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Objectives

Little attention has been devoted to the emotional journey
of women with locally advanced cervical cancer (LACC)
In Brazil. This study sought to understand the emotional

sr:ates and information-seeking behaviors reported by The LACC journey is complex and emotional, highlighting unmet needs for patients despite treatment.
these women.

DIAGNOSIS TREATMENT

Background

Once receiving their diagnosis, women experienced fear and
anxiety, including feeling lost, helpless, shocked, overwhelmed
and in denial. Several (7) experienced stigma associated with

While women were hopeful and confident after Most (24) discussed untoward effects of
deciding on their treatment plan, they at the same treatment including long term effects; among
time expressed concern and worried about side these, 7 expressed unpreparedness and/or

Cervical cancer patients struggle Wwith complex decisions affecting CC. effect_s of treatment. T_welv_e of traveling to treatment. regret, including 3 vv_ho regretted that children
their health ferti”ty and Sexua”ty_ A treatment decision may “In the beginning, | was extremely worried. In general, when we receive the mentioned troubles with distance or expense. were no longer possible.
’ ’ . : : diagnosis of cancer, it is something that we do not have knowledge about. So,

offer hOpe for a gOOd outcome while causing pSyCh0|Og|CaI you do not know what will happen to you exactly. In Brazil, when we receive the “It was missing, no one told me, for example, that | would

distress (Germeni, 20 14). diagnosis of cancer, it seems like a death sentence.” BRO1 have all these sequelae from radiotherapy, or chemotherapy,
« : : : nothing... | developed a fistula...| developed a nerve injury

. . : : : It was a mix of feelings, to be honest. It was the fear, the relief of : o :
Informative resources can alleviate this burden, helping patients “When | talked with my mother, she did not want me to tell people. She said, owing something that was bad for me wag being removed. That e Pl e g T S Sem g U=t L
T : “You will not tell anyone.” | said, “No, | will talk. If God gave me these purposes, as it.” BR20 ot, alot, alol, alot.
comp rehend their di agnosis, p lan ahead and assess he wants something from me.” So, there was no reason to hide it. We must e
treatment choices. Information can motivate patients to active|y share even more when it comes to cervical cancer. Although people think it is an

“This was a very negative part, the fact of not being able to
live that, that anguish. The fact | could not be a mother
impacted me a lot. The scar impacted me aesthetically but

easier cancer, it is not. Itis not.” BROS “The second barrier was finding specialists in the field. | live in a

city and region where there is no specialist in gynecology oncology.
So, there is no health professional in this field here. | had to look for

engage in treatment decisions.

Numerous studies show that most cancer patients prefer C\;Vnhca;rh\slrsﬁz?:;ﬂ”b\g:g gi?t'y_f}asv;dCé‘r;;iatLZalgizrz;-g:;g!eBa;ggciate cervical them in two capitals of my state and states next to mine.” BRO1 also left me destroyed.” BRO7
iInvolvement and being well-informed; such knowledge can ’ |
Improve:

* Clinical outcomes
* Mental health
» Treatment satisfaction (Hillen 2011, Kane 2014).

This research builds on our previous study of information seeking

neef(is among wome)n with metastatic, persistent, and recurrent As they embarked on their CC journey, women sought empowerment by seeking knowledge, and often a second opinion.
CC (Szamreta 2022).

Women'’s information seeking made them feel at ease/relaxed/relieved (4), and happy/prepared (2), but also uncertain/anxious (4), and shameful/sad (1). The top resources women
used were online search engines (18) and social media message board forums (6). Women sought information about treatment, the experience of other patients, and survival
and cervical cancer generally.

“Everything that brought me emotional conformity was more

>

Table 2. ;TTgre is nohinf[cr)]rmation g_bou;[r;[his, therle's ?hot[\ing; p_eOF_?_ls meaningful. For example, “This medication and this protocol @
. . . . ) ) elping eacn other regaraing tne sequelae tnat remain. e ; ” :
Semi-structured 60-minute telephone interviews were Information sought by LACC patients sequelae that we're going to have, how to prepare for them, zggfcﬁlzgafg?g If‘;:]ee"tt}m“eeas'gngesgfytchl:;z are t""r;‘gf/'egf;e LJ
conducted from March to November 2022 among 25 women and thOWc}cl) deal V‘(’j'tr; thlertnT_h that's also urllavailz_;\ble_.t It doesn't emotionally impacted me more when deciding and choosing. ' |
diagnosed with LACC within the past 2 years in Brazil. XIS ant 1 MISSes 7 a . 11STe are peop’e Sayiny 118 Canter—so, there was this argument. For example, if the answer
J P y Treatment info, side effects 10 ﬁ?d dscél 0':" bfjttr,]oég';i regarding how to go through with it — impacts me emotionally, making me feel comfortable, it would
This research elicited voices representing diverse Cancer info (causes, symptoms, terms, " 'S AN ExXISE be more effective.” BRO1
; : : vaccine, staging)

demographic & socioeconomic groups. Othor oationts oxperionces .
Trained moderators asked open-ended questions about Srilel 1 | found out that cancer can be cured. To me. this information “What impacted me the most was the number of people with

- - - - - - Relapse, metastasis, cancer progression 1 : ; ' ’ the same disease. | did not imagine it was the number of
experience and emotions during the journey from diagnosis to et e , was the most meaningful.” BR02 seople. When | started to research on Facebook, | did not

treatment decision, including information seeking. In order to
emphasize those elements that are important to the patient, not
every participant was required to discuss every topic. Transcripts
were coded using NVivo qualitative analysis software to identify
key themes that emerged from the data. ' ’

The study included high-risk LACC patients (FIGO 2014 stage
IB2-1I1B with node-positive disease or stage llI-IVA, self report)
who had selected a treatment within the past two years. Patients
who had completed treatment were also part of the study to Th e d | ag nos | S an d
ensure accurate treatment information. The study was reviewed Physicians were an information source for 20 women, and 8 mentioned not seeking a second opinion due

by the Pearl IRB and received Exemption Status on February 14, to trust in their doctor. Asking detailed questions can be a form of self-advocacy; most women felt their treatm ent fOr LACC

imagine there were so many women with the same disease |
had. | thought there were few cases, but there are many.” BR20

Conclusions

LACC patients rely on their healthcare team as an important source of information.

2022. guestions were answered and came away with positive feelings and confidence. | mbpose a h eaqv

Physicians most frequently shared general information about CC. Several reported their physician p _ y _
Demographics and Patient Characteristics sharing confidence in treatment and raising the chance to be cured after surgery/treatment. emotion al and p hyS|Ca|
25 women participated representing multiple race/ethnicities, burden on 0 atients
states, and health systems: Table 3. :

Information shared by physicians about LACC P otential Iy leavin g

2 had completed primary education,

: i women feelin
11 had Completed Secondary education, and “He made me feel confident about what he was going to do and O e ee g
° : : General treatment info, general side effects 15 thinking to do. However, he has always said to me it was my
12 haa ComPIEted hlgher education. Chance of a cure 12 decision. In this case, | think it is hard to make a decision against u n p rep ared O r reg retfu I .
o ' : ' : . the doctor, mainly when you imagine he is doing the right thing.
8 qlld not Wlsh_ for chlldren/molr.e children; h_owever, 10 wanted Efficacy, survival, expectations, next steps . However, if | said, “No, | do not want to do surgery,” it was not f |
children but didn't pursue fem“ty preservatlon and 3 were Confidence in treatment 4 going to happen. If | said, “No, | do not want to do H Owever y S u CC eS S u
uncertain about their wish for children. chemotherapy,” it would be okay. He sent me what was best, and . . .
| believed him and did it.” BRO4 InNnformation seekin g can
“She said there is no recipe when it comes to cancer. For ] ]
o o example, do this to get this result. However, in stage I,
Table 1. Participant characteristics (count) chances of getting cured are high.” BR04 _ _ | | h el p turn th 1S d auntin g
“They discussed with me the best options. When we saw it had . r n e | n to an
decreased he said, “The whole team voted for surgery.
Characteristic LACC Patients Characteristic LACC Patients However, if you do not want to do it, it is your Choige_%ou can J ou y -
ici start another treatment.” BRO7
Age Race and Ethnicity “She did; she explained everything to me. | left the place em p OWGT | n g O ﬂ e y W h ere
Mean 35.7 Black 1 with more knowledge.” BR26
Min 26 White 13 trusted healthcare
“No, he always explained everything; he was very clear, telling .
Ma 49 Pardas = me what happened, what could happen, that if | wanted to have p FOVI d ers em erg e as
‘I made a lot of questions. They answered all of them. | children, | wouldn’t be able to anymore because of the ] ]
Urban 23 Public 11 think that is why | trusted both doctors a lot.” BR02 treatment.” BR10 Cruci al p | I I ars Of

Rural 2 Private 14

support and knowledge,
particularly when
“‘Nowadays, it is WhatsApp. It is hardly a call. | would keep it this way

When interacting with their healthcare providers, 13 women because | have always received a quick answer every time | needed i i i
opted for in-person appointments. 12 (5 with public it.” BRO6 C O m m u n I C at I O n I S

Figure 1. Residence

e insurance, 7 with private insurance) utilized messaging apps f - I t t d b
e and among these, 11 favored messaging due to prompt “No, | don’t have anything; | have to go to the clinic, and that’s it — | acllitate y
y responses and the convenience of avoiding travel. schedule an appointment and have the consultation. | don’t have a ]
o, _ o _ _ WhatsApp contact or something like that.” BR13 g g p p
L However, 8 women (7 with public insurance, 1 with private m eS S a- I n a S -
0 """ insurance) indicated that they can only engage with their | - | N
| LA : : something happens, like pain, | need to look for the hospital outpatient
outpatient or emergency services for urgent concerns. service.” BR20
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