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Abstract
Objectives. Cancer is an enormous public health burden among Black and Latinx cancer sur-
vivors, and they are at risk of facing barriers to accessing cancer treatment and support in the
United States. This study explored the unique challenges and experiences faced by Black and
Latinx cancer survivors through the lens of their caregivers, including the specific cultural,
social, and systemic factors that influence cancer survivorship experience and quality of life
within these communities in the United States.
Methods. We used a qualitative descriptive design for the study, and conducted 6 focus group
discussions (3 Latinx and 3 Black groups) with a total of 33 caregivers of cancer survivors,
(Mean age = 63 years). Data were analyzed using inductive content analysis.
Results. We identified 3 main themes: (1) families as (un)stressors in survivorship such as the
vitality of social connections and families as unintended burden; (2) responses after diagnosis
specifically whether to conceal or accept a diagnosis, and (3) experiencing health care barriers
including communication gaps, biased prioritizing of care, and issues of power, trust, and need
for stewardship.
Significance of results. The findings align with previous research, highlighting the complex
interplay between cultural, familial, and healthcare factors in cancer survivorship experiences
within underserved communities. The study reiterates the need for culturally tailored emo-
tional, physical, financial, and informational support for survivors and their caregivers. Also,
to improve quality of life, the study highlights a need to strengthen mental health and coping
strategies, to help address psychological distress and improve resilience among survivors and
their caregivers.

Introduction

In the United States (U.S.), there was an expected 224,080 cancer cases in Black people, with
about 73,680 total expected cancer deaths in 2021 (American Cancer Society 2022). Among
Hispanic/Latinx population in theU.S., therewas 176,600 projected new cancer cases and 46,500
deaths in 2021 (Miller et al. 2021). These figures indicate that cancer is an enormous public
health burden in theseminorotized populations and draws attention to their survivorship.More
so, research suggests that Black and Latinx cancer survivors’ culture, socioenomic status, and
environmental and social conditions combine to reinforce the cancer health disparities they
face (American Association of Cancer Research 2022).

Thepresence of social support and the involvement of family caregivers in the care of a cancer
patient are essential contributors to cancer survivorship experiences (Kent et al. 2019; Koenig
Kellas et al. 2021). In Black and Latinx communities in the U.S., where patients often encounter
race-based barriers when accessing diagnosis and treatment, cancer caregivers provide emo-
tional, physical, and practical support systems that improve the survivorship experiences and
quality of life of cancer survivors (Acquati et al. 2023; Ceballos et al. 2021;Ochoa et al. 2020).The
caregiving structure in Black and Latinx communities includes aspects such as family dynamics,
community support, and access to health care services (Sehar et al. 2023). Also, it may lever-
age the cultural backgrounds and traditions that influence perceptions of illness and caregiving
(Ng and Indran 2021). For example, among African American breast cancer survivors and
their caregivers, and Latinx caregivers, religiousness and spirituality played a role in believing
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that God is in control, managing their illness, hoping for recovery,
navigating everday life, and positive caregiving support (Koerner
et al. 2013; Sterba et al. 2014). Therefore, religious and spiritual
beliefs may play a significant role in cancer care and support,
and are more likely to be incorporated into caregiving (Benites
et al. 2022; Krok et al. 2021), thus influencing the well-being and
survivorship experiences of cancer care receivers.

Cancer survivorship experiences and adequate caregiving in
Black and Latinx communities are often marred by challenges,
including limited access to health care, financial constraints, and
disparities in health care quality (Ellis et al. 2020; Tan et al.
2023). While cancer survivors navigate cancer diagnosis, associ-
ated health and lifestyle changes, and the implication of diagnosis
on their relationship with families and communities, their care-
givers may struggle with accepting the health condition of their
loved one, balancing caregiving responsibilities and work, andmay
lack the resources to provide optimal care (Adejoh et al. 2021; Cai
et al. 2021; Liu et al. 2020).These experiences of survivors and their
caregivers can be intricately interwoven, resulting in a significant
effect on the cancer survivorship experience (Adejoh et al. 2021;
Cai et al. 2021). Given the role of caregivers in the wellbeing of
cancer survivors in minoritized populations, more understanding
of cancer survivorship through the lens of caregivers in Black and
Latinx communities is crucial to help inform tailored cancer health
interventions. By focusing on the perspectives of caregivers who
support Black and Latinx cancer survivors, the study seeks to gain
insights into specific cultural, social, and systemic factors that influ-
ence cancer survivorship experiences within these communities.

Method

The research question explored in this study was: what are the per-
spectives of Black and Latinx people who are cancer caregivers for
their relatives? We used a qualitative descriptive design for our
inquiry. This approach can be used to identify participants’ expe-
riences and perceptions for informing health care interventions
(Bradshaw et al. 2017; Kim et al. 2017; Sandelowski 2010). Further,
it is often used in healthcare research when a deep theoretical aim
is not necessary, but there is a need to stay close to the subjective
views of the participants (Doyle et al. 2020).

Setting and participant recruitment

The PI’s (lead author) Institutional Review Board approved this
study.The study participants (referred to throughout as caregivers)
were family members and friends of cancer survivors in the New
England region of the U.S. The inclusion criteria were: 18 years or
older, self-identify as Black or Latinx or both, identify as a person
with a history of caring for a family member or friend with can-
cer, and able to complete the interview in English or Spanish. Each
participant providedwritten informed consent andwas given a $50
cash gift for their time. We used multiple approaches to recruit
the participants. First, we engaged 2 trusted community leaders, a
Latinx chaplain and a Black reverend, who helped lead the commu-
nity recruitment teams. Second, research team members engaged
with communities affected by cancer which helped raise aware-
ness about our research and expanded our understanding of issues
affecting cancer survivors. Third, during the individual interviews
involving cancer survivors, we used a snowball method of sample
recruitment whereby cancer survivors shared the study with their
caregivers and others in their community to gain their interest in
participating.

Table 1. Examples of questions in the study interview guide to explore cancer
caregivers perspectives

What, in your opinion, are some of the challenges of cancer survivorship?

What are the contributions of family and friends in helping people in the
community with cancer?

Some people say cancer is stigmatizing to the person and family with
cancer. What do you think about this and why?

What are some examples or acts of health care providers toward
your relative with cancer that made you feel good or bad about your
experience?

Procedure and data collection

The authors have a combined 40-plus years of experience
conducting qualitative studies. For the current study, we conducted
6 in-person focus group discussions (FGD) between January and
March 2023. Three focus groups included Black caregivers of
Black people with a history of cancer. The other 3 focus groups
included Latinx caregivers of Latinx individuals with a history of
cancer. Four FGDs were conducted in English, and 2 in Spanish.
Participants provided information about their age, gender, educa-
tion, relationship status, race and ethnicity, and type of relationship
with a cancer survivor (e.g., friend or family). The FGDs ranged
from 56 to 96 minutes; each FGD was audio recorded.

The 3 FGDs with Black participants were conducted in an
African American church in English, and moderated by the first
author. The first author also moderated the FGD session with
Latinx participants, which was conducted in English. Although
the first author was present during the 2 Spanish FGDs involv-
ing Latinx cancer caregivers, a Spanish-speaking research team
member moderated the sessions. The FGD participants responded
to open-ended, semi-structured questions that explored cancer
survivorship experiences (See Table 1 for questions).

Data analysis

All 6 audio recordings of the FGDswere professionally transcribed.
The2 Spanish transcriptswere translated into English by a bilingual
member of the research team before analysis. We used Dedoose
(version 9.0.46) for data management. Inductive content analysis
was used to identify themes relevant to the research aims. Content
analysis involves a systematic and objective analysis of texts, over
multiple stages, to make meaningful inferences about the studied
phenomenon [16,17]. FGD texts were carefully read and re-read to
identify meaningful units (e.g., a sentence or a short paragraph) to
develop codes. Next, coded data were extracted, and evaluated for
their appropriateness by 2 research team members. The codebook
was refined aswell. Afterward, the excerpted data were extracted by
code, reviewed, and grouped into concept categorieswhichwe refer
to as sub-themes.The sub-themes were reviewed and nestedwithin
larger themes to address the study aims. To ensure rigor and trust-
worthiness of study results, we adopted investigator triangulation,
used reflexive memoing, and engaged in peer-debriefing sessions
including careful deliberations and agreement on the codes and
emergent themes (see Krefting 1991).

Results

The focus groups included 33 participants, 24 women and 9 men.
Their age ranged from 35 to 86 years. Although some participants
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Table 2. Demographic characteristics of participating caregivers of cancer survivors

Number of
participants Age (years) Education Race/Ethnicity Relationship status

33 participants Range: 35–86 20 attended college or higher 15 Latinx 12 married

24 women Mean: 63 13 attended highschool 18 Black 13 single

9 men 4 divorced

4 widow

provided information about cancer types, the study’s focus is not
on cancer types (see Table 2 for more participant information).
We identified 3 main themes: families as (un)stressors in survivor-
ship, responses after diagnosis, and experiencing health care bar-
riers. Each theme contains sub-themes, which are presented below
including illustrative quotes.

Families as (un)stressors in survivorship

Participants’ responses indicated that families and friends are
essential components of the cancer survivorship experience –
adding to the stress or helping to relieve the stress from cancer. The
sub-themes include the vitality of social/familial connections, and
families as unintended burdens and stressors.

The vitality of social/familial connections
Participants described how important a strong family connection
is for a person with cancer – cancer survivors rely on them for care
and are sometimes confident that care and support will be there
when needed. One of the participants in Group 5 said: “I think
in the Latino community, we always have more family support.”
Supports, particularly psychological and instrumental supports,
are important for cancer survivors and bring them positive affect.
These supports may come from estranged family members who
readily show up to care for a cancer survivor. A participant from
Group 2 explained:

Weweren’t married anymore, but I went to hospice almost every single day.
And I’d just sit. His sisters were there and everything and we would [stay]–
we had a birthday party for my son there. Even though he couldn’t eat any-
thing, he asked for cheesecake, but he couldn’t eat it. But we tried to keep
his spirits lifted and everything.

Families as unintended burdens and stressors
Some participants’ descriptions implied that while the bond
between relatives can benefit cancer survivors, sometimes, families
and friends may be the stressors that result in a negative survivor-
ship experience. This may be from family expectations about what
the cancer survivor should or should not do for their recovery and
health. For example, a participant from Group 4 described:

If I’m [the cancer survivor is] not doing what they want me [them] to do,
then they’re going to treat me a certain way, but if I do what they want me
to do, it doesn’t feel right for me. And it’s almost like you come into this
catch-22 place.

Another participant from Group 5 mentioned how the actions of
family members, even when borne out of goodwill, can affect the
sense of autonomy of cancer survivors. The participant said: “They
[cancer survivors] want to do something…oh, no, no, you can’t
do that. I’m going to do that for you. So, we take [control] away
from them.” Caring for a personwith cancer can be stressful.When
caregivers are stressed, tensions related to meeting the expected

caregiving easily arise between caregivers and cancer survivors.
Thus, resulting in a more stressful situation for the family includ-
ing the cancer survivors. A participant from Group 2 said: “I think
that they [families] are stressed, and they don’t know how to release
that, so they attack each other.”

Responses after diagnosis

A sense of interdependence affects how underserved communities
understand or respond after a cancer diagnosis. The sub-themes
to describe how families from underserved communities navi-
gate cancer within the confines of interdependence are: concealing
diagnosis and embracing diagnosis.

Concealing diagnosis
According to some participants, a cancer diagnosis is private
and others may see survivors as weak or less than when they
know about their diagnosis. A participant in Group 4 explained:
“Sometimes it’s a matter of fear, just telling too many people, and
people looking at you or treating you as if you’re sick.” Some cancer
survivors do not share their diagnosis with their family members
because they do not want their loved ones to experience the can-
cer burden with them. A participant in Group 2 said: “My second
husband, he had it and we didn’t know.” The participant went fur-
ther to add that they learned about his condition only when he was
transferred to hospice, and they went to see him:

He [my son] started screaming and yelling at me and saying, Mom, why’d
you bringme here knowing that my father was dying? I said I didn’t know. I
did not know until we got to the hospital with the people from the hospice
to find out that he was dying. It was really, really bad. He’s from Nigeria.

Concealing diagnosis may limit the support a family battling can-
cer may get in their community as a participant from Group 3
explained: “…that’s a negative for our community. I mean, there
are things you don’t want to share, but cancer?”

Embracing diagnosis
Beyond cancer diagnosis and prognosis, sometimes, family mem-
bers struggle to make sense of the full extent of a cancer-associated
burden. Like the sub-theme about concealing diagnosis, some par-
ticipants mentioned that family members whom cancer survivors
depend on for care might be in denial of the diagnosis. This frac-
tures the support for cancer survivors in the family. A participant in
Group 5 described why relatives do not visit a person with cancer
who needs help:

So, it is a form of denial as well. It’s not happening, I don’t see it, it’s
not happening. And the other thing is that it’s also a form of not getting
involved, not knowing that the person is there or that the person is not
suffering.
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Some participants added that cancer denial can be intense and
that families do not want to come to terms with the person dying.
Thus, the cancer survivor may not get the psychological support
needed to resolve their affairs. Group 1 participant explained:
“…we Latinos, we don’t do power of attorney…we don’t do advance
directives.We don’t do FiveWishes.We don’t do any of these things
because we are a death-denying culture.”

Experiencing health care barriers

Participants described some barriers Black and Latinx families
with cancer face in healthcare facilities. The sub-themes include
communication gaps, prioritized care based on race/ethnicity, and
power, trust, and stewardship.

Communication gaps
The experience of communication gaps between cancer sur-
vivors and health care providers which include conflicting medical
instructions resonated among the focus groups. Latinx participants
identified that the language barrier between cancer survivors and
health care providers was a communication gap which highlights
the importance of having a caregiver or a trusted relative as a trans-
lator/interpreter. Further, the presence of communication barriers
influences outcomes for cancer survivors including their ability
to follow medication regimens, describe symptoms to health care
providers, and understand critical health care decisions. As stated
by a participant in Group 5:

One [a provider] gives you one piece of information, the other [another
provider] gives you another piece of information, the next one [a third
provider] gives you another piece of information. They confuse you with
the information they give you. Then, you don’t know where to go, because
in reality, you don’t know about medicine.

Prioritized care based on race/ethnicity
Participants identified healthcare barriers that made cancer sur-
vivorship difficult in their communities – some health care
providers have racial and ethnic biases. A Group 1 participant
commented: “Sometimes they give more priority to other races or
other cultures than the African Americans or the Africans and the
Latinos.” Some participants mentioned that taking care of families
with cancer made them more attentive to cancer health, including
routine cancer screening at their primary care providers. However,
racial and ethnic bias during their visits reminded them that they
are not prioritized during health care encounters. A participant
offered more insight into racial bias in health care for cancer
survivors by recalling their experience with a physician.The partic-
ipant said: “I have a primary care doctor. And he said to me, you’ve
been neutered, right?” She described further with a pained tone in
her voice:

I’ll never forget him. And I said, animals get neutered. You’re calling me a
neutered? Are you calling me an animal? And he was like, Oh, no. Don’t…
I said, excuse me?! I got hot, hopped off that table, took that gown off. He
was looking at me like, where are you going? I’m out of here.

Power, trust, and stewardship
Cancer survivors’ caregivers (families and friends) know that
racially and ethnically biased health care exists. They intentionally
try to navigate these situations in healthcare institutionswhere they
see themselves as disadvantaged due to not having enough power,
and at the same time not trusting institutions that have historically
been involved in oppressing them.Thus, they become care stewards

for their loved ones with cancer in a health care setting. A Group 2
participant explained: “We always leave someone [a relative] there
for help, assistance. You always try to have someone.”Thismay also
protect them from harm as a Group 3 member described: “I want
to know everything and hear everything and see the way he’s being
treated.” Stewardship may be about helping cancer survivors ask
important questions they ordinarily would not ask because they do
not trust theirmedical providers. A group 1 participantmentioned:
“So, there is a lot of questions that people don’t ask.They embark in
the system, and because they don’t trust, they don’t communicate.”

Discussion

This study explored cancer survivorship experiences from the
perspective of caregivers in underserved communities. These
experiences are summarized under 3 main themes: families as
(un)stressors, responses following diagnosis, and healthcare bar-
rier experiences. We found that a family’s culture of offering
support plays a central role in cancer survivorship experiences
because they lead to the formation and maintenance of social
connectedness. These caregiving support present mainly in the
form of emotional, physical, and psychological support (Ellis et al.
2020; Ristevski et al. 2020). While caregiving may help relieve
stress for cancer survivors, we also found that families includ-
ing caregivers may also contribute to stressful cancer survivorship
experiences. This may result from caregivers restricting a can-
cer survivor’s autonomy or having unrealistic expectations from
them. Additionally, because caregivingmay be perceived as obliga-
tory (Knight and Sayegh 2010), cancer survivors may receive poor
quality care or be exposed to negative emotional situations. Our
findings agree with previous studies (Northouse et al. 2012; van
Ryn et al. 2011).

In our study in Black and Latinx communities, responses to can-
cer diagnosis such as concealing or denying the presence of cancer
vary and arise frompersonal and cultural factors.While some indi-
viduals withhold cancer diagnosis as a coping strategy because they
worry about being perceived as sick/weak, others do so to prevent
their families from experiencing the emotional burden of cancer.
Such unwillingness to discuss cancer diagnosis has been docu-
mented (Vapiwala et al. 2021) andwas found to be closely related to
stigmas associated with certain types of cancers. Furthermore, cer-
tain cultures struggle with acknowledging death, and within such
cultures, it is not unusual to have relatives deny a cancer diag-
nosis even though the affected individual has accepted their fate.
This may be because acknowledging the disease means accepting
the nearness of death or the likelihood of dying (Rhodes et al.
2015). This death-denying attitude may explain why some Black
and Latinx people would rather focus on ineffective treatments
instead of utilizing end-of-life care as reported in several studies
(Degenholtz et al. 2003; Ornstein et al. 2020; Rhodes et al. 2015).

Black andLatinx cancer survivors and their families in our study
received conflicting instructions and information from different
health care providers, causing confusion. Language barriers and
the absence of clarification by healthcare professionals also con-
tributed to the widening of an already-existing communication
gap. Similar communication problems resulting from language
barriers have been reported in the past (Chawla et al. 2016; Karliner
et al. 2011; Ko et al. 2018). Although there is a desire for trust
between health care providers and families of cancer survivors,
the perception that information on cancers is lacking and poor
communication, may limit trusting provider–patient relationships
in these communities.
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There is a predominant feeling of exposure to ethnic/racial
bias among participants, who believe this to be responsible for
poor cancer care, lack of health information, and use of unprofes-
sional language/conduct – all experienced by minoritized people
in healthcare settings. Some studies have also reported similar
racial disparities in cancer diagnosis and care (Robbins et al. 2015;
Shavers and Brown 2002). With regards to cancer diagnosis, van
Ryn et al. (2011) reported mistrust of the healthcare system among
Black and Latinx populations in the U.S. Due to mistrust, infor-
mal caregivers in our study try to become much more involved in
the survivors’ primary care. They act as stewards for their families
in healthcare settings to protect their loved ones from poor care
quality and mistreatment.

Limitations

The current study has some limitations. The experiences of Black
and Latino families in New England may not be generalizable to
that of other families in the U.S. and beyond. The interviews con-
ducted in Spanish were transcribed and translated into English
prior to data analysis. It is possible that a loss of nuance and
meaning occurred. Also, Spanish concepts may have been loosely
translated due to a lack of English equivalence. Many of the par-
ticipants in the current study are from similar educational and
socioeconomic backgrounds. As such, their experience may not
apply to others of diverse backgrounds. Further, the study did
not capture the occupation nor length of time the participants
had spent as caregivers, which could provide more insight on
their views and experiences. Finally, while FGD can provide valu-
able insights, the group dynamics may have impacted participant
responses or resulted in social desirability bias. The FDG partici-
pants were selected based on specific criteria, and their viewsmight
not represent the perspective of their larger communities.

Implications

Thestudy underscores the importance of cancer caregivers in deep-
ening our understanding of cancer survivorship among Black and
Latinx people in the U.S. While caregivers can be argued to be the
backbone of informal support for Black and Latinx people in the
U.S., there is a need to ensure that they are appropriately trained
on how to navigate this complex and demanding role, to prevent
them from becoming stressors to cancer survivors. More cancer
health education in Black and Latinx communitiesmay help reduce
cancer-related stigma and fatalistic views about cancer which often
results in poor help-seeking behavior and adoption of problematic
coping strategies. Government and leading stakeholders must con-
sider polices and actions to address the health care system trust
issues that drives cancer health disparities in Black and Latinx peo-
ple. This is because it may be exhausting for cancer caregivers to
always be on alert when they are in health institutions, present-
ing as care stewards for their relatives, in addition to responding
to other demands of being a Black or Latinx cancer caregiver.
Future studies including research settings outside theU.S.may con-
sider exploring how cancer caregivers navigate power dynamics
and being care stewards for minoritized cancer survivors.

Conclusion

This study delves into the experiences of cancer survivorship
through the lens of informal caregivers in underserved commu-
nities. Three main themes emerged from these experiences: the

impact of families as sources of stress or support, varied responses
to cancer diagnosis rooted in personal and cultural factors, and
challenges in healthcare access and communication. Family sup-
port, encompassing emotional, physical, and psychological aid,
is pivotal in survivors’ well-being. However, caregivers can inad-
vertently contribute to stress by limiting autonomy or having
unrealistic expectations. This study’s findings align with previ-
ous research, highlighting the complex interplay between cultural,
familial, and healthcare factors in cancer survivorship experiences
within underserved communities.
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