomy.(28) A study of 711 patients undergoing surgery for rectal cancer
showed that mental health, body image, and physical and emotional function were lower in patients
with ostomies.(29) Improvements in quality-of-life scores over time may be explained by the reversal
of temporary ostomies or physiological adaptation in these patients.(30) In this respect, assessing

quality of life is important to understand patients’ perspectives and improve health care services.

While providing an epidemiological description of ostomies is a challenging task, in clinical
practice, it is noticeable that a considerable number of patients with CRC require diversion of fecal
stream in the form of a permanent or temporary ostomy as a component of their cancer treatment.
An ostomy has far-reaching effects on daily life that are associated with reduced overall functioning
and quality of life.(31-33) Because ostomies often result in loss of control over bowel contents,
survivors living with an ostomy are more likely to experience major conflicts regarding their self-image

and interpersonal relationships.
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Self-esteem

Self-esteem is an important factor in CRC.(34,35) It is a component of self-knowledge that has
an either positive (self-approval) or negative (depreciation) influence, consisting of a set of thoughts
and feelings related to oneself. Having high self-esteem is desirable, as people with these
characteristics believe they live in a world where they are respected and valued. In addition to cancer
stigma, the concerns of patients with CRC are aggravated by the therapeutic possibility of diverting
intestinal transit through the creation of a stoma, which generates a feeling of strangeness in society,

making the adaptation process difficult.

Body image is a component of self-esteem, and women are often more dissatisfied with their
bodies than men. Body image refers to how individuals perceive themselves and their attitudes
toward their own bodies. According to Gardner et al., body image is the mental picture that one has of
the size, form, and shape of their body, including the feelings concerning these characteristics and the
parts of their body.(36) This image is full of emotional value. The societal ideal of a fertile and healthy
body leads individuals to strive for this established model, and when ostomy becomes necessary,
some women may perceive their bodies as imperfect. This dissatisfaction may also harm self-esteem.
Sexuality is affected by low self-esteem, which leads to feelings of inferiority and lack of opposite-sex

attractiveness.(34,35)

Assessing self-esteem is challenging given the numerous social, cultural, and personal aspects
involved in this feeling. The Rosenberg Self-Esteem Scale is one of the most widely used tools to assess
self-esteem. In Brazil, this scale has been adapted and validated for research by Hutz and Zanon, and
this version has been used in several studies.(37) It is a unidimensional 10-item self-report measure

related to a set of feelings of self-esteem and self-acceptance that assesses global self-esteem.(37,38)

Sexuality and women with ostomies due to colorectal cancer

A reduction in sexual activity is common for a short period following major surgery but may be
longer in the case of ostomy surgery. A significant number of patients with CRC may require a
temporary or permanent ostomy as part of their treatment. A stoma or ostomy is an artificial opening
created when a diseased part of the colon is removed by connecting the remaining healthy intestine
to an opening in the abdominal wall through which feces are diverted usually into a pouch.(39,40)
According to Krouse et al., approximately half of women living with an ostomy who were sexually

active before surgery reported not resuming sexual activity after the procedure.(41)


https://www.uptodate.com/contents/overview-of-sexual-dysfunction-in-female-cancer-survivors/abstract/17
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The creation of a stoma poses a number of challenges in terms of quality of life and
functioning because of the potential for visibility of fecal material, which is externalized, and the need
to regularly empty the ostomy pouch. This situation can affect social life and has a direct impact on
sexuality. While these changes affect both men and women, women more frequently express
concerns about the psychological aspects of sexual activity, as sexuality goes beyond sexual
intercourse, strongly influencing their actions, feelings, and thoughts. Sexual function is complex and

can easily be impaired by negative influences such as altered body image.(42,43)

The noise, odor, and appearance of the stoma contribute to dissatisfaction, and cultural
aversion to feces serves as an additional obstacle. Unwanted changes in body image often lead to
embarrassment or shame. People with ostomies also fear an accidental pouch leakage or inability to
control gas during sexual intercourse, especially in situations involving friction. Furthermore, the
partner’s understanding contributes significantly to women accepting their stoma and adapting to

changes in their sexuality and intimate relationships.(44)

An exploratory, qualitative study within a social representation framework analyzed 15
patients with ostomies, 8 of whom were women, with a mean age of 57.9 years. During the
interviews, women voiced their distress over having sexual intercourse after ostomy creation,
characterized by fear and discouragement, resulting for some in repression and, for others, in the

discovery of alternatives that allowed them to resume sexual activity at some point later.(35)

Sexual dysfunction refers to the biological aspects of sexuality (eg, how often one reaches
orgasm), while the quality of sexual life takes into account individuals’ subjective assessment of their
sexual functioning (eg, satisfaction with the ability to reach orgasm).(45) Schmidt et al. found
significant differences for sexual dysfunction in patients with ostomies as measured from 3 to 24
months postoperatively.(46) Tekkis et al. reported that while the frequency of sexual intercourse and
the ability to achieve orgasm improved significantly during the first 5 years postoperatively, the ability

to achieve arousal and the incidence of dyspareunia did not improve.(47)

Future perspectives

Ostomy creation due to CRC generates a number of challenges for women in terms of quality
of life. Changes in body image reduce self-esteem and sexual satisfaction, resulting in psychological
suffering and decreased quality of life. It impacts social life and sexuality, which is influenced by

several factors including body image, self-esteem, feelings, and thoughts.
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Knowledge of sexual dysfunction in patients with CRC is limited. Most research focuses on
overall quality of life, with few studies specifically addressing sexuality, and those that do often focus
on men due to ejaculatory and erectile dysfunctions being more common. Female sexual dysfunction
is multifactorial, individual, and complex, involving both physical and psychological factors.
Comprehensive searches in databases such as PubMed, Cochrane, and SciELO showed that sexuality in
women with CRC living with an ostomy is a major issue but is not adequately addressed in clinical

practice.

Most studies included in this analysis had small sample sizes and varied in terms of study
population, data collection methods, and outcome measures, which may hinder the direct comparison
of findings. The sensitivity of the topic can also represent a limitation, making it challenging to obtain
accurate data on the sexuality of women with ostomies. Furthermore, experiences related to sexuality
may be influenced by several cultural and social factors, such as standards and beliefs about the body
and intimacy, which can vary between different population groups and impact the way these women
deal with their condition. Recognizing these limitations highlights the need to improve future research
in this field, aiming to provide a more comprehensive and accurate understanding of the sexuality of

women with ostomies due to CRC.

Many patients feel they are not sufficiently informed to identify and adapt to the changes
resulting from ostomy surgery. Therefore, effective communication with health care providers who are
experts in this field will allow women to express their concerns and/or anxieties. Additionally,
sexuality is rarely addressed in the care of patients with ostomies given the complexity of the issue.

Therefore, clinical guidance protocols are needed for patients undergoing intestinal ostomy surgery.

Sexuality is a core component of humans’ life and is recognized as an essential dimension of
quality of life. Within this spectrum, the sphere of sexual activity assumes a unique position, as
individuals often express concerns about the psychological aspects of intimacy, including their
partner’s reaction. Therefore, providing appropriate counseling in this field is essential to support
patients with ostomies. In this respect, it is crucial to direct special attention to this topic and promote
research aimed at better understanding and improving care related to the sexuality of women with

ostomies.
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TABLE

Table 1. Results of the database searches by combining keywords

Keywords PubMed Cochrane SciELO

Sexuality AND Women AND Colorectal 3 articles 1 article -
Neoplasms AND Surgical Stomas

Sexuality AND Female AND Colorectal 16 articles 1 article -
Neoplasms AND Surgical Stomas

Sexuality AND Women AND Stoma AND 18 articles 1 article -
Colorectal Neoplasms

Sexuality AND Women AND Colorectal 14 articles 1 article -

Neoplasms AND Ostomy.

(((Colorectal OR Colorreta* OR - - 15 articles
Colorrectal* OR Colo OR Colon*) AND

(Neoplas* OR Cancer* OR Tumor* OR

Tumour* OR Adenocarcinoma* OR

Adenoma* OR Carcinoma*) AND

(surger* OR Surgical OR Cirurgia* OR

Cirugia)) OR (Estomi* OR Ostom* OR

Colostom*)) AND (Sexua* OR

Dyspareuni* OR Dispareuni* OR




Psychosexual* OR Psicossexua* OR
Psicosexua* OR Orgasm* OR Libido) AND
(Female* OR Woman OR Women OR Mulher*

OR Mujer*).
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FIGURE

Figure 1. Flow diagram of study selection.

PubMed Cochrane SciELO
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Excluded after title screen =17
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ABSTRACT

Background: Colorectal cancer, often associated with the need for an ostomy, can cause major
disruptions in patients’ lives, particularly affecting intimacy and sexuality. Qualitative research is critical
to understanding the emotional and psychosocial complexities of women with ostomies, capturing
their specific experiences and needs. This study evaluated the impact of ostomy on women'’s sexuality
and the importance of emotional and practical support, aiming to develop more effective
interventions. Methods: A qualitative study was conducted using semi-structured interviews with eight
women. The study focused on the impacts of ostomy on sexuality, exploring emotional, family, and
professional aspects. Results/Discussion: Women undertake a complex journey when learning to live
with an ostomy resulting from colorectal cancer. Qualitative analysis revealed that, despite the initial
feeling of aversion to their new body condition, women are able to transition toward a new normal
with time and appropriate support. Rethinking clothing choice and dietary adjustments are crucial to
restoring self-confidence. Emotional support from health care providers creates a safe space to express
concerns, while family support, especially from the husband, is vital for adaptation. Conclusion: This

study highlights the importance of a patient-centered approach to improve quality of life and overall
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well-being for women with ostomies due to colorectal cancer by addressing their physical, emotional,

social, and sexual needs.

Keywords: colorectal cancer, ostomy, women, sexuality.

INTRODUCTION

Cancer is a disease that profoundly impacts multiple aspects of a patient’s life. The need for
an ostomy, a surgical procedure to create an artificial opening for elimination of body waste, is a reality
for many patients, especially those affected by colorectal cancer. This results in substantial life

disruptions, including challenges associated with intimacy and sexuality.

Colorectal cancer is one of the most common forms of cancer in Brazil and worldwide.
Excluding non-melanoma skin tumors, Brazilian epidemiological data indicate that colorectal cancer
ranks second in incidence in both men and women.' Despite advances in early detection and
treatment, a considerable proportion of patients may require a temporary or permanent ostomy as

part of the treatment plan.’

Sexuality is a core component of women’s identity and well-being. The lives of women
requiring an ostomy due to cancer are permeated by complex issues and concerns about how it will
affect their sexual life and intimate relationships. Having an ostomy can trigger a range of emotions,
including anxiety, fear of the unknown, and concerns about body image, all of which can negatively
affect sexuality and intimacy. Family support plays a crucial role in adapting to these changes by
providing emotional comfort, practical support, and encouragement. However, for many women,
dealing with an ostomy also means experiencing difficulties in daily life, such as finding discreet

clothing that provides comfort, as well as adjusting to new routines, including the workplace.

In this context, qualitative research plays a key role in exploring not only physical but also
emotional and psychosocial aspects of the experiences of women with ostomies due to cancer. It
allows us to capture nuances, emotions, and individual perspectives that will lead to a deeper
understanding of women’s experiences and their specific needs and concerns regarding body image,
intimacy, and sexuality. The point of highlighting these issues is to develop more effective interventions

and support.
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This study explored the complexities of ostomy due to colorectal cancer in women and its
impact on sexuality, stressing the importance of qualitative research to improve understanding and

provide meaningful support to these patients.

METHODS

A guantitative-qualitative study was conducted in two stages. In the quantitative stage, the
sample consisted of 23 women with histologically confirmed colorectal cancer who had an ostomy
from January 2016 to December 2021 and were followed up at the Clinical Oncology Service of a
hospital in southern Brazil. Patients were eligible for inclusion if they had scheduled visits at the Clinical
Oncology Service and/or the Adult Ostomy Nursing Clinic from January 1, 2016, to December 31, 2021,
had International Classification of Diseases 10th Revision (ICD-10) C18 to C19.9, and granted
permission for data access in compliance with the General Data Protection Regulation. All eligible
women were contacted by telephone and invited to participate in the study. Those who agreed to
participate provided written informed consent and completed a self-report questionnaire on their

sexuality, as well as two other questionnaires on sociodemographic information and self-esteem.

In the qualitative stage, the sample consisted of eight participants from the first stage who
agreed to participate in the second stage of the study. Semi-structured face-to-face interviews were
conducted with the aim of understanding in depth, from a small number of participants, the impacts
caused by the ostomy on their sexuality. The present study focused exclusively on the data collected

during the qualitative stage.

A topic guide was used to structure the interviews, consisting of information about the
participants’ life trajectory, their romantic/sexual relationships before and after the ostomy, the
impacts caused by the ostomy in the family and professional spheres and on self-esteem, and the
guidance provided by health professionals to the participants about sexuality and ostomy. Each
interview lasted approximately 50 minutes. All interviews were audio-recorded and conducted by
trained researchers in a private room at the Clinical Research Center of the hospital where the study

was conducted.

All interviews were fully transcribed for analysis. The content analysis technique proposed by
Bardin was used.? The first stage of analysis consisted of reading all the interview transcripts and
organizing the material, which was guided by the topics in the interview script. All transcripts were

organized and systematized in a table to enable visualization and understanding of the content of each
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participant’s speech for each topic in the interview script. In the second stage, the interviews were
explored and analysis categories were developed based on the information that emerged from the
participants’ reports. Based on the categories developed, the third stage of analysis consisted of

interpreting the results to capture the meanings within the interviews.

The study protocol was approved by the relevant institutional Research Ethics Committee and
followed the regulatory standards for research involving human participants (Resolution no. 466/2012
of the Brazilian National Health Council). Written informed consent was obtained from each study

participant.

RESULTS AND DISCUSSION

The characteristics of women included in the qualitative analysis are shown in Table 1. Mean
age was 51.8 years, and the majority (n = 5) had completed at least high school. Half of the sample (n =
4) was married, with different family configurations, including living only with a partner, only with
children, with parents, or with children and partners. The ostomy reversal rate was markedly low
among these participants (n = 2). Most participants had no indication for ostomy reversal; of the two
who have this possibility, one is at high surgical risk and the other is in the planning stage. Therefore,
the study portrays a population of young women; only half of whom have a partner, and the majority

(n =7) have a permanent ostomy or an ostomy that is not likely to be reversed.

All interviewees reported the need to learn to live with an ostomy. Likewise, all women
emphasized that this learning process was marked by difficulties, suffering, and denial of the new
condition, especially during the initial adaptation period. As we can learn from the account of one of

the participants:

“At first | completely lost it, | didn’t want to accept anything, | didn’t even want to
take a shower anymore... When | came for the visits, the doctor would say, ‘Well, |
don’t know if it will be forever or for a while, we’ll only know better when we open
it!"””” Then, when | returned from surgery, | woke up and put my hand on it, and | saw
it was there! The doctor then came to the room that night and said (...) it will be
forever. There is no way to reverse it. An explanation in that doctor’s language, which
we can’t even understand. And | went home! Then, oh my God, you know what? I'm
not going to do anything else, I’'m not even going to take a shower. I'll just lie down
day and night.” (EGO3, married, 59 years old).
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While the ostomy was mentioned during the preoperative visits, it was only when this
possibility became a reality that the patient realized her new reality. The experience shared by this
participant highlights the strong emotional impact of an ostomy on women'’s lives, revealing the initial
difficulty in accepting and adapting to this new bodily reality in the face of changes in body perception.
This report is in line with evidence highlighting the psychological challenges faced by patients after
undergoing ostomy surgery, including feelings of loss, distress, and difficulty adjusting to the new body

condition.*

This new body demands a new daily care routine that, at least initially, may be particularly
difficult for women to manage themselves. The initial difficulty in stoma care (such as stoma handling
and cleaning) is not associated only with the development of technical skills but also with the feeling of
aversion to their new bodily opening. All participants mentioned that they needed help to manage at
least part of this new daily care routine (such as bathing and emptying or changing the ostomy pouch)

after hospital discharge and for a period that could extend for months after ostomy creation.

The initial dependence on help to perform basic hygiene tasks and stoma care is an issue also
reported in the literature, reflecting the need for physical and emotional support during adaptation.’
These findings highlight the importance of a holistic approach in the care of patients with ostomies
that encompasses not only physical but also emotional and psychosocial aspects of the experience of

living with this condition.

It should be noted that all women received guidance from specialist nurses on stoma
management after surgery. However, the women had to ask family or friends to help them perform
these procedures initially; that is, laypersons just like them. This suggests that the women were unable
to undertake this new daily care routine not due to lack of knowledge or experience but rather due to
the feeling of aversion to their new bodily opening. While some husbands took responsibility for
helping their wives perform such care, most participants had support from other women who were

part of their support network.

To a greater or lesser extent, all participants reported the shock of realizing their newly
formed stoma after surgery. However, one of the interviewees reported that, despite the initial deep
sadness at the ostomy, she was able to reframe the understanding of her new body condition with the

support of a practical nurse during postoperative care:
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“... I will always remember that kid, a practical nurse came in. He knelt down next to
me, | was sitting in the chair, and he said, ‘Oh, don’t think of the bag as just another
thing you’re carrying, think of the bag as your salvation. It saved you, right?’ | will
always remember this kid. You know? And from that day on | started to see things
differently. | don’t care, you know. If it can’t be reversed, that’s okay, you know?”
(EGO4, divorced, 51 years old).

While other participants changed their initial perceptions of ostomy, facing it with more
resignation after time had passed, EGO4 was the one who took the shortest time to reframe the
process. EGO4’s report highlights the importance of emotional support and guidance from health
professionals when adapting to an ostomy. The practical nurse played a valuable role in offering a
positive and encouraging perspective, helping her to reframe her new body condition as something
that saved her life. This support was essential for her to overcome her initial sadness and develop a
more positive attitude toward her ostomy. This finding is consistent with studies that highlight the
importance of emotional support in promoting the psychosocial adaptation of patients with ostomies.®
Furthermore, the report highlights the variability in women’s emotional responses when facing an
ostomy, with some of them managing to reframe their condition faster than others, such as EGO7, who

showed great resistance to the pouch:

“I couldn’t look at myself, | just cried, just like that. When | left here, it was a
see-through pouch, | could see that. It was like, it was... | couldn’t, | just couldn’t
picture myself with that, | didn’t want it, | wanted to take it off. But then | thought: if |
take it off, it’s all over. Know what | mean?” (EGO7, married, 42 years old).

All participants reported undergoing a major change in their appearance and in their bodily
functions. As observed in EGO7’s report, the diversion of the feces through the stoma into the
transparent pouch caused her great discomfort in relation to her body. However, adaptation to an
ostomy is a gradual process of learning to live with one’s own body and acquiring body care-related
specific skills. The participants also had to learn to live with a body that cannot control some functions,
since in an ostomy there is no sphincter (annular muscle surrounding a bodily opening, such as the
anus, that is able to control its occlusion or opening) to enable a patient to control the passage of gas
or feces. Therefore, in addition to a new visual body configuration, odor and noise coming from their

stoma began to be experienced with embarrassment:
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“.. it [the ostomy pouch] makes noise when it wants to, it fills up when it wants to.
Because, like, | have no control over that, right? The other day | was having lunch
with my daughter and her boyfriend, and | had just taken a shower. | had done the
whole changing thing. Everything was fine, then | heard a loud noise like a fart, you
know? That’s so embarrassing! Imagine that! You’re talking to someone and all of a
sudden, right? So, like that, the bag really makes life very difficult.” (EGO6, divorced,
47 years old).

The lack of control over some bodily functions forced women to develop new strategies for
organizing their daily lives. Intrusive odor and output noise cause considerable embarrassment during
social interactions. Douglas’ explains that the notion of taboo refers to a prohibition to maintain social
order, with the aim of distancing oneself from elements culturally considered impure and which
confront the symbolic systems established for each cultural group. Therefore, culturally, individuals
learn to develop an aversion to feces and everything related to them, considering them impure.
Rodrigues® states that, from a very young age, children are taught to recognize the bodily signals that
indicate the need to defecate and urinate in the same way that they are trained to perform such
physiological activities at specific times and places. The author describes this process as a way of
introducing children to a specific worldview and a system of symbols that associates feces with
impurity. It is not just about defecation, but also about the way in which the toilet is used, the place
that restrooms occupy in buildings (further away from social areas, for example), and the use of certain
words that refer to feces as an insult, among other factors. In this respect, while defecation is a
common and necessary physiological function, we learn to develop body techniques to performitina
discreet and controlled manner. Anthropologist Marcel Mauss® describes these techniques as
traditional and effective acts that societies use to regulate the use of the body. In Western society,
there is a specific way for an adult to eliminate wastes. However, with an ostomy, it becomes

impossible to control and hide wastes, odor, and noise.

To improve control, some participants resorted to new body techniques, such as changing
their eating habits — permanently or on the eve of events involving contact with other people — and
drinking more water; one of the interviewees mentioned the use of medication to slow intestinal
transit. Participants also developed new ways of using the toilet, emptying their pouch, and protecting

the pouching system with a bag to make it possible to use public toilets and reduce unpleasant odor.

All the bodily changes experienced by the interviewees along with the embarrassment and
dissatisfaction caused by these experiences had major repercussions for these women. Most of them
reported stopping or reducing leisure activities that involved interaction with other people, such as

parties, celebrations, and trips, as observed in the following example:
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“(...) every summer we go to the beach for the weekend, or for a few days.... | just
couldn’t go, because there’d be more people in the house. And when | use the
bathroom, it takes me a long time to change.” (EGOS, single, 44 years old).

Three participants stated that they were able to maintain their leisure and social activities,
but they still had concerns about controlling their bodies on these occasions, as observed in the

following interview:

“Yes! That always happens, right? When | go to the beach, | wear a bikini. Well, my
only concern at the beach is if it works too much, because... okay, | can hide it. But at
some point I'll have to change it, right? So that’s my only concern. But for now my
plans, my projects have always worked out and | keep going, right? If a problem ever
happens, I'll have to solve it somehow, right?” (EGO5, married, 54 years old).

While the participant has not stopped going to the beach or wearing a swimsuit that exposes
her body, she continues to attempt to conceal the exposure of her wastes. Furthermore, it is clear that
the need to change or empty the pouch has become an element that requires to be planned (like a

“project,” as mentioned by the interviewee) to avoid embarrassing situations.

The participants’ reports highlight the challenges of adapting to an ostomy, such as the loss of
control over bodily functions and psychosocial impacts. Embarrassment caused by the exposure of
wastes, noise, and odor from the device significantly affect the daily life and social interactions of these
women, leading to coping strategies. However, many women still face limitations in their leisure and
social activities, highlighting the need for support and appropriate interventions to mitigate negative

impacts on quality of life.?>*!

Another change in the participants’ lives was the interruption of work activities. Most of
them left their jobs because of cancer. Those who had an employment contract were on sick leave or
disability retirement at the time of the interview. Two participants, however, mentioned that the
interruption of work activities was motivated by the ostomy. This is the case of EGO1, who worked as a
domestic worker for a period after having her ostomy and reported that she often had to leave work to
return home because of leakage from the ostomy pouch, and this is also the case of EGO7, who,
despite being on sick leave, stated that she will not return to work because of constraints caused by

the ostomy:
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“.. | went to the restroom [at work], and... It was a restroom like in a hospital. And
then | was changing it and | heard one of my coworkers saying (but, like, everyone
knew me, they knew about my case). And then she said, ‘Oh, what a stench, what a
stink, they shit all over this place!’. And that got into my head. (...) And, that’s true,
the thing gets stuck in there. How can | take it off? There’s no way, right? It will smell.
| then | went to work for two days, but | just cried, | just cried. But they looked at me
strangely, at work, you know? Those who knew me did that, let alone the others.
Now I’'m on medical leave. The doctor granted it to me for two years, you know? But
if he cancels it, | won’t go back. | won’t, even if | lose.... But | can’t work with more
people. It's impossible.” (EGO7, married, 42 years old).

While only two participants had to interrupt their professional activities as a direct result of
the ostomy, it is clear that the repercussions of the lack of control over bowel functions go beyond the
body image and leisure activities of these women, affecting their relationships with other people in a
broader way. While most of the interviewees left their jobs because they had become ill with cancer,
two of them explicitly highlighted that the interruption of work activities was motivated by the ostomy.
For these women, the lack of control over their bowel functions and embarrassment associated with
the ostomy made it difficult or impossible to continue working in environments where their condition
could be noticed or commented on by their coworkers. EGO7’s report clearly illustrates the challenges
faced when trying to balance working and having an ostomy, including embarrassing situations and the
consequent emotional impact. There is a need to consider the occupational implications of ostomy and
the importance of providing appropriate support and interventions to help people cope with these

challenges and make informed decisions about their participation in the job market.*?

Changes to daily routine are not limited to an attempt to establish a minimum control over
bodily functions after ostomy creation. Participants mentioned that they have changed the way they
dress to hide their ostomy. All of them reported clothing changes (particularly, they stopped wearing

jeans), and most of them started wearing loose clothes to conceal the bulging ostomy pouch:

“So, I'm going out and | don’t want to show it, you know? A clothing issue! Oh! My
daughter’s 15th birthday party is now in November. And | wanted to find a dress that
wouldn’t show it, right? One that can hide it. It’'s much harder, isn’t it? No... it’s like,
‘Oh, this one looks good on me, but you can see the pouch.’ It takes a while until you
can find something, right? It will be there, but at least it’ll be disguised. It’s really
complicated! And even in everyday life too, right? The clothes in my wardrobe, | try
to wear the loose ones to hide it.” (EGO6, divorced, 47 years old).

Changes in the choice of clothes to wear to hide the ostomy reflect the impact of this

experience on women'’s self-image and self-esteem. Finding clothes that can conceal a bulging pouch is
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a challenge, as described by EGO6 when looking for a dress for a special event. Wearing loose clothes is
a common strategy to preserve privacy and dignity, highlighting the impact of ostomy on these

women’s daily routine and self-perception, as well as the need for individualized and sensitive care.”

In addition to the attempt to conceal their ostomy and shame from wearing a pouch, in some
participants, there was an overlap of factors related to the socially established body standards for
women. The view of a pouch under clothing reveals a mutilated body, but it also causes a noticeable

bulge in the abdominal region, making some women feel they are overweight:

“And many times, not once or twice, I've been asked, ‘Are you pregnant?’ ‘No, I’'m not
pregnant!. | am, I've always been chubby like this, but now it seems like I'm even
chubbier, you know, besides being chubby there’s also that thing there [referring to
the ostomy]. And it doesn’t matter how much | press it, it seems like the person is...
And then when I'm feeling down, | can’t accept myself. (...) Yes, they’ll say, ‘Oh, but
that’s better than death!’. But it doesn’t matter, sometimes | just don’t want to (...) It
seems like everyone on the beach is looking at me, you know? It seems like
everyone... Of course, there are women much fatter than me, much fatter, but it
seems like they are looking right at my pouch, right at it, you know? So | don’t know,
it’s in my head, it’s in my head, no matter what. No one will get this out of my head.”
(EGO7, married, 42 years old).

This report shows that the attempt to disguise a body with an ostomy is not related only to
the lack of control over intestinal transit but also to the appearance of this new body and the

preestablished aesthetic standards considered desirable for women.

Considering the changes noted so far, it is clear that the ostomy produced major changes in
the participants’ experience of sexuality. All women reported that, before ostomy creation, they had
frequent and satisfactory sexual intercourse with their partners. However, this scenario changed
completely after the procedure. Of the eight women interviewed, four reported no postoperative
sexual activity, three reported occasional postoperative sexual activity but with great difficulty, and

only one reported that sexual intercourse after surgery became more pleasurable.

Those with no sexual activity after ostomy creation reported a feeling of disgust and shame
due to the nudity involved in the sexual intercourse and the potential for visibility of fecal material —
and the taboo it represents —, which prevented them from having sexual intercourse. When informed

by the physician of the need for an ostomy, one participant said:
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“You [doctor] are condemning me to no longer have a sexual life. Because that was
the first thing | could think of. | said, ‘How am | going to... How am | going to have a
relationship with someone?’ Wearing a pouch, right? With a pouch there, it makes
noise when it wants to, it fills up when it wants to. Because, like, | have no control
over that, right?” (EGO6, divorced, 47 years old).

Lack of control over the intestinal tract and its externalization emerge as the main
explanation among women for the interruption of sexual activity. One participant mentioned that she
cannot imagine having sex after surgery. According to her: “I'll be honest with you, | think it’s kind of
gross. Because | can smell it. So | think the person will smell it too.” (EGOS, single, 44 years old). The
impacts on sexuality led two participants to end their romantic relationships because of the ostomy. In
this respect, EGO1 mentioned that, after ostomy creation, her sexual life with her partner “started to
cool down.” Despite trying to have sexual intercourse, she reported that the ostomy made her feel

embarrassed:

“Then I... Then | told him, ‘I'll leave you free to find someone else,” and everything is
gonna be fine. | even avoided him. Then he said, ‘Well, what can | do, right?’. He even
told my son, ‘Yeah, her bag came between us, right? She didn’t want to. | didn’t care
(...)) Sometimes | felt like he really didn’t care. But it’s me, | lost interest. That’s it.”
(EGO1, divorced, 66 years old).

While most women remained with their partners after having an ostomy, the idea of ending
the relationship crossed the mind of some participants, as observed in the report of one participant

who remains married to the same partner:

“He’s a great husband. In fact, when | found out | had cancer, | told him we should get
divorced. (...) Why? | told him he wouldn’t have a wife anymore. Oh, | was quite...
and he said no. ‘Look what we have built.” It wasn’t at that moment that... well, he
didn’t leave me. | say that he is a husband who took ‘over’ rather than ‘off, right?”
(EGO5, married, 54 years old).

Among women who ended their relationships or at least considered doing so, the idea
emerges that men’s sexual satisfaction is one of the social roles that women need to play. This gender
script is so present among married participants that a great effort is made on their part to have sexual
intercourse, even when unwilling to, in an attempt to satisfy their partners, as in the following

situation:
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“Look, I'll be honest with you, | think it’s more for him... because | don’t, | don’t miss
it. It wasn’t that thing, you know? | think | was very reserved, you know? And now...
it’s more for him. But I’'m seeing a doctor, right? I’'m trying! I've been through worse
before. And thank God, my husband, he is wonderful, he really is. So for our love, |
think it’s all worth it.” (EGO5, married, 54 years old).

However, some women reported that they have sexual desire, but the ostomy prevents them

from having pleasure in sexual intercourse with their partners:

“And it’s a see-through bag... | don’t know, | don’t know... I'm embarrassed. Oh, my
husband never says a thing, you know? He always stands by my side. When | got sick,
| thought he was going to... But no, he’s always by my side, but I’'m embarrassed. And
then after | had radiation, it’s so painful, you know, so painful. So much pain! | can’t
have sex, | just can’t. I've tried many times, but | just can’t. | can’t. [the patient’s voice
gets choked up] | even have, you know [sexual desire]. But | think my... | can’t explain
it like that. | feel insecure... | can’t, | try but... | think 90% is from the bag, and the
other 10% is from the pain | feel. Like no, there’s no way.” (EGO7, married, 42 years
old).

Among married women, the permanence of their husbands is highly valued, especially in the
face of illness and ostomy, which lead to an expectation of abandonment. There is also an attempt to
value these men by means of sexual satisfaction. One participant mentioned that she sought to
provide pleasure to her husband using strategies that did not involve sexual penetration, when her
husband began to refuse this form of intercourse after realizing that penetration was uncomfortable

for her after cancer treatment.

Gagnon™ demonstrates that sexual behavior is culturally shaped and varies according to
gender. In patriarchal societies like Brazil, women are taught to be timid and sexually restrictive, while
sexual desire and performance are essential to masculinity. In Brazil, women’s sexuality is often
associated with affection and romantic love, prioritizing the partner’s satisfaction over her own
pleasure.” The participants revealed concerns about maintaining their husbands’ satisfied with their
sexual activity, even if this resulted in their own dissatisfaction, reflecting the idea that the sexual

intercourse is essential for men, and that women should meet these desires.

Regardless of marital status, women tend to interrupt their sexual life after having an ostomy
or to reduce the frequency of sexual activity due to the embarrassment and discomfort resulting from

the idea of having sexual intercourse. The difficulties involved in sexual intercourse are also directly
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associated with the difficulties experienced by having an ostomy. However, one participant stated that,
in addition to having started a romantic relationship after the ostomy, she had more pleasure in sexual
intercourse than before the ostomy. Her report makes it clear that she was unhappy in her marriage —
which ended before her cancer diagnosis — and that the deterioration of the relationship interfered
with the frequency and quality of sexual intercourse with her husband. This is the same participant
who took the shortest time to reframe the ostomy and who, due to the cancer diagnosis, began to live
life more intensely. When reporting on her sexual experiences after the ostomy, with her new partner,

she mentioned that she was initially embarrassed because of the pouch:

“.. so, it was like, it was alright. | think he made me feel comfortable too, you know,
and then it was, it was just like that. But | kept remembering that kid from the
hospital, ‘the bag is saving you,” you know, ‘because of the bag you are fine.’ That’s
why | tell you, if | have to... you know? If | have to keep the bag, so that’s it, right? But
| want to live!” (EGO4, divorced, 51 years old)

The participant focused on the ostomy as a chance to prolong life, seeing it as a gift in the
midst of terminal illness. Despite being the only interviewee with a positive view, she shows that it is
possible to have a more optimistic perspective. However, none of the women received emotional
support to deal with the ostomy; guidance focused only on technical care. Many stated that the
interview was the only opportunity to express their feelings about sexuality, reflecting a sense of

insecurity among health professionals in addressing this issue, which hinders comprehensive care.*®

These experiences reveal a complex set of emotions and challenges that women with
ostomies face in relation to sexuality. Hiding the ostomy and the shame associated with having an
ostomy were of substantial concern to the participants, reflecting not only the physical impact of the
condition but also the pressure to conform to aesthetic and gender standards imposed by society.
Most participants reported stopping or reducing postoperative sexual activity, which highlights the
emotional and practical challenges that women with ostomies face in relation to intimacy and
sexuality. Feelings of shame, disgust, and insecurity associated with exposing the condition during
sexual intercourse contribute to a decrease in sexual desire and satisfaction, impacting not only

women’s intimate relationships but also their romantic relationships.

It is important to note that the lack of emotional and psychological support reported here is a
significant gap in the care provided to patients with ostomies. The lack of discussions about the

emotional and sexual aspects of ostomy during medical follow-up reflects the need for a more holistic
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and sensitive approach, which takes into account not only the physical aspects of the condition but
also its emotional and psychosocial impact.'’*® In short, the interviewees’ reports highlight the
multifaceted challenges that women with ostomies experience, ranging from practical issues related to
stoma care to complex emotions associated with self-image, intimacy, and sexuality. The overlap of
physical, emotional, and social factors reveals the need for more comprehensive management in the

care provided to patients with ostomies.

CONCLUSION

Women undertake a complex and multifaceted journey when learning to live with an ostomy
resulting from colorectal cancer. Qualitative analysis sheds light on crucial aspects of the adaptation

process.

At first, women experience feelings of an initial aversion to their new body condition, but
with time and appropriate support, they are able to transition toward a new normal. Rethinking
clothing choice and dietary adjustments play a role in this process, allowing women to restore their
self-confidence and to feel comfortable. Emotional support from health care providers is crucial to
address these challenges by creating a safe space to express concerns and receive guidance. Family
support, especially from the husband, is equally important, providing women with a vital support

system throughout the adaptation process.

Furthermore, changes in sexual and work activities can be particularly challenging for
women. Therefore, it is imperative that health care providers are prepared to offer detailed guidance

and support in these areas, helping women navigate challenges with confidence and autonomy.

Ultimately, this study highlights the importance of a patient-centered care approach for
women with ostomies due to colorectal cancer. Recognizing and addressing the physical, emotional,

social, and sexual needs of these women can help improve their quality of life and overall well-being.
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TABLE

Table 1. Characteristics of the women intervicwed (n=8)

63

Participant  Age (vears) Education attainment Marital status Living with Possible ostomy
reversal

EGOl 66 Incomplete primary Divorced Son and two Ne (incurable disease)
school grandchildren

EGO2 52 Incomplete high school Married Partner and son Yes (in planning)

EGO3 59 Incomplete primary Married Partner Ne (incurable disease)
school

FEGO4 51 College degree Divorced Two daughters Neo (incurable disease)

LGOS 54 Complete high school Married Pariner Ng (incurable disease)

LGO6 47 Complete high school Divorced Daughter No (incurable disease)

EGO7 42 Complete high school Martied Partner and daughter Yes (high surgical risk)

EGQO3 44 Complete high school Single Parenis No (incurable disease)
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Abstract

Background: Sexuality is a central aspect of being human and is considered an important component of
quality of life. According to the World Health Organization, sexuality is composed of several dimensions
and influences thoughts, feelings, and movements, interacting with biological, psychological, and
spiritual factors. A significant number of patients with colorectal cancer require a permanent or
temporary ostomy as part of their treatment, which affects their quality of life and sexuality. The aim of

this study was to assess the impact of ostomy on the sexuality of women with colorectal cancer.
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Methods: This is a case series of women aged 18 years or older living with an ostomy due to colorectal
cancer (either with a current ostomy or after restoration of bowel continuity), diagnosed between
January 2016 and December 2021. The Female Sexual Function Index (FSFI) and the Rosenberg

Self-Esteem Scale were used.

Results: The FSFI found no significant negative impact of ostomy on the sexuality of women. However,
a direct association was observed between self-esteem, as measured by the Rosenberg Self-Esteem

Scale, and sexual desire.

Conclusions: The substantial number of women in this study without an active sexual life prior to
ostomy surgery may explain the absence of a negative impact on sexuality. The results can guide health
care professionals in supporting women with colorectal cancer who have an ostomy, particularly in
improving the quality of their sexual lives. Additionally, more comprehensive tools are needed to

assess populations without active sex lives.

Keywords: Colorectal neoplasms, ostomy, women, sexuality

1. Introduction

The World Health Organization (WHO) defines sexuality as a central aspect of being human,
encompassing sex, gender identities and roles, sexual orientation, eroticism, pleasure, intimacy, and
reproduction (1). Sexuality is composed of several dimensions and is influenced by an interaction
between biological, psychological, social, economic, political, cultural, legal, historical, religious, and
spiritual factors. Regarding sexual health, the WHO describes it as a state of physical, emotional,
mental, and social well-being in relation to sexuality, and for it to be achieved and maintained, the

sexual rights of all individuals must be respected, protected, and fulfilled (2).

Sexual problems are reported by approximately 40% of women worldwide, and 12% of cases
are associated with personal or interpersonal distress (3-7). Female sexual dysfunction is multifactorial
and may manifest as a lack of sexual desire and arousal, difficulty reaching orgasm, or pain during sex,
among others (8). These issues may be present from the onset of sexual activity or may develop later
after a period of satisfactory sexual function. Relationship and family problems often play an important
role, as do work and other sources of stress. Changes in body image following cancer surgery may also

negatively affect sexual interest, sexual response, and self-esteem.
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Sexual dysfunction is a possible consequence of colorectal cancer. In Brazil, this is the second
most common type of cancer (behind only non-melanoma skin cancer) in both sexes (9). The
management of colorectal cancer may involve an ostomy, which is a surgical procedure that creates an
artificial opening in the abdominal wall that goes from an area inside the body to the outside (10).
There is limited data on the number of people with ostomies in Brazil, making it difficult to determine
its epidemiology. According to the International Ostomy Association (I0OA), it was estimated that Brazil
had over 207,000 people living with an ostomy in 2018 (11), while the Brazilian Association of
Ostomates identified that approximately 300,000 people were living with an intestinal stoma in the
country in 2020 (12). Therefore, data on ostomies is challenging due to the lack of a systematic

database containing this information (13).

The need for an ostomy as part of colon cancer treatment may be either permanent or
temporary. Individuals living with an ostomy may experience a whirlwind of thoughts and emotions
related to treatment and rehabilitation, in addition to adapting to a new lifestyle. The surgical
procedure itself does not tend to affect sexual function; however, it causes visible physical changes,
which in turn have effects on quality of life and directly impact the sexuality of both men and women

(14).

Women express concerns about sexuality more frequently than men, as it influences their
feelings, emotions, and affective relationships. The approach to sexual health should be positive and
respectful, as it is considered an important dimension of quality of life. In a Brazilian study on sexual

behavior including 1,212 women, 49% of them reported at least one sexual dysfunction (15).

Therefore, addressing sexuality should be part of the care of women living with an ostomy.
Feelings of inferiority, depression, and anxiety may arise, including loss of pleasure in activities that
were previously enjoyable. One way to mitigate these issues is to provide preoperative information to
women scheduled for ostomy surgery (16). Guidance and dialogue can help them while waiting for the
procedure by promoting increased self-knowledge and self-care. Family support is also extremely

important for women undergoing this procedure.

A literature review shows that while most studies focus on the effects of ostomy on quality of
life, only a limited number directly examine its impact on the sexuality of women. The present study
aimed to investigate how living with an ostomy affects the sexuality of women with colorectal cancer,
taking into account their sociodemographic characteristics and self-esteem, as well as the influence
these factors have on their sexuality. We present this article in accordance with the STROBE reporting

checklist.
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2. Methods

This is a case series of women aged 18 years or older with an ostomy (either currently or after
undergoing restoration of bowel continuity) due to a histologically confirmed diagnosis of colorectal

cancer (ICD-10: C18 to C19.9).

The study sample consisted of women who had an ostomy from January 2016 to December
2021 and were followed up at the Clinical Oncology Service and/or the Adult Ostomy Nursing Clinic of a
federal teaching hospital in the state of Rio Grande do Sul, in southern Brazil. All information was
managed in accordance with the principles of the Brazilian General Data Protection Regulation Law
(LGPD). Women who did not respond to the sexuality questionnaire, for any reason, were excluded

from the study.

The instrument used to assess sexuality was the Female Sexual Function Index (FSFI), which is
the first questionnaire for this purpose to be validated in Portuguese that meets all the proposed
requirements of the international validation protocol. It is a self-report tool that measures sexual
function across six domains: desire, arousal, lubrication, orgasm, satisfaction, and pain (dyspareunia).

Scores range from 2 to 36, with lower scores indicating worse sexual function (17-21).

The following sociodemographic variables were assessed: age, skin color/race, weight, height,
marital status, educational level, and household income. Additionally, the Rosenberg Self-Esteem Scale
(RSES), which was adapted to Brazilian Portuguese by Hutz (22), was used to assess self-esteem among
participants. The items were answered on a four-point Likert scale ranging from “strongly agree” to
“strongly disagree”. Of the 10 questions in the instrument, five assess positive feelings and the other
five assess negative feelings. Each response option is assigned a value, and the sum of the
corresponding values results in each participant’s performance score, with a single value ranging from

10 to 40 points. Higher scores indicate higher levels of self-esteem (23,24).

This study was conducted in accordance with the Declaration of Helsinki (as revised in 2013
and with current regulatory standards for research involving humans (Resolution no. 466/2012 of the
Brazilian National Health Council). The study was approved by the Research Ethics Committee of
Hospital de Clinicas de Porto Alegre (CAAE: 68371023.6.0000.5327) and informed consent was
obtained from all individual participants. Bioethical principles such as autonomy and nonmaleficence

were respected, and the confidentiality and privacy of the data were ensured.
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2.1. Procedures

Following the review of identified medical records, eligible patients were contacted by phone

and invited to participate in the study. Those who agreed to participate signed the ICF.

This study employed a quantitative approach in which participants completed a self-report
guestionnaire on their sexuality, as well as two questionnaires on sociodemographic characteristics and
self-esteem. Additionally, a qualitative approach was employed with some participants, involving
discussion of specific topics to assess real-life data, considering the daily lives and experiences shared

by the women.

Initially, an expert in the field contacted potential participants using the phone numbers listed
in their medical records and explained the details of the research. Up to four phone call attempts were
made over two different days. Data were collected using semi-structured face-to-face interviews
exploring the study topics in detail. The questionnaires were administered by a trained professional at
the Clinical Research Center of Hospital de Clinicas de Porto Alegre, Brazil, according to the availability

of the department, interviewer, and patient. All interviews were audio-recorded and fully transcribed.

2.2. Statistical analysis

Data were analyzed using SPSS version 26. The Shapiro-Wilk test was used to assess the
normality of the data. Categorical variables were expressed as absolute frequencies and percentages.
Normally distributed continuous variables were expressed as mean and standard deviation, while
non-normally distributed variables were expressed as median and range (minimum and maximum).
Between-group comparisons were performed using Student’s t-test for independent samples or the
nonparametric Mann-Whitney test. The association between quantitative variables for the same
participant was assessed using Pearson’s correlation coefficient for normally distributed data or
Spearman’s correlation coefficient for non-normally distributed data The level of significance was set at

5% for two-tailed tests (P<0.05).

According to Meira et al. (25), sample size calculation was based on a significance level of 5%, a
power of 80% to detect a significant difference, and a minimum difference of five points in the primary
outcome (FSFI score). Thus, 42 participants were required. Assuming a potential loss of 20%, a final

sample size of 51 individuals was calculated.
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3. Results

A total of 79 women with an ostomy due to colorectal cancer between January 1, 2016, and
December 31, 2021, who were followed up at the Adult Ostomy Nursing Clinic of a federal teaching
hospital in southern Brazil, were eligible for inclusion. Of these, 32 agreed to participate, 18 could not
be reached by phone after four attempts over two days, 18 had died, 10 declined to participate, and

one patient did not grant permission to access her data for research purposes according to the LGPD.

During the scheduling of interviews, nine of the 32 participants who initially agreed to
participate were unable to attend. Therefore, only the 23 women who completed the questionnaires

were included in this study. The characteristics of the sample are described in Table 1 and Table 2.

Median patient age was 60 years (SD 10). Most of the women were overweight (56.5%), had an
ostomy at the time of the study (65%), were White (78%), did not have a partner (70%), had completed
high school (30%), and had a household income of one minimum monthly wage (39.1%). This article

focuses solely on the results of the quantitative approach.

The median total FSFI score was 5.2 (2.0-32.5), indicating a low level of sexual function, which
is consistent with the absence of sexual activity in over 70% of participants (Table 1). Conversely, the
women had high self-esteem on the RSES, with a mean overall score of 32.9 (SD 3.6). The item “| feel
that | am a person of worth, at least on an equal plane with others” had the highest score (15
participants, 65.2%), indicating that regardless of whether or not the women had an ostomy at the
time of the study, their self-esteem remained intact, and they maintained a powerful sense of personal

value.

The association between the FSFI score and age and body mass index (BMI) was not statistically
significant (P>0.05), as well as the association between the RSES and age, weight, and BMI (P>0.05)
(Table 3 and Table 4). The analysis of the association between the RSES and the total FSFI score and its
domains revealed a positive association between self-esteem and the desire domain (P=0.009),
meaning that higher levels of self-esteem correspond to greater sexual desire. Statistical significance
was not achieved in any other domain, including in the analysis of the association between the two

guestionnaires (Table 5 and Figure 1).

Between-group comparisons found no statistically significant difference between having an
ostomy or not and between having a partner or not in relation to both the RSES and the FSFI score

(Tables 6 and 7).
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4. Discussion

This study found no statistically significant difference in FSFI scores between women living with
an ostomy or not, suggesting that the presence of an ostomy did not significantly affect their sexuality.
However, despite their low levels of sexual activity, an association was observed between self-esteem

and sexual desire.

Research indicates that many women report sexual problems worldwide. Traditionally, the
sexual response cycle is divided into four phases (26): desire (libido), arousal, orgasm, and resolution.
However, some women do not require all sexual response phases for subjective satisfaction. Female
sexual dysfunction may manifest as a lack of sexual desire or arousal, difficulty reaching orgasm, or

pain during sex, among others. Measuring the degree of sexual satisfaction in women is challenging.

A reduction in sexual activity is common for a short period following major surgery but may be
longer in the case of ostomy surgery. Approximately half of women living with an ostomy who were
sexually active before surgery reported not resuming sexual activity after the procedure (27). This is in
alignment with the findings of the present study, which demonstrated the direct impact of ostomy on

the sexuality of women with colorectal cancer.

Most study participants did not have an active sex life, which contributed to unsatisfactory FSFI
results. It was observed during interviews that some women were already sexually inactive before the
ostomy, and most of the participants did not resume sexual activity after surgery. Despite this, there

was no statistically significant difference in FSFI scores between women living with an ostomy or not.

Body image refers to how individuals perceive themselves and their attitudes toward their own
bodies. The societal ideal of a fertile and healthy body leads individuals to strive for this established
model, and when ostomy becomes necessary, some women may perceive their bodies as imperfect.
Dissatisfaction also tends to negatively affect self-esteem (28,29). In a study involving 711 patients who
underwent rectal cancer surgery, mental health, body image, and physical and emotional function
were lower in patients living with an ostomy (30). However, the present study found a high mean RSES
score (32.9), indicating elevated self-esteem among participants and suggesting that the presence or
absence of an ostomy did not appear to influence this outcome. This is consistent with the literature,
which shows that adapting to an ostomy requires internal reorganization, involving processes of
identity reconstruction, self-confidence, and the integration of change into one’s life, supporting the

improvement in scores over time (31).
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It is well-known that the sound, smell, and appearance of a stoma contribute to dissatisfaction,
with cultural aversion to feces often causing embarrassment or shame (32). However, having a
supportive partner can significantly help women accept their stoma and adapt to changes in their
sexuality and intimate relationships. It is important to note that the analysis of the association between
self-esteem and sexual desire/interest revealed a direct correlation between the two, suggesting that
increased self-esteem is associated with improved quality of life and sexuality. Other FSFI domains did
not show a positive correlation with self-esteem, possibly due to the small sample size and the absence

of sexual activity among most participants.

The study sample is comparable to the general population with colorectal cancer, as the
incidence of colorectal cancer increases between 40 and 50 years of age, and the median age of the
women was 60 years (42-75 years). Most women had a household income of one to two minimum
wages (39.1% and 30.4%, respectively). Given that participants needed to travel for the interviews,

their financial status might explain why some of them were not able to attend.

This study has some limitations. First, a smaller sample size than required was included,
meaning the study was underpowered. Second, although the FSFI is the first tool validated in
Portuguese for assessing female sexual function and meets all proposed requirements, it may be less
specific in sexually inactive populations. Therefore, the development of new, more comprehensive
tools to assess patients with inactive sex lives is necessary. Additionally, feelings such as

embarrassment due to the topic of intimacy/sexuality may have affected responses.

Finally, knowledge of sexual dysfunction in patients with colorectal cancer is limited. Most
research focuses on overall quality of life, with few studies specifically addressing sexuality, and those
that do often focus on men due to ejaculatory and erectile dysfunctions being more common. In
contrast, female sexual dysfunction is multifactorial, individual, and complex, involving both physical
and psychological factors. Comprehensive searches in databases such as PubMed, Cochrane, and
SciELO showed that sexuality in women with colorectal cancer living with an ostomy is a significant
issue but is not adequately addressed in clinical practice. Additional studies are essential to more

clearly define the pattern of sexual activity and the nature of sexual function in this population.

Adequate communication with health care professionals allows women to express their
concerns and anxieties. Sexuality is a central aspect of being human and is an important dimension of
quality of life. Therefore, the impact of ostomy on the sexuality of women with colorectal cancer

requires special attention.
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5. Conclusions

No statistically significant differences were found in the FSFI and RSES scores between women
living with an ostomy or not. However, the women had high self-esteem, and a direct association
between self-esteem and sexual desire was observed. These findings are positive, as high self-esteem is
often linked to self-respect and self-worth, and can help guide health care professionals in supporting
women with colorectal cancer who have an ostomy, particularly in improving the quality of their sexual
lives. These insights could inform the development of interventions and follow-up strategies aimed at

promoting overall health, well-being, and affective relationships.

Finally, methods for evaluating sexuality should be refined to expand their focus beyond sexual

intercourse, incorporating tools that accommodate participants without active sexual lives.
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Legends

Figure 1. Scatter plot with a fitted line for the total Rosenberg Self-Esteem Score by desire domain.

P<0.05.

Scatter plot whit a fitted line for the total Rosenberg Self-Esteermn Score by desire domain.
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Table 1 Sample characteristics

Variable Mean (SD) Median (min-max)
n=23 n=23
Age (years) 60 (10) 60 (42-75)
Weight (kg) 72.0 (16.0) 65.2 (48.4-110.5)
Height (cm) 161 (7) 161 (143-178)
Body mass index 27.6 (6.0) 25.7 (19.5-44.3)
Total FSFI score 7.5(7.9) 5.2 (2.0-32.5)
Total RSES score 32.9(3.6) 33.0 (24.0-39.0)

FSFI, Female Sexual Function Index; max, maximum; min, minimum; RSES, Rosenberg Self-Esteem Scale; SD,

standard deviation.

Table 2 Descriptive analysis of the sample

Variable n %
Ostomy
Yes 15 65
No 8 35

Marital status

Has a partner 7 30

Does not have a partner 16 70

Race/skin color

White 18 78
Black 3 13
Mixed-race 2 9

Household income (minimum monthly salary)



2 7 30
3 4 17
4 1 4
5 2 9

Educational level

Incomplete primary school 3 13
Complete primary school 5 22
Incomplete high school 3 13
Complete high school 7 30
Incomplete college degree 2 9
College degree 3 13

Table 3 Association between the FSFI score and age and BMI

Variables Total FSFI score P-value
Age 0.03 0.89
BMI 0.32 0.14

BMI, body mass index, FSFI, Female Sexual Function Index.

Spearman's correlation test. * P<0.05.

Table 4 Association between the RSES and age, weight, and BMI

76

Variables RSES score P-value
Age 0.35 0.10
Weight -0.10 0.65
BMI -0.08 0.72

BMI, body max index; RSES, Rosenberg Self-Esteem Scale.

Pearson’s correlation coefficient. * P<0.05.
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Table 5. Association between the RSES and total FSFI score and its domains

Variables RSES P-value
Total FSFI score 0.34 0.11
Pain domain 0.30 0.16
Satisfaction domain 0.10 0.64
Orgasm domain 0.30 0.16
Lubrication domain 0.24 0.26
Arousal domain 0.21 0.33
Desire domain 0.53 0.009*

FSFI, Female Sexual Function Index; RSES, Rosenberg Self-Esteem Scale.

Spearman's correlation test. * P<0.05.
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Table 6. Between-group comparison of patients with an ostomy or not in relation to the RSES and the FSFI Score

With an ostomy Without an ostomy

Variables n=15 n=8 P-value

Mean (SD)  Median (min-max) Mean (SD) Median (min-max)

RSES 32.7 (3.8) 33 (24-38) 33.3(3.5) 32 (29-39) 0.72
Total FSFI score 8.7(2.4) 5.2(2-32.5) 5.3(1.0) 4.7 (2-11.5) 0.72°
Desire domain 1.9(0.3) 1.2 (1.2-4.8) 2.2(0.3) 1.8 (1.2-3.6) 0.35°
Arousal domain 1.0 (0.5) 0.0 (0-4.8) 0.4 (0.3) 0.0 (0-2.1) 1.00°
Lubrication domain 1.1 (0.5) 0.0 (0-5.7) 0.4 (0.4) 0.0 (0-3) 0.82°
Orgasm domain 1.1 (0.5) 0.0 (0-6) 0.0 (0.0) 0.0 (0-0) 0.32°
Satisfaction domain 2.9(0.5) 3.2 (0.8-6) 2.1(0.5) 1.4 (0.8-4) 0.39°
Pain domain 0.9 (0.5) 0.0 (0-5.2) 0.3(0.3) 0.0 (0-2) 0.72°

FSFI = Female Sexual Function Index; max, maximum; min, minimum; RSES = Rosenberg Self-Esteem Scale;
SD, standard deviation.

2 Student’s t test. ® Mann-Whitney test. * P<0.05.
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Table 7 Between-group comparison of patients with or without a partner in relation to the RSES and the FSFI

score
Has a partner Does not have a partner
Variables n=7 n=16 P-value
Mean (SD) Median (min-max) Mean (SD) Median (min-max)
RSES 32.6 (4.1) 34 (34-306) 33 (3.5) 32.5(27-39) 0.79°
Total FSFI score 12.6 (4.8) 5.2(2-32.5) 5.3(0.8) 5.1(2-13.3) 0.45°
Desire domain 2.1(0.5) 1.8 (1.2-4.8) 1.9 (0.2) 1.8 (1.2-3.6) 0.82°
Arousal domain 1.6 (0.8) 0.0 (0-4.8) 0.4 (0.2) 0.0 (0-3.3) 0.34°
Lubrication domain 1.8 (0.9) 0.0 (0-5.7) 0.4 (0.3) 0.0 (0-3.6) 0.30°
Orgasm domain 2.1(1.1) 0.0 (0-6) 0.1(0.1) 0.0 (0-1.2) 0.15°
Satisfaction domain 3.1 (0.9) 3.2(0.8-6) 2.4(0.4) 2.4 (0.8-4) 0.57°
Pain domain 1.8 (0.9) 0.0 (0-5.2) 0.1(0.1) 0.0 (0-2) 0.15°

FSFI = Female Sexual Function Index; max, maximum; min, minimum; RSES = Rosenberg Self-Esteem Scale;
SD, standard deviation.

@ Student’s t test. ® Mann-Whitney test. * P<0.05.
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CONSIDERAGOES FINAIS

Este estudo contribuiu para uma compreensdo mais aprofundada dos desafios enfrentados por
mulheres com ostomia devido ao cancer colorretal, destacando a complexidade da sexualidade e da
qualidade de vida nessa populacdo. Embora ndo tenha sido encontrada uma diferenca significativa nos
guestionarios aplicados entre mulheres com ou sem ostomia, a alta autoestima observada entre as
participantes e sua associacdo direta com o desejo sexual sdo aspectos notdveis. Estes resultados
sublinham a importancia de uma autoestima positiva, que reflete o respeito e a valoriza¢do da propria

identidade, mesmo diante de desafios significativos como a ostomia.

Além disso, o estudo revelou que, apesar das dificuldades iniciais, muitas mulheres conseguem
ressignificar sua condicdo corporal e encontrar uma nova normalidade, especialmente quando
recebem apoio adequado dos profissionais de saude e de suas familias. Isso refor¢a a necessidade de
uma abordagem centrada na paciente, que considere as dimensdes fisicas, emocionais, sociais e
sexuais como partes essenciais do cuidado. O conhecimento gerado por este trabalho pode, portanto,
orientar os profissionais de saude a oferecerem um suporte mais abrangente e eficaz as mulheres

ostomizadas, promovendo sua saude, bem-estar e relagGes afetivas.



PERSPECTIVAS

Com base nos achados deste estudo, emergem vdrias perspectivas importantes para futuras
pesquisas e praticas clinicas. Primeiramente, ha uma necessidade clara de desenvolver e validar
instrumentos de avaliacdo da sexualidade que sejam mais inclusivos, capazes de abranger mulheres
sem vida sexual ativa, e que levem em consideragdo a integralidade das experiéncias femininas. A
ampliacdo do foco, indo além do ato sexual em si, permitird uma compreensao mais holistica da

sexualidade e de como ela é vivenciada por mulheres ostomizadas.

Além disso, é essencial que os profissionais de salde estejam preparados para abordar de
forma sensivel e competente os aspectos emocionais e psicoldgicos associados a ostomia e a
sexualidade. Isso pode incluir o desenvolvimento de protocolos especificos de orientacdo e
acompanhamento, que oferegam um espago seguro para as mulheres expressarem suas
preocupacgbes e ansiedades, ao mesmo tempo em que as auxiliem a reconstruir sua autoestima e

confianca.

Finalmente, este estudo aponta para a importancia de intervengdes que promovam nao
apenas a saude fisica, mas também o bem-estar emocional e a qualidade das rela¢des afetivas dessas
mulheres. Estratégias de suporte que incorporem a familia e considerem as influéncias culturais e
sociais sdao cruciais para um cuidado verdadeiramente integral e humanizado. A continuidade das
pesquisas nesse campo é fundamental para assegurar que as necessidades dessas mulheres sejam

plenamente atendidas, resultando em uma melhoria significativa de sua qualidade de vida.
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PARECER CONSUBSTANCIADO DO CEP

DADOS DO PROJETO DE PESQUISA

Titulo da Pesquisa: MULHERES COM OSTOMIA DEVIDO AO CANCER COLORRETAL - IMPACTO NA
SEXUALIDADE

Pesquisador: Alice de Medeiros Zelmanowicz

Area Tematica:

Versdo: 2

CAAE: 68371023.6.0000.5327

Instituigcdo Proponente: Hospital de Clinicas de Porto Alegre
Patrocinador Principal: Financiamento Proprio

DADOS DO PARECER

Nuamero do Parecer: 6.053.675

Apresentagéo do Projeto:

As informagdes elencadas nos campos "Apresentagao do Projeto”, "Objetivo da Pesquisa" e "Avaliagao dos
Riscos e Beneficios" foram retiradas do arquivo do projeto e das Informagdes Béasicas da Pesquisa
"PB_INFORMAGOES_BASICAS__DO_PROJETO_2110449 ", de 27/04/2023.

Projeto desenvolvido como requisito parcial para obtengdo do titulo de Mestre no Programa de Pos-
Graduagdo em Ciéncias da Salde: Ginecologia e Obstetricia, Faculdade de Medicina, Universidade Federal
do Rio Grande do Sul.

Introdugéo: A sexualidade & uma das principais caracteristicas inerentes ao ser humano e & vista como um
dos componentes da gqualidade de vida. Segundo a Organizagdo Mundial da Salde (OMS), inclui diversas
dimensdes, influencia pensamentos, sentimentos @ movimentos além de interagir com diversos fatores,
entre eles, os biologicos, psicologicos e espirituais. Um ndmero significativo de pacientes com céncer
colorretal necessita de ostomia permanente ou temporaria como parte do tratamento, gerando efeitos na
qualidade de vida e na sexualidade destas mulheres.

Obijetivo: Avaliar o impacto na sexualidade de mulheres comcancer colorretal portadoras de ostomia, através
do questionario FSFI (Female SexualFunction Index) e Escala de Autoestima de Rosenberg.

Delineamento do estudo: Este estudo trata-se de uma série de casos. Local da pesquisa: Servigo De

Oncologia Clinica do Hospital de Clinicas de Porto Alegre/RS.
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Participantes: Pacientes do sexo feminino com diagnéstico de neoplasia colorretal(CID 10: C18),com
ostomia em algum momento no periodo de janeiro de 2016 a dezembro de 2021.

Aferig@o das variaveis e medidas: Aplicagao dos questionarios FSFI e Escala de Autoestima de Rosenberg
nas mulheres incluidas no estudo.

Resultados esperados: Espera-se encontrar aspectos relevantes que representem o impacto na sexualidade
das pacientes estudadas. Acredita-se que o conhecimento gerado neste estudo possa contribuir
significativamente para que profissionais da area da saldde possam auxiliar as mulheres com céncer
colorretal ostomizadas quanto ao Impacto sobre a sua sexualidade, aprimorando o seu cuidado. Palavras-
chave: cancer colorretal, ostomia, mulher e sexualidade

Objetivo da Pesquisa:
Objetivo Primario: Avaliar o impacto na sexualidade em mulheres com ostomia devido ao cancer colorretal.
Objetivo Secundario: Relacionar caracteristicas sociodemograficas e a escala de autoestima com o grau de

impacto na sexualidade da populagdo estudada.

Avaliagdo dos Riscos e Beneficios:

Risco/beneficio de pesquisa aceitavel.

Riscos: Os possiveis riscos decorrentes da participagdo na pesquisa incluem o risco de quebra de
confidencialidade, ainda que involuntaria e ndo intencional, que serdo minimizados com a limitagdo do
acesso aos seus dados apenas pelos pesquisadores dessa pesquisa e pelo uso apenas do tempo
necessario para a coleta e analise dos dados. Os possiveis desconfortos relacionados a participagéo da
pesquisa sdo decorrentes do tempo de resposta aos questionarios e pode haver algum grau de
constrangimento por se tratar de um assunto gque envolve a sua intimidade/sexualidade.
Beneficios: A participagdo neste estudo ndo trara nenhum beneficio direto a paciente, porém contribuira
para aprimorar o conhecimento na area da sexualidade, beneficiando as mulheres, com o objetivo de
promover a salde e o bem-estar, além de aprimorar o cuidado de futuras pacientes nessa situagéo.

Comentarios e Consideragdes sobre a Pesquisa:
Como serdo coletados os dados: A amostra sera identificada através de query que tenham os
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seguintes filtros: pacientes com acompanhamento nas agendas do Servigo de Oncologia e do ambulatario
de Enfermagem Adulto Estomias, no periodo de 01/01/2016 a 31/12/2021, com CID C18 a CID C19.9, além
da informag3do de permissao de acesso pela LGPD.

Podera ser realizado acesso ao prontuario para consulta a dados faltantes.

Convite por telefone para participag@o na pesquisa. Preenchimento questionarios e entrevista gualitativa a
ser realizada no Centro de Pesquisa Clinica-HCPA.

Questionario de sexualidade: FSFI-6 e Escala de Auto Estima de Rosenberg

Analise qualitativa com roteiro de topicos e entrevistas audio-gravadas, transcritas na integralidade.
Critérios de inclusdo: Serdo incluidas as mulheres com ostomia devido ao cancer colorretal (ostomia
presente no momento ou ja com reversdo do transito intestinal), maiores de 18 anos e que concordem em
participar do estudo apos assinatura do Termo de Consentimento Livre e Esclarecido

Critério de Excluséo: Serdo excluidas as mulheres que nédo responderem o questionario de sexualidade,

independente do motivo.

Consideracdes sobre os Termos de apresentagdo obrigatoria:
Apresenta TCLE.
Apresenta roteiro de ligagao telefonica: adequado.

Conclusdes ou Pendéncias e Lista de Inadequagbes:
As pendéncias emitidas para o projeto no parecer N.® 6.011.792 foram respondidas pelos pesquisadores,

conforme carta de respostas adicionada em 27.04.2023. N&o apresenta novas pendéncias.

Consideracdes Finais a critério do CEP:

- Diante do exposto, o Comité de Etica em Pesquisa do Hospital de Clinicas de Porto Alegre, de acordo com
as atribuigdes definidas na Resolugdo CNS N.° 466/2012 e na Norma Operacional CNS/Conep N.®
001/2013, manifesta-se pela aprovagéo do projeto de pesquisa proposto.

- O projeto esta aprovado para inclusdo ou revisdo de registros de 79 participantes neste centro.

- Os projetos executados no HCPA somente poderdo ser iniciados quando seu status no sistema AGHUse

Pesquisa for alterado para “Aprovado”, configurando a aprovagéo final da Diretoria de Pesquisa.
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= Textos e anlncios para divulgacdo do estudo e recrutamento de participantes deverdo ser submetidos
para apreciagdo do CEP, por meio de Notificagéo, previamente ao seu uso. A redagao devera atender as
recomendagdes institucionais, gue podem ser consultadas na Pagina da Pesquisa do HCPA.

- Eventos adversos deverao ser comunicados de acordo com as orientagdes da Comissdo Nacional de Etica
em Pesquisa - Conep (Carta Circular N.° 13/2020-CONEP/SECNS/MS). Os desvios de protocolo também
deverdo ser comunicados em relatorios consolidados, por meio de Motificagéo.

- Deverdo ser apresentados relatorios semestrais e um relatorio final. Estes relatorios deverdo ser
submetidos acompanhados do Relatorio Consolidado de Eventos Adversos Graves (EAGs), conforme
preconiza a Carta Circular n® 13/2020-CONEP/SECNS/MS.

- Os modelos disponiveis para Notificagdo de Eventos Adversos e Relatorios Consolidados de EAGs podem
ser consultados na Pagina da Pesquisa do HCPA, Area do Pesquisador, aba “Eventos Adversos e Desvios

de Protocolo”.

Este parecer foi elaborado baseado nos documentos abaixo relacionados:

Tipo Documento Arquivo Postagem Autor Situagédo
Informagées Basicas|PB_INFORMACOES_BASICAS_DO_P | 27/04/2023 Aceito
do Projeto ROJETO 2110349.pdf 10:55:26
Qutros TCLEalteracoesdestacadas.docx 27/04/2023 |EMILY TONIN DA Aceito
10:54:41 |COSTA

Outros Projeto2023alteracoesdestacadas.docx | 27/04/2023 |EMILY TONIN DA Aceito
10:54:08 |COSTA

Qutros CartadeRespostaPendencias.docx 27/04/2023 |EMILY TONIN DA Aceito
10:52:56 |COSTA

Projeto Detalhado / | Projeto2023final.docx 27/04/2023 [EMILY TONIN DA Aceito

Brochura 10:50:27 |COSTA

| Investigador

TCLE / Termos de | TCLEfinal.docx 27/04/2023 [EMILY TONIN DA Aceito

Assentimento / 10:50:13 |COSTA

Justificativa de

| Auséncia

Folha de Rosto FolhadeRosto2.pdf 29/03/2023 [EMILY TONIN DA Aceito
19:05:01 |COSTA

Situagdo do Parecer:
Aprovado
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MNecessita Apreciacdo da CONEP:
Nao

PORTO ALEGRE, 11 de Maio de 2023

Assinado por:
Daisy Crispim Moreira
(Coordenador(a))
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APENDICES

APENDICE A: TERMO DE CONSENTIMENTO LIVRE E ESCLARECIDO
N2 do projeto GPPG ou CAAE

Titulo do Projeto: MULHERES COM OSTOMIA DEVIDO AO CANCER COLORRETAL: IMPACTO NA
SEXUALIDADE

Vocé esta sendo convidada a participar de uma pesquisa cujo objetivo é avaliar o impacto da
ostomia na sexualidade das mulheres. Esta pesquisa esta sendo realizada pelo Servigco de Oncologia
Clinica do Hospital de Clinicas de Porto Alegre (HCPA).

Se vocé aceitar o convite, sua participagdo na pesquisa envolvera:

(1) responder trés questionarios aplicados pelo pesquisador ou um de seus colaboradores
devidamente treinado, compostos por questdes de respostas simples, sendo a maioria com opg¢Ges
de respostas prontas. Os questiondrios deverdao ser preenchidos individualmente e caso sejam
necessarias informag¢des complementares sobre sua saude, o seu prontudrio do HCPA poderd ser
consultado.

(2) entrevista aberta baseada em tdpicos (entrevista qualitativa) visando examinar aspectos
especificos. Todas as entrevistas serdo audiogravadas e transcritas em sua integralidade.

Os possiveis riscos decorrentes da participa¢do na pesquisa incluem o risco de quebra de
confidencialidade, ainda que involuntaria e ndo intencional, que serdo minimizados com a limitacado
do acesso aos seus dados apenas pelos pesquisadores dessa pesquisa e pelo uso apenas do tempo
necessario para a coleta e anadlise dos dados. Os possiveis desconfortos relacionados a participacdo
da pesquisa sdo decorrentes do tempo de resposta aos questiondrios/entrevista qualitativa (tempo
gasto estimado de 40 minutos) e pode haver algum grau de constrangimento por se tratar de um
assunto que envolve a sua intimidade/sexualidade. A participa¢do neste estudo ndo trard nenhum
beneficio direto a vocé, porém contribuird para aprimorar o conhecimento na drea da sexualidade,
beneficiando as mulheres, com o objetivo de promover a saude e o bem-estar, além de aprimorar o
cuidado de futuras pacientes nessa situacao.

Sua participagdo na pesquisa é totalmente voluntdria, ou seja, ndo é obrigatéria. Caso vocé
decida ndo participar, ou ainda, desistir de participar e retirar seu consentimento, ndo havera
nenhum prejuizo ao atendimento que vocé recebe ou possa vir a receber na instituicdo. Ndo esta
previsto nenhum tipo de pagamento pela sua participacdo na pesquisa e vocé ndo terd nenhum custo
com respeito aos procedimentos envolvidos. Também ndo havera pagamento pelo seu deslocamento.
Durante o levantamento de dados vocé poderd ser encaminhada para avaliacdo ambulatorial, sem
nenhum custo pessoal. Caso durante a entrevista seja identificado relato de dor (dispareunia) ou
dificuldade na lubrificagdo vaginal, vocé poderd ser encaminhada ao médico assistente para
acompanhamento/tratamento da queixa apresentada. Caso durante a entrevista seja identificado
sintomas de baixa autoestima e fragilidade emocional, com impacto na qualidade de vida, vocé sera
encaminhada ao servico de atencdo primdria de sua area de abrangéncia para atendimento e
acompanhamento psicolégico.
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Os dados coletados durante a pesquisa durante a pesquisa serdo sempre tratados
confidencialmente. Os resultados serdao apresentados de forma conjunta, sem a identificagdo dos
participantes, ou seja, o seu home ndo aparecera na publicacdo dos resultados.

Caso vocé tenha duvidas, podera entrar em contato com os pesquisadores responsdveis Alice
De Medeiros Zelmanowicz e Emily Tonin da Costa, pelos telefones (51) 991342774 e (54) 99998-6720
respectivamente, ou com o Comité de Etica em Pesquisa do Hospital de Clinicas de Porto Alegre
(HCPA), pelo e-mail cep@hcpa.edu.br, telefone (51) 33596246 ou Av. Protasio Alves, 211 - Portdo 4 -
52 andar do Bloco C - Rio Branco - Porto Alegre/RS, de segunda a sexta, das 8h as 17h.

Esse Termo é assinado em duas vias, sendo uma para o participante e outra para os
pesquisadores.

Nome do participante da pesquisa

Assinatura

Nome do pesquisador que aplicou o Termo

Assinatura

Local e Data:
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APENDICE B: ROTEIRO DE LIGACAO TELEFONICA
Projeto numero GPPG ou CAAE:

Bom dia/Boa tarde, o meu nome é Emily Tonin da Costa, sou pesquisador do projeto que esta
sendo realizado no Hospital de Clinicas de Porto Alegre “MULHERES COM OSTOMIA DEVIDO AO
CANCER COLORRETAL: IMPACTO NA SEXUALIDADE”

Poderia falar com a Sra (nome da paciente potencial participante).

O objetivo do projeto é avaliar o impacto da ostomia na sexualidade das mulheres portadoras

de cancer colorretal.

Estou ligando para convidar a senhora a participar desta pesquisa, pois verificamos que vocé
realiza acompanhamento no Servigco de Oncologia Clinica devido a cancer colorretal e possui ostomia

(ou possuiu).

Se tiver interesse em participar, vocé terd que responder a trés questiondrios sobre

sexualidade, autoestima e dados sociodemograficos.

Ressaltamos que caso ndo tenha interesse em participar, isto ndo interfere em nada no seu

atendimento ou em consultas e exames ja agendados.

Se estiver de acordo, serd agendado uma entrevista, com conversa frente a frente, para
orientar sobre o Termo de Compromisso Livre e Esclarecido do projeto e para responder aos

guestionarios.
Vocé gostaria de participar: ( ) Sim

( ) Nso
Se ndo aceitar, agradecer pelo tempo e atengdo.

Pesquisador responsavel:
Contato disponibilizado:

Dados a serem preenchidos pelo pesquisador depois da ligagao:
Participante:

Dia da ligagao:

Hora da ligacdo:

Pesquisador que realizou a ligacdo:

Assinatura do Pesquisador:



APENDICE C: ESCALA DE AUTOESTIMA DE ROSEMBERG
Leia cada frase com atencdo e faca um circulo em torno da op¢do mais adequada
1. Eusinto que sou uma pessoa de valor, no minimo, tanto quanto as outras pessoas.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

2. Euacho que eu tenho varias boas qualidades.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

3. Levando tudo em conta, eu penso que eu sou um fracasso.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

4. Euacho que sou capaz de fazer as coisas tdo bem quanto a maioria das pessoas.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

5. Euacho que eu ndo tenho muito do que me orgulhar.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

6. Eutenho uma atitude positiva com relacdo a mim mesmo.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

7. No conjunto, eu estou satisfeito comigo.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

8. Eu gostaria de poder ter mais respeito por mim mesmo.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

9. Asvezes eu me sinto inutil.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

10. As vezes eu acho que n3o presto para nada.
(1) Discordo Totalmente (2) Discordo (3) Concordo (4) Concordo Totalmente

Observacdo: Os itens 3, 5, 8, 9 e 10 devem ser invertidos para calcular a soma dos pontos.



APENDICE D: QUESTIONARIO 1 - DADOS GERAIS

INFORMAGOES SOCIODEMOGRAFICAS
1) DATA DA ENTREVISTA
2) ENTREVISTADOR
3) DATA DE NASCIMENTO

4) COR OU RACA
( ) BRANCA
() PRETA
( ) PARDA
( ) AMARELA
( ) INDIGENA
( ) PREFIRO NAO RESPONDER

5) SITUAGCAO CONJUGAL
() COM PARCERIA
( ) SEM PARCERIA
(') PREFIRO NAO RESPONDER

6) GRAU ESCOLARIDADE
(') SEM ESCOLARIDADE
(') ENSINO FUNDAMENTAL (12 GRAU OU EQUIVALENTE) INCOMPLETO
(') ENSINO FUNDAMENTAL (12 GRAU OU EQUIVALENTE) COMPLETO
(') ENSINO MEDIO (22 GRAU OU EQUIVALENTE) INCOMPLETO
( ) ENSINO MEDIO (22 GRAU OU EQUIVALENTE) COMPLETO
( ) SUPERIOR INCOMPLETO
() SUPERIOR COMPLETO OU MAIS

7) RENDA FAMILIAR EM NUMERO DE SALARIOS MINIMOS:
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APENDICE E: QUESTIONARIO 2 - INDICE DE FUNGAO SEXUAL FEMININA

1)

Nas ultimas 4 semanas, com que frequéncia (quantas vezes) vocé sentiu desejo ou interesse

sexual?

~ O o0o0oo0oao

OO0 o d

3)

Quase nunca ou nunca

Poucas vezes (menos da metade do tempo)

Algumas vezes (cerca de metade do tempo)

A maioria das vezes (mais do que a metade do tempo)

Quase sempre ou sempre

Nas ultimas 4 semanas, como vocé avalia o seu grau de desejo ou interesse sexual?

Muito baixo ou absolutamente nenhum
Baixo

Moderado

Alto

Muito alto

Nas ultimas 4 semanas, como que frequéncia (quantas vezes) vocé se sentiu sexualmente

excitada durante a atividade sexual ou ato sexual?

O 000004

4)

Sem atividade sexual

Quase nunca ou hunca

Poucas vezes (menos da metade do tempo)

Algumas vezes (cerca de metade do tempo)

A maioria das vezes (mais do que a metade do tempo)

Quase sempre ou sempre

Nas ultimas 4 semanas, como vocé classificaria seu grau de excitacdo sexual durante a

atividade ou ato sexual?

U
L
L
U
U

Sem atividade sexual

Muito baixo ou absolutamente nenhum
Baixo

Moderado

Alto
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5)
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Muito alto

Nas ultimas 4 semanas, como vocé avalia o seu grau de seguranca para ficar sexualmente

excitada durante a atividade sexual ou ato sexual?

O o0oo0o0ooao

6)

Sem atividade sexual

Seguranga muito baixa ou sem seguranca
Seguranca baixa

Segurang¢a moderada

Segurancga alta

Seguranga muito alta

Nas ultimas 4 semanas, com que frequéncia (quantas vezes) vocé ficou satisfeita com sua

excitacao sexual durante a atividade ou ato sexual?

O 000004

7)

Sem atividade sexual

Quase nunca ou hunca

Poucas vezes (menos da metade do tempo)

Algumas vezes (cerca de metade do tempo)

A maioria das vezes (mais do que a metade do tempo)

Quase sempre ou sempre

Nas ultimas 4 semanas, com que frequéncia (quantas vezes) vocé teve lubrificacdo vaginal

(ficou com a “vagina molhada”) durante a atividade sexual ou ato sexual?

O 0O 00 d

8)

Sem atividade sexual

Quase nunca ou hunca

Poucas vezes (menos da metade do tempo)

Algumas vezes (cerca de metade do tempo)

A maioria das vezes (mais do que a metade do tempo)

Quase sempre ou sempre

Nas ultimas 4 semanas, como vocé avalia sua dificuldade em ter lubrificacdo vaginal

(ficar com a “vagina molhada”) durante o ato sexual ou atividades sexuais?

0
0

Sem atividade sexual

Extremamente dificil ou impossivel
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I Muito dificil
1 Dificil
[ Ligeiramente dificil

] Nada dificil

9) Nas ultimas 4 semanas, com que frequéncia (quantas vezes) vocé manteve a lubrificacio
vaginal (ficou com a “vagina molhada”) até o final da atividade ou ato sexual?

Sem atividade sexual

Quase nunca ou nunca

Poucas vezes (menos da metade do tempo)
Algumas vezes (cerca de metade do tempo)

A maioria das vezes (mais do que a metade do tempo)

O o0oo0o0ooao

Quase sempre ou sempre

10) Nas ultimas 4 semanas, qual foi sua dificuldade em manter a lubrificacdo vaginal
(“vagina molhada”) até o final da atividade ou ato sexual?

[J Sem atividade sexual

[] Extremamente dificil ou impossivel
LJ Muito dificil

L] Dificil

L] Ligeiramente dificil

] Nada dificil

11) Nas ultimas 4 semanas, quando vocé teve estimulo sexual ou ato sexual, com que frequéncia
(quantas vezes) vocé atingiu o orgasmo (“gozou”)?

1 Sem atividade sexual

Quase nunca ou hunca

Poucas vezes (menos da metade do tempo)
Algumas vezes (cerca de metade do tempo)

A maioria das vezes (mais do que a metade do tempo)

OO0 0 d

Quase sempre ou sempre
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12) Nas ultimas 4 semanas, quando vocé teve estimulo sexual ou ato sexual, qual foi sua
dificuldade em vocé atingir o orgasmo (”climax/gozou”)?

Sem atividade sexual

Extremamente dificil ou impossivel

Muito dificil

Dificil

Ligeiramente dificil

Oo0o0o0ooao

Nada dificil

13) Nas ultimas 4 semanas, o quanto vocé ficou satisfeita com sua capacidade de atingir o
orgasmo (“gozar”) durante a atividade ou ato sexual?

Sem atividade sexual

Muito insatisfeita

Moderadamente insatisfeita

Quase igualmente satisfeita e insatisfeita

Moderadamente satisfeita

Oo0oo0o0ooao

Muito satisfeita

14) Nas ultimas 4 semanas, o quanto vocé esteve satisfeita com a proximidade emocional entre
vocé e seu parceiro(a) durante a atividade sexual?

L] Sem atividade sexual

L1 Muito insatisfeita

1 Moderadamente insatisfeita

] Quase igualmente satisfeita e insatisfeita
[ Moderadamente satisfeita

[0 Muito satisfeita

15) Nas ultimas 4 semanas, o quanto vocé esteve satisfeita com o relacionamento sexual entre
VOCé e seu parceiro(a)?

1 Muito insatisfeita

[l Moderadamente insatisfeita

] Quase igualmente satisfeita e insatisfeita
[ Moderadamente satisfeita

[0 Muito satisfeita
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16) Nas ultimas 4 semanas, o quanto esteve satisfeita com sua vida sexual de um modo geral?

] Muito insatisfeita

1 Moderadamente insatisfeita

] Quase igualmente satisfeita e insatisfeita
1 Moderadamente satisfeita

[ Muito satisfeita

17) Nas ultimas 4 semanas, com que frequéncia (quantas vezes) vocé sentiu desconforto ou dor
durante a penetragdo vaginal?

N3o tentei ter relacdo

Quase nunca ou nunca

Poucas vezes (menos da metade do tempo)
Algumas vezes (cerca de metade do tempo)

A maioria das vezes (mais do que a metade do tempo)

O o0Oo0oo0oogaod

Quase sempre ou sempre

18) Nas ultimas 4 semanas, com que frequéncia (quantas vezes) vocé sentiu desconforto ou dor
apos a penetracao vaginal?

Nao tentei ter relagao

Quase nunca ou nunca

Poucas vezes (menos da metade do tempo)
Algumas vezes (cerca de metade do tempo)

A maioria das vezes (mais do que a metade do tempo)

Oo0o0o0ooao

Quase sempre ou sempre

19) Nas ultimas 4 semanas, como vocé classificaria seu grau de desconforto ou dor durante ou
apods a penetragdo vaginal?

Nao tentei ter relagao
Muito alto

Alto

Moderado

Baixo

O o0oo0o0ooao

Muito baixo ou absolutamente nenhum
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APENDICE F: ROTEIRO DE ENTREVISTA

TRAJETORIA PESSOAL

Iniciar solicitando que a entrevistada conte um pouco sobre sua trajetdria (“poderia falar um pouco
sobre vocé: o que vocé faz, vocé tem filhos, é casada...”).

Compreender a trajetdria afetiva (parceria afetiva atual, constituicdo familiar, trajetdria profissional,
escolaridade, com quem reside e rede de apoio).

VIDA AFETIVA SEXUAL ANTES DO EPISODIO DE ADOECIMENTO

Explorar como se deu o inicio da vida sexual (em que época ocorreu a iniciagdo, quem era a parceria,
0 que achou da primeira experiéncia). Explorar outras parcerias ao longo da vida com quem teve
atividade sexual. Perguntar a(s) pratica(s) sexuais mais frequentes, se tinha prazer com o ato sexual,
se havia algo que ndo agradava, se ja teve a experiéncia de fazer sexo sem desejo. Explorar se
ocorreram periodos de maior ou menor desejo sexual (nascimento de filhos, por exemplo).

EXPERIENCIA DE ADOECIMENTO

Explorar como foi o processo de diagndstico de cancer (a descoberta foi em exame de rotina ou ela
apresentava algum sintoma sugestivo); como foi receber a noticia; como a familia reagiu (e,
especialmente a parceria); qual era a maior preocupacdo da entrevistada frente ao diagnéstico. Como
foi/é o tratamento (ostomia, quimio, radio, outros procedimentos), quais foram as principais
mudancas que ela notou em sua vida em func¢do do tratamento. Como ela lida com a ostomia (ha
alguma dificuldade, constrangimento, ela deixou de fazer algo em fun¢do disto). Mudanga na
percepcao sobre a imagem corporal apds a ostomia.

IMPACTO DA OSTOMIA NA SEXUALIDADE

Verificar a ocorréncia de mudangas no comportamento sexual devido a ostomia: diminuicdo ou
aumento de pratica sexual, de desejo, de interesse da parceria, desconfortos durante a pratica sexual.
Presenca de sentimentos de vergonha, medo em relacdo a pratica sexual. Explorar se ocorreu alguma
mudanca em rela¢do ao relacionamento afetivo e/ou comportamento do parceiro e se isto interfere
na sexualidade.
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