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Abstract

Purpose There is currently no information on how caregivers for women diagnosed with cervical cancer in Guate-
mala, particularly daughters, are affected by their supportive role. This study’s objective was to describe the support
role of caregivers in the country, with a focus on daughters with a mother diagnosed with cervical cancer.

Methods This analysis utilizes data from a cross-sectional study which aimed to understand pathways to cervical
cancer care. Women seeking cervical cancer treatment at the Instituto de Cancerologia (INCAN) in Guatemala City,
Guatemala and their companions were surveyed. Descriptive statistics were calculated.

Results One hundred forty-five women seeking treatment and 71 companions participated in the study. Patient’s
daughters were most frequently reported as the person who provided the most support (51%) and as the most
reported to have encouraged the patient to seek care. Furthermore, daughters were noted as the person most
reported to fulfill the major household and livelihood roles of the patient while they were seeking or receiving treat-
ment (38.0%). Most daughters reported that they were missing housework (77%), childcare (63%), and income-earn-
ing activities (60%) to attend the appointment with their mothers.

Conclusion Our study suggests that in Guatemala cervical cancer patient’s daughters have a significant support role
in their mother’s cancer diagnosis. Furthermore, we found that while caring for their mothers, daughters in Guatemala
are often unable to participate in their primary labor activities. This highlights the additional burden that cervical
cancer has on women in Latin America.
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Introduction

Cervical cancer is largely preventable through screen-
ing and Human Papillomavirus (HPV) vaccination [1].
However, due to a lack of widespread comprehensive
screening programs as well as historically underfunded
healthcare systems, [2, 3] it remains the second most
common cancer for women living in low- and middle-
income countries (LMIC) [4]. Among women in LMICs
who do seek care, many face a limited number of pub-
licly available centers that provide effective screening and
cancer care, as well as lacking availability of trained med-
ical staff, leaving many women unscreened or unable to
complete treatment for premalignant lesions or cancers
[5-7]. As a result, women in LMICs are more likely to be
diagnosed with late stages of the disease [8] and 88% of
global cervical cancer deaths occur in these settings [4].

As in other LMIC settings, the burden of cervical can-
cer in Guatemala is high. The adjusted standard mortal-
ity rate of cervical cancer in Guatemala is 11.9 deaths
per 100,000 person-years, which is six times higher than
the United States (2.1 deaths per 1000,000 person years)
[9]. At the country level there are only a handful of spe-
cialized public hospitals providing services to cancer
patients. Thus, most patients are treated at tertiary care
hospitals located in Guatemala City, requiring many
women to travel from across the country to seek cervical
cancer treatment. Given that the capacity and resources
of these public hospitals are limited, patients are often
referred to the Instituto Nacional de Cancerologia
(INCAN), the only non-profit hospital in Guatemala
specializing in cancer treatment for adults, usually at no
cost. However, women can attend INCAN directly and
pay small fees to get attention if they wish so. Women at
INCAN have access to chemotherapy, radiation, and sur-
gery. The type of treatment and its length depends on the
stage at diagnosis and treatment availability at that time.
As a result, the lack of widespread services has led to
unsurprisingly inconsistent care and treatment. A 2019
study by Zamorano et al. reviewed the charts of women
seeking care at INCAN from 2005-2007 and found that
approximately 25% of women diagnosed did not initiate
care after their diagnosis and a further 20% were lost to
follow up after six months [10].

Existent research has focused on the role of spouses
[11-13] and children in general [14, 15] with regards to
a woman’s cervical cancer diagnosis in LMICs. How-
ever, there is limited knowledge on the support role of
other caregivers, and more specifically on the role of
patient’s daughters in relation to their mother’s cervical
cancer diagnosis. To our knowledge this is the first study
to focus on the support role of daughters with moth-
ers diagnosed with cervical cancer in Guatemala. The
gendered nature of caregiving necessitates an improved

Page 2 of 8

understanding of the support provided by daughters, as
women in these countries typically bear the burden of the
majority of paid and unpaid caring work [16—18]. This in
turn limits their ability to access educational and employ-
ment opportunities. The present study aims to describe
which individuals provide the most support to women
seeking cervical cancer care in Guatemala and assess the
burden of care for the daughters of women seeking cervi-
cal cancer care.

Methods

Study population

This study utilizes data from a cross-sectional study con-
ducted at INCAN that aimed to understand the path-
ways to care for cervical cancer. The study recruited
women seeking cervical cancer care and their compan-
ions. Women were eligible for the study if they were (i)
currently seeking cervical cancer treatment at INCAN;
(ii) over the age of 18; and (iii) spoke Spanish or were
accompanied by someone who could act as a translator.
Companions were eligible for the study if they (i) were
accompanying an individual with cervical cancer seeking
treatment at INCAN who had consented to participate in
the study; (ii) over the age of 18; and (iii) spoke Spanish.

Data collection

Women were recruited using convenience sampling
from July 24th to September 1%, 2017. Participants were
recruited from the outpatient clinic for gynecologic and
breast cancers, the inpatient and outpatient radiotherapy
departments, and the outpatient chemotherapy depart-
ment. Participants received 40 Quetzales (approximately
5.20 USD) as compensation for their time participating in
the study.

Two trained interviewers fluent in Spanish adminis-
tered surveys on tablets using the Qualtrics offline appli-
cation. Patients and their companions were administered
surveys separately and surveys were tailored to the par-
ticipant (i.e., patient or companion-specific survey).
Questions were read aloud to participants and entered
into Qualtrics by study personnel. All answers were
self-reported.

Measures and analysis

Patient survey

The patient survey consisted of 113 questions that took
approximately 30 to 60 min to complete. The survey
included questions on the participant’s demograph-
ics, access to healthcare, cervical cancer screening and
treatment history, knowledge of cervical cancer and
HPYV, barriers to seeking treatment, and the patient’s
social support network. The survey utilized validated
questions from a 2017 survey in Guatemala developed
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Gottschlich et al. [19] as well as the breast module of
the Cancer Awareness Measure, adapted to the Gua-
temalan cervical cancer population [20]. The tool was
piloted with a group of volunteers.

Primary outcomes for the patient survey included
relationship with main source of support, with whom
patient first disclosed diagnosis, and relationship
with individual who encouraged patient to see a doc-
tor were assessed. These questions had the response
options daughter, spouse/partner, son, mother, father,
sister, brother, aunt, uncle, male friend, female friend,
a member of their religious community, and other. Due
to small cell sizes, all responses except for spouse/part-
ner, mother, son, and daughter were recategorized as
“other”. Daughter-in-laws were categorized as daughter
in both the patient and companion survey data.

Data related to questions regarding to the demo-
graphics and cancer characteristics of women seek-
ing cervical cancer care such as age, ethnicity, native
language, education, literacy, income, marital status,
number of children, travel time to appointment, can-
cer stage, time since diagnosis, time between symptoms
and seeking care, and sought out screening because felt
sick were also summarized. To confirm cancer stage, we
extracted all available medical charts for participants.

Companion survey

The companion survey consisted of 52 questions and
took approximately 15 min to complete. The survey
included questions on the companion’s demographics,
relationship to the patient, and the impact of cervical
cancer treatment on the patient and family, including
the companion.

Primary outcomes were what activities the compan-
ion missed to attend the appointment (income earning
activities, caring for an elderly relative, caring for chil-
dren, housework, social activities, religious activities,
school), number of previous visits by companion to
INCAN, and amount of time typically spent at INCAN
by companion. Companions also reported who ful-
fils the major roles of the patients when she is seeking
treatment, and which individuals were most impacted
by the woman’s cervical cancer diagnosis (daughter,
spouse/partner, son, mother, father, sister, brother,
aunt, uncle, male friend, female friend, and other).

Data related to questions from the companion’s sur-
vey including language, relationship, distance travelled
from outside Guatemala City, anticipated number of
days attending treatment appointments with your com-
panion, accommodation, and transportation were also
summarized.
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Analysis

All data was analyzed using R 4.0.5 [21]. Descriptive
statistics were calculated using counts and frequen-
cies. After investigating the primary outcomes from
the companion survey, the dataset was subset to only
include daughters and the analyses were rerun.

Ethics

Ethical approval was obtained from the ethics commit-
tee of University of Michigan (IRB# HUMO00127150,
INCAN, and the Institute of Nutrition of Central
America and Panama (CIE-REV 069/2017). All study
participants provided written informed consent.

Results

Cervical cancer patients

Of the 145 women diagnosed with cervical cancer who
completed the survey, most identified as Ladina (non-
indigenous) (77.9%), had less than a primary school
education (89.0%), were married (58.9%), and had more
than five children (42.7%) (Table 1). Additionally, the
majority of the women self-reported that they were
diagnosed with Stage II or III cervical cancer and over
85% of women sought out treatment because they were
experiencing symptoms. Of the 145 participants, 112
had medical records available for abstraction. From
these records, we saw that nearly 90% of the women
with available medical records were actually diagnosed
at later stages (IIB-IV).

Women seeking treatment for cervical cancer iden-
tified daughters as the person who provides the most
overall social support (Fig. 1). Furthermore, daughters
were reported as the person most reported to encour-
age them to seek care (40.0%). When asked about the
first person to whom the participants disclosed their
diagnosis, the spouse was the most common response
(32.4%) followed closely by daughters (31.7%).

Companions

In all, 71 companions completed the survey (Table 2).
The majority of companions were under the age of 45
(64.8%). The majority were daughters of the women
being treated for cervical cancer (49.3%), followed by
their spouses (21.1%). About 75% of the companions
reported traveling from outside Guatemala City and
about 76% reported using the public bus to travel to
INCAN.

When asked what person was most impacted by the
woman’s cervical cancer diagnosis, most companions
reported that daughters were the most impacted (59.2%).
This was followed by sons (53.5%) and sisters (45.1%).
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Table 1 Demographic and cancer characteristics of women
seeking cervical cancer care

Variable name n (%)
Sample size 145 (100)
Age in years
25-34 7(4.8)
35-44 35(24.1)
45-54 41(283)
56-64 35(24.7)
65-74 22(15.2)
75+ 5(34)
Ethnicity
Ladina 113(77.9)
Maya 30(20.7)
Other 2(14)
Native language
Spanish 122 (84.1)
Other 23(15.9)
Education
Primary school or less 129 (89.0)
More than primary school 16 (11.0)
Literate (yes) 100 (69.0)
Income (Quetzales)
0-500 56 (38.9)
501-1000 40 (27.8)
1001-2000 38(264)
2001-3000 7 (4.8)
> 3001 4(2.8)
Marital status
Single 29 (20.0)
Married 76 (52.4)
Previously married 40 (27.6)
Number of children
None 1(0.7)
1-2 32(22.1)
3-4 49 (33.8)
5+ 61 (42.1)
Missing 2(1.4)
Travel time to INCAN
<1h 22 (15.2)
1—4h 81(55.9)
5—12h 35(24.1)
>12h 5(34)
Do not know 2(14)
Self-reported stage at diagnosis
Stage 1 4(2.8)
Stage 2 37 (25.5)
Stage 3 30(20.7)
Stage 4 6(4.1)
Missing 68 (46.9)
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Table 1 (continued)
Variable name n (%)
Time since diagnosis
<1 month 5(34)
1-5 months 42 (29.0)
6-11 months 23 (15.9)
1- 3 years ago 47 (324)
3+ years ago 27 (18.7)
I don't know/I don’t remember 1(0.7)
Time between symptoms and seeking care
<1 month 52 (35.9)
1-5 months 54 (37.2)
6-11 months 10 (6.9)
More than 1 year 26 (17.9)
Missing 3(2.1)
Sought out screening because felt sick (yes) 125 (86.2)

Fathers were identified as one of the least impacted
according to the patient’s companions (7.0%).

Daughter companions

The companions reported that daughters were most
reported to fulfill the major roles of the patient when they
are seeking treatment (38.0%). Major roles included incom-
ing earning, caring for children and elderly family mem-
bers, and caring for home. Moreover, 37.1% of daughters
who served as companions reported that they anticipated
that they would be away from home for more than eight
hours. Additionally, 80% of daughters reported that they
have accompanied their mother for treatment three or more
times and approximately 63% believed that they would need
to accompany their mother for treatment at least three more
times. The majority of companion daughters (77%) reported
that they were missing housework/childcare (63%), and
income earning activities (60%) (Fig. 2). Additionally, 5.7% of
the daughter companions reported having to miss school to
accompany their mother to treatment.

Discussion
This study included 145 women attending cervical cancer
treatment and 71 companions at INCAN in Guatemala
City. Findings showed that daughters have a large role in
the support of cervical cancer patients undergoing treat-
ment at INCAN, as reported by both the patients and
their companions.

The large support role of daughters in their mother’s
cervical cancer diagnosis in Guatemala is unique because
spouses have largely been reported to provide the most
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Fig. 1 Type of support provided to women being treated for cervical cancer stratified by individual classification

support for individuals diagnosed with cancer in other
settings [22, 23]. Within current literature there is a lim-
ited understanding of the support role of daughters in
relation to their mother’s cervical cancer diagnosis. Most
of the current relevant research focuses on the relation-
ship between women diagnosed with breast cancer and
their daughters [24, 25]. There is a clear research gap in
understanding the relationship among women diagnosed
with cervical cancer and their daughters, particularly in
LMICs. It is important to understand the daughter-car-
egiver relationship, not only to allow for the provision of
additional support for women diagnosed with cervical
cancer, but also for their caregiving daughters. A 1998
study by Raveis et al. of 164 cancer outpatients and their
adult caregiving daughters found that caregiver burden
was significantly correlated with depression [26]. As
such, a reliance on daughters can have a negative psycho-
logical burden for those providing support, highlighting
a double burden of cervical cancer in women in which in
not only impacts women diagnosed, but their caregiver
as well.

Cervical cancer can be a stigmatizing disease. Many
women report embarrassment and shame due to the
location of the cancer as well as the connection of the
disease to HPV, a sexually transmitted infection [27-29].
As a result, many women report feelings of isolation [28],
being a burden to others [29], and verbal abuse [27] after

their diagnosis. Prior research has shown that a cervical
cancer diagnosis can have a negative impact on the rela-
tionship a woman has with her partner and the support
she receives, particularly in LMICs [11-13]. For example,
Rosser et al. conducted a qualitative study among 110
men in Western Kenya about their knowledge and atti-
tudes about cervical cancer. Only 21.8% of men reported
that they would try and assist their partners if they were
diagnosed with cervical cancer [30]. In fact, many women
report spousal desertion after their cervical cancer diag-
nosis [31, 32]. Women in Guatemala may feel shame and
fear in speaking about their diagnosis with their partners.
Futheremore, there is also the issue of the “machista” cul-
ture, women are seen as inferior, and with a disease that
affects their “womanness “ they are viewed as even less
worth. Many male family members do not believe that
it is their role to look after sick female members of their
family. Rather boys are pulled out of school to work to
meet household financial needs while girls are asked to
care for the sick [33, 34]. With this, it is unsurprising
that daughters play an important role in the support of
their mother’s cervical cancer diagnosis. In addition
to expanding screening programs, one way to ease the
burden of support from daughters would be to provide
additional education about cervical cancer to male car-
egivers and other uninformed relatives and friends to
help reduce the stigmatization of the disease. Increased
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Table 2 Characteristics of companions

Variable n (%)
Sample size 71 (100)
Age in years
18-24 12(16.9)
25-34 14(19.7)
35-44 20(28.2)
45-54 17 (23.9)
56-64 8(11.3)
Language
Spanish 70 (98.6)
Kagchikel 101.4)
Relationship to patient
Daughter 35 (49.3)
Spouse/Partner 15(21.1)
Son 6 (8.5)
Mother 3(4.2)
Other 7 (9.9)
Missing 5(7.0)
Travelled from outside Guatemala City
Yes 53 (74.6)
No 18 (25.4)

Anticipated number of days attending treatment appointments with
your companion?

<1day 15(21.1)
2-3 days 17 (23.9)
4-7 days 10 (14.1)
8 +days 24 (33.8)
Missing 5(7.0)

Where do you usually stay when you accompany your companion to
INCAN?

Friend/family 19 (26.8)
Hotel 11 (15.5)
My house 1(1.4)
| don’'t have anywhere to stay 17 (23.9)
Missing 23(32.4)
Transportation type to INCAN
Public bus 54 (76.1)
Personal vehicle 6(8.5)
Multiple forms of transportation 6 (8.5)
Taxi 3(4.2)
Walk 1(14)
Other 101.4)

knowledge about HPV and education has been shown to
reduce overall stigma of the disease [30, 35].

Prior research has shown that daughters are often
expected to fulfill caregiver roles for ailing parents [36—39].
Our findings support this as daughters were shown to be
the primary support for their mothers diagnosed with cer-
vical cancer in this Guatemalan patient’s sample. In addi-
tion to attending multiple day long trips to the cancer
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clinic, daughters also noted that they missed labor-related
tasks such as childcare and income earning activities. By
placing the caregiving role of a woman’s cervical cancer
diagnosis primarily on daughters, it prevents the caregiv-
ing daughters from consistently providing care to their own
children, continuing their education or performing paid or
unpaid labor. The latter is important because most of the
unpaid labor is provided by women [40]. Similarly, previ-
ous research has demonstrated that a women’s cervical
cancer diagnosis impacts her ability to maintain employ-
ment [28, 41, 42] and ability to care for her children [43].
As such, a cervical cancer diagnosis economically hinders
both the women diagnosed as well as their daughters. This
is important because women in Guatemala are already dis-
advantaged in terms of education, labor force participation,
financial independence, and political representation [44].
This study has several strengths and limitations. First,
this study is strengthened by its novelty, as to our knowl-
edge, this is the first study to examine the relationship
between cervical cancer patients and their daughters in
Guatemala. Additionally, this study was conducted in the
only specialized center providing public cancer care in
Guatemala, which sees patients from all over the coun-
try. With regards to limitations, this study was limited to
self-reported measures. Women were asked to self-report
measures such as time since diagnosis and types of avail-
able health centers in their community, which could lead
to recall bias. We were also limited in our understanding of
the number of women who had daughters and daughter in
laws as this information was not collected. Rather, we were
only able to report on the number of women who brought
their daughter or daughter-in-law to the clinic that day.
Furthermore, non-probabilistic sampling methods were
used to recruit women which could lead to selection bias in
the study results. Similarly, as this study was conducted at
one treatment center, it is likely not a representative sample
of all women diagnosed with cervical cancer in Guatemala.
Our study indicates that women diagnosed with
cervical cancer in Guatemala rely predominately on
their daughters for support. There is a need to further
explore the reliance on daughters for support from
women diagnosed with cervical cancer not only in Gua-
temala but in other LMICs. Both quantitative and qual-
itative methods could provide a greater understanding
of the role daughters have in providing support. Addi-
tionally, more research is needed on how to best sup-
port daughters while caring for their mothers and
ensure that they are being screened for cervical cancer.
Furthering this research will inform policymakers and
stakeholders in Guatemala and Central America with
information on how to support both women diagnosed
with cervical cancer and their daughters, in order to
promote gender equity—goal five of the sustainable
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Fig. 2 Reported activities missed by daughters serving as companions to their mother’s cervical cancer appointments

development goals [45]. Furthermore, this evidence
on the burden of cervical cancer on daughters in Gua-
temala provides global policymakers with additional
evidence for expanding cervical cancer screening pro-
grams, which will help lead to the eventual elimination
of cervical cancer worldwide.

In conclusion, our study suggests that in Guatemala
cervical cancer patient’s daughters have a significant sup-
port role in their mother’s cancer diagnosis. Furthermore,
we found that while caring for their mothers, daughters
in Guatemala are often unable to participate in their pri-
mary labor activities. This highlights the additional bur-
den that cervical cancer has on women in Latin America.
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