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Abstract

Purpose Latinx adults with cancer, as compared with non-Latinx White adults, are diagnosed with more advanced stages
and experience worse quality of life. Identifying barriers in cancer care among low-income Latinx adults is crucial to design-
ing and implementing culturally appropriate interventions. The objective of this study was to explore the specific barriers
encountered by Latinx adults after a cancer diagnosis and perspectives on the use of community health workers (CHW5s) to
address these barriers.

Methods We conducted semi-structured qualitative interviews with low-income Latinx adults with a past or current history
of cancer and/or their caregivers in a community oncology clinic located in an agricultural community in California. Analysis
was based in grounded theory and performed using the constant comparative method.

Results Sixteen interviews were conducted with patients alone (n=11), a caregiver alone (n= 1), and patient-caregiver pairs
(n=4 patients; n=4 caregivers). Four major themes emerged: (1) low cancer health literacy including cancer diagnosis and
treatment, cancer fatalism, navigating next steps after diagnosis, advance directives, and precision medicine; (2) challenges
in communicating and receiving supportive services due to language barriers; (3) stress and anxiety regarding financial
hardships related to job loss, insurance barriers, and the COVID-19 pandemic; (4) the need for supportive, bilingual, and
bicultural personnel to assist in overcoming these challenges.

Conclusions Low-income Latinx adults with cancer and their caregivers experience health literacy, communication, and
financial barriers that impede quality cancer care delivery. Embedding CHWs in the care team could be one way to address
these barriers to culturally concordant, accessible care.

Keywords Community health worker - Cancer care - Health disparities - Community-engaged - Language barrier -
Advanced directives
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Studies aimed at understanding cancer care needs from
the perspective of Latinx adults have mainly focused on can-
cer screening [10, 11] and the needs of cancer survivors [12,
13]. One study identified medical, financial, socio-cultural,
and mental health needs among Latinx adults undergoing
treatment for lung and head and neck cancers [14]. How-
ever, to our knowledge, limited studies have explored spe-
cific needs that may be contributing to cancer disparities
and potential interventions to overcome disparities among
low-income Latinx populations.

In prior work, our team developed an intervention using
community health workers (CHWs) also known as lay health
workers [15], to encourage patients to discuss advance care
planning [16] and symptom burden [17] with their cancer
care teams. CHWSs, nonclinical members of the community
trained to promote culturally appropriate health education
and facilitate access to health care services [18], have
been integrated into preventive care [19, 20] and abnormal
diagnostic tests follow-up [21]. Yet, it remains unknown
whether low-income Latinx adults with cancer and their
caregivers would support the integration of CHWs into their
cancer care.

The objective of this formative qualitative study was
to explore: (1) the specific cancer care needs and barriers
encountered by low-income Latinx adults with cancer and
their caregivers, and (2) perspectives of low-income Latinx
adults with cancer and their caregivers on the use of CHWs
to assist with cancer care delivery in collaboration with a
local community cancer clinic.

Methods
Study design

We conducted semi-structured, in-depth qualitative
interviews with low-income Latinx participants with a
past or current history of cancer and their caregivers from
September 21, 2020, to October 30, 2020. Due to COVID-
19 pandemic safety concerns, participants had the option
to schedule an in-person interview at the local community
cancer clinic or an interview over the phone. All participants
provided verbal informed consent to participate in the study
and were advised that their responses could be published
as anonymized quotes from multiple interview subjects
grouped into themes. The study was approved by the
Stanford University Institutional Review Board.

Two bilingual, bicultural trained CHWSs conducted the
30-min interviews. Interviewers conducted interviews in
the language of preference of the participant (English or
Spanish). All interviews were audio-recorded, transcribed,
and translated by lead author (GR), a native Spanish speaker.
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Interviews were completed when thematic saturation was
reached.

Measures

Interviewers used a semi-structured interview guide that
included suggested probes (Appendix). The interview
guide was co-developed by the principal investigator (MP),
community health workers (ML, JO), local community
oncologist (ZK), and community advocates (YD, DO).
The interview guide was based on the Theoretical Model
of Cancer Health Disparities [22] in which barriers to care
faced by minoritized populations or populations with low
socioeconomic status can lead to worse health outcomes,
a literature review, personal experiences in cancer health
equity, and from feedback from a pre-established local
community advisory board. Questions were designed to
solicit perspectives on cancer care needs encountered during
diagnosis and treatment and to explore the role a CHW could
play in addressing those needs. Additional questions were
included to explore the impact of COVID-19 on cancer care
as these interviews were conducted during the pandemic.

Participants and setting

The setting for the study was Pacific Cancer Care (PCC), a
community cancer clinic located in Monterey County, CA,
a rural agricultural community comprised of 60% Latinx
residents. PCC is the largest referral center in the region for
patients with cancer and provides care to over 6100 patients
with cancer, with at least 12% who self-identify as Latinx and
half of whom have public or no insurance coverage. Inclu-
sion criteria included a diagnosis of cancer within the last
3 years, age of 18 years or older, and self-identified Latinx
participants from low-income households. Participants were
excluded if they lacked capacity to consent to all study pro-
cedures. Low-income was defined based on the Housing
Authority of the County of Monterey definition for housing
assistance programs in Monterey County: $39,800 or less for a
1-person household and $56,850 or less for a 4-person house-
hold. Participants were screened for eligibility by the primary
oncologist and referred to the study coordinator. Caregivers
of patients who met the eligibility criteria were also invited
to participate and referred to the study coordinator for inclu-
sion. When a patient and their caregiver participated in the
interview together, each participant had the opportunity to
answer the questions themselves. Each participant received a
$25 gift card for their participation.

Data analysis

The analysis was based in grounded theory and performed
using the constant comparative method [23, 24]. Two
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researchers (GR, ML) read the transcribed text using the
open coding technique and created codes. The research team
used the codes to create a codebook which was used by
four coders (GR, ML, JO, MP) who independently applied
the focus coding technique and discussed discrepancies
and modified the codebook. Three coders self-identify as
Latinx. Interrater reliability was ensured by coding the first
several transcripts as a group and then individually coding
and meeting together regularly to discuss data interpretation.
After ongoing and iterative analysis, consensus was reached
among multiple investigators with respect to thematic
saturation. To measure interrater reliability, we calculated a
Cohen’s k using all quotes from the major code categories.
The kappa scores ranged from 92 to 97% suggesting
excellent interrater reliability.

Results

Twenty-one potential participants were approached for
inclusion in the study, one of whom declined to participate.
A total of 16 interviews were conducted with 20 participants:
11 involved the patient alone, 4 involved the patient and a
designated caregiver, and 1 involved a caregiver alone. All
interviews were conducted in Spanish. Twelve participants
identified as female and 8 as male. The median age of the
participants was 52 years of age. Table 1 shows participant
demographic and clinical characteristics. Eight participants
had gastrointestinal cancer, two had breast cancer, one had
kidney cancer, one had melanoma, one had ovarian cancer,
and one had multiple myeloma. One of the participants did
not disclose their cancer diagnosis. Fourteen participants
were receiving active treatment at the time of the study.

The analysis revealed four major themes: (1) low cancer
health literacy including cancer diagnosis and treatment,
cancer fatalism, navigating next steps after diagnosis,
advance directives, and precision medicine; (2) challenges in
communicating cancer care needs and receiving supportive
services due to language barriers; (3) stress and anxiety
regarding financial hardships related to job loss, insurance
barriers, and the COVID-19 pandemic; (4) the need for
supportive, bilingual, and bicultural personnel to assist in
overcoming these challenges. Table 2 shows the supporting
quotes of the themes and subthemes.

Theme 1: low cancer health literacy including cancer
diagnosis and treatment, cancer fatalism,
navigating next steps after diagnosis, advance
directives, and precision medicine

Low cancer health literacy regarding significance of a can-
cer diagnosis and treatment and how they might impact a
patient’s quality and length of life was prevalent. In addition,

Table 1 Demographics and clinical characteristics of participants

Characteristics Value
Age in years (median, range) 52 (35-80)
Participants (N, %)
Patients 15 (75.0)
Caregivers 5(25.0)
Race/ethnicity (N, %)
Latinx 20 (100)
Gender (N, %)
Female 12 (60.0)
Male 8 (40.0)
Anatomic site of cancer diagnosis (N, %)
GI 8 (50.0)
Breast 2(12.5)
Kidney 1(6.2)
Melanoma 1(6.2)
Ovarian 1(6.3)
Multiple myeloma 1(6.3)
Unknown 1(6.3)
Treatment (N, %)
Receiving active treatment 14 (93.3)
Oral chemotherapy 5(35.7)
Intravenous chemotherapy 7 (50.0)
Immunotherapy 1(7.1)
Radiation 1(7.1)
Not receiving active treatment 1(6.7)

participants assumed that their cancer diagnosis would inevi-
tably result in their death.

One participant noted, “When I woke up, I wanted to find
something small, but she [the surgeon] told me that she
could not save my right kidney and had to remove the entire
tumor with it. Then recovery came, and for me it was new.
1 didn’t even know what cancer was. Nor that I had to go to
an oncologist, nothing.”

A participant noted, “Especially because we tend to have
the idea of associating cancer with death. We associate
cancer with being completely lethal and uncurable.”

Participants feel lost and unsure about the next steps to
take after receiving their diagnosis. Many expressed that
they did not know what questions to ask or who to ask. One
participant said, “Yes, I did have a lot of concern. I did not
know who to call or where I would make my appointments
to be honest.”

Low health literacy on the significance of advance care
planning was a prevalent subtheme. Some participants had
designated an emergency contact, and some had discussions
with their caregivers, but no participant had discussed their
values, preferences, and goals for care with their oncolo-
gist or other clinical team members. Participants also were
not made aware of advance directives. After explaining

@ Springer



Supportive Care in Cancer (2023) 31:76

76 Page4of10

‘1ondsoy ayy

u1 dn papua | uaym Kppy 20u1S y10M 0§ 2]qD
U22q 3,U2ADY [ IDY] S1 UL2IU0D JSI331q K]

“Sunyikup op j,uvd | ‘Kjagpunjiofun

puv ‘Avd o1 paau | s3uiyj [u242[fip a4n

242y3 ‘225 nox ~Sunyyluv {od 3, uvo |

SISOUSRIP J20UBD

07/8 S/0 0z/8 IDYI—Y10M J,uDd [ 103 SUILLIOM 1DIS | 0 onp sdiyspiey [eIouBUY | QWAYIGNS
SI9LLIEq 9oUBINSUL
pue sso[ qof 01 pajear sdiysprey [eroueuy
0Z/ST S/1 SI/¥1 Surpre3a1 Ajorxue pue ssaIs 1§ QWY
oul
puvjisiapun j,uop £ayi puv ysysuy yvads
Koy1 SaUULOS 40 JIMSUD ] UOD | SIULIIUIOS
“UODSIIAUOD sIoLLIeq 93en3ue| 0} ANp SIOIAIIS
p L4142 Jupd | Inqg puvisiapun op | asnpraq  dAnIoddns SUIATOOAI pUB SPAU AIBD JIOURD
0Z/L1 S/e Sl ‘W81 1ood 31q apn) v s1ysySug Kt om SunESIUNWWOd UT SATUS[[LYD 7 AW,
‘mowy [ 1oyl JON (VN 241 1SaL
'S118591 quroIpaw
07/61 S/ 07/S1  Ou2Us D IDYM MOUY J,Uop J 10y] S1yindj 2y ]  UOISIdAId Jo AJRI] YI[Bay MOJ :G dWaylqng
11 110GV PayIvI 2UO OU ‘ISIU0Y 3q 0] ‘ON
"241102.41p Suruuerd ared
02/61 S/ S1/ST P2oUDAPD UD JO pADIY 242U 24,] ‘OU ‘O]  OUBAPE JO AORI[ YI[BIY MO] :f QWIYIqNS
‘parondutod aiou
aq pynom dajs jxou Yyl asNPI2q aq pPINom
dajs 1xau ay3 oYM 1Moqy UouPULIOful 240U
uIIqO PINod 2M MOY YoUDIS 0] PAJIDIS I
‘08 01 242YM MOUY 1 UPIP [ "01 UIN]
01 oym mouy 1,upip [ “djay 4of yooj o1 ppy |
02/01 S/ GI/8 OS ‘S2014.12S [D1Pawl 2avy Jupip [ aspd &wtuj  sdoys 1xou Junediaeu AJNOYJIp ¢ swoyiqns
“UOOS 1P PINOM [ DY) PI1LLOM SDM |
Ywap
Mmoqp Suiyuiy] 14vis nok 422U pLOM Ay
011 S/ S1/6 noq 1121 Koy uaym asnvoraq £42 o1 parupm | wisiele} 100ued jo uondoorad iz sweyigng
padpos
K424 103 [ ‘mouy J,upip [ “aul 10f 2]gu)Ivan
240N SJUIULID L] IDYM MOUY JOU PIP |
U20upd Inoqy Junyifun
MOUY J,UOP d0A DIULS PUDISLIPUN J UPIP dM JuouIjeaI) pue SISOUSeIp
011 S/1 SI/01 2snpoaq noiffip aq pinom 11 Sutuur8aq ay1 1y 190UED U0 AJRII] YI[BAY MO] 1] dWAYIqng
0¢/0C S/ SL/ST KoeI0M] YI[eay 19ouLd MO (] SWY[,
sowayIqns sowaylqns sowaylqns

Jo soway) Surssaidxa syuedronaed
onbrun jo 1oquinu ej07,

10 soway) Jurssardxa
SIoATSaIRD 9nbrun Jo ToquunN

J0 sowy) Jurssardxa
sjuanjed onbrun jo oquinN

sajonb aanzoddng

SOWAYIQNS pue WY,

soway) Jo Aouanbai] g ajqel

pringer

Qs



Page50f10 76

Supportive Care in Cancer (2023) 31:76

0¢/6

0c/el

02/6

0¢/0¢

0¢/0C

02/01

0¢/01

Sre

Sre

Sre

SIS

S/s

S/

S/0

UIIUDD YJIM
Surpap uaym 1o8 nok Ssa.ais i Yim [pap
01 moy uo jo] v nok djay uvd [MHD v] Loy
‘JUUIDALY SUIA12I2.1
uos.ad ayj 10f 110ddns [piow a8ny v aq
os1p ppnom Kay J “ssasoad oy Suranp nok
ynm uostad 1ayjoup aavy pinom nok
S1/L  2snp2aq njd)ay 2q ppnom [MHD v Sutavy] i
"ASD2 10U S]] "03 0] 2aDY NOK 249YM
nod apnd o1 2u02ul0s ***JUIUUIZIqG Y] Ul
dyay 1oyg nok apraoad [MHD v] Kayi fi ‘Saf
"2UOP 2q 01 SPIIU JDYM 0P 0}
uaym pup “of ddp oy swvidod jpym ‘oy
uiny 03 oym ‘Suryi.1242 op 03 Moy aut Moys
SIU/TIL 01 1] puvy 2Y1 £q UL PlaY OYM AUOIUIOS
"28.40M 123 J0U S0P
11 08 QUWIDALI D 24DY 0] paau nok £1234ns
420upd Y 421fD y00] N0« 1721 puv Nok
djay 03 ‘nok as1app 01 aU0IULOS SDM 242Y] [T
"pao1dutod pup asnffip saunouios
§1 UONDULIOfUT 2Y) ISNDIIG UOIDULIOfUL
ST/L 240wt yonut sn 3urard [djay uvo MHD V]
(AYLOM [D120S D JYS ST “T]IM
Jouoy
SI/ST v nok sdjay oym uosaad ayy ay1] 2ys s1 ‘YO

SI/ST
‘d]ay 128 03 MOY 10 242YM MOUy
J,u0p o\ “[Iuaunpaa] 31 10f od o1 aavy |
"MOU JYS14 dul SULIZAOD JOU ST QOUDINSUL dY ]
"2oUDNSUL
24pY Jupip | asnv2aq sjuauidnd 23] asoy)
&vd 03 djay 10f ysv puv 03 01 aavy p1p |
S1/8 sty 1v asnpoaq Knoffip autos aavy pip [
Kpoayuufop
Mo wiayy pivy Kayg uayg ;ng yiom woaf
Ypa.Lq pouts v wayy 2ans Kayj 1s41f 11oM
JIxau op 03 3u108 a4v am Jpym Suryuiyy
'PaUDIS 2D M PUD 10] D SN Palddffp
0z/01 soy 31 “proupuif sn paroaffo svy 1 “1jaM

11oddns
[eUOTIOW IQJJO UBD MHD ®© i SWwayIqns

uornesiAeu
[IIM JSISSE UBD AMHD © 1€ dWayiqns

uoneonpa
JOOUEBD UM ISISSE UBD MHD © 7 dwaylqns

Tel[rurejun st 9[o1 MHD ®© 1] dwayigng
[ouuosiad [emymoiq
pue ‘ren3urfiq ‘oanioddns 10j pasu :f, QWY ],

SIQLLIEq 9OURINSUT
0} onp sdiyspIey [eIouBUY ¢ SWAYIQNS

orwapued 61-ATAOD Aq
PajeqIooeX? sdIysprey [eroueuy g QWOYIqNS

sowoyIqNs
1o sowy) Surssaidxa syuedroned
onbrun jo requunu [ejo0],

sowayIqns
10 sowy) Jurssardxa
s1oA1Sa1RD 9nbrun Jo aquunN

sowayIqns
J0 soway) Jurssardxa
sjuanjed onbrun jo oquinN sajonb aanzoddng

SOWAYIQNS pue WY,

(ponunuoo) zsjqey

pringer

a's



76 Page6o0of10 Supportive Care in Cancer (2023) 31:76

advanced directives, during the interview, a participant
acknowledged the importance of them.

One participant stated, “No, no, no. I only placed, for
example, my daughter and my sister as emergency contacts
but not that [advance care planning].”

A caregiver stated, “A will? What is a will? If my wife is
unable to respond I would manage it.”

Participants, specifically, noted lack of discussion and
comprehension of precision medicine. Participants stated
that they had not been made aware of the reason for tumor
testing nor heard of such testing, but several associated
genetic testing with searching for hereditary cancers. Some
participants assumed they had tumor testing performed but
were unsure.

A participant stated, “No, no I don’t know much about
these tests. Like is the cancer hereditary?”.

participants expressing themes or

subthemes

Total number of unique
11/20

Theme 2: challenges in communicating cancer
care needs and receiving supportive services due
to language barriers

Number of unique caregivers
expressing themes or

subthemes
2/5

Participants regularly encountered communication barriers
with their cancer care team and noted difficulties due
to limited English proficiency. Participants were more
comfortable speaking in Spanish and requested an interpreter
to help communicate with their oncologist even if they had
basic English proficiency levels. One participant stated, “/
sometimes use an interpreter because even though I speak
every-day English, when we get to the medical part, I get
stuck.”

Another participant said, “I did not talk to her [the
doctor] because she is an American, and she did not speak
Spanish at all. She had a nurse, a translator, but well 1
just asked the basic questions, just the basics that they can
answer, and that’s it...it’s over, and you can’t stay there
chatting about your problems or asking questions.”

Language barriers prevented participants to ask complex
follow-up cancer-related questions, actively engage in
treatment discussions, or join cancer support groups because
these services were all conducted in English.

One participant stated, “Yes, yes, yes, they would get
together and speak to me. But now...it’s like...it’s like if they
ask you something and you don’t understand what can you
say? Whatever they think is best...give me that.”

Another participant reported, “There are existing support
groups, psychological support, moral support which we should
have more access. Not all of them are in Spanish. Not all of
them are in different languages. That would be helpful.”

During the COVID-19 pandemic, participants preferred
in-person visits over telemedicine partly due to feeling they
could communicate better in person. Having an English-
speaking caregiver accompany them to their appointments
was helpful.

Number of unique patients
expressing themes or
subthemes

9/15

Cal, help me get phone numbers of other
me, help us with paperwork and to submit
some forms to apply for several benefits.

people to help me get my treatment.
Give us several options on what we could do,

Well, helping get my treatment, get my Medi-
the different foundations that could help

Supportive quotes

Subtheme 5: a CHW can offer resources

Table 2 (continued)
Theme and subthemes
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One respondent mentioned, “Well I prefer it much
better in person because I write down...with the chemo
you know how you can have a lot of aches, so I am the type
of person that writes down questions on my notebook, and
since I do not speak English, I prefer to go in person.”

Theme 3: stress and anxiety regarding financial
hardships related to job loss, insurance barriers,
and the COVID-19 pandemic

Participants described stress and anxiety related to
financial concerns after receiving a cancer diagnosis or
after initiating cancer-directed treatment. Participants
reported they had to decrease their working hours or
stop working due to treatment side effects and noted the
impact on their anxiety regarding paying for treatment
and supporting their households.

A respondent stated, “I have to go to the places like
the salvation army where I didn’t go before to look for
clothes or shoes.”

Many depended on their family members or friends
for financial support and help with paying rent and bills.

A respondent said, “I do get depressed because I feel
a little worried because I have to pay bills. I have to pay
several things and the truth is ... sometimes there are
people or friends who give me 100 dollars, they give me
200 dollars, and with that I have been hanging in there,
but I really worry right now because I can’t work... and
then I can’t get money to pay my bills.”

During the COVID-19 pandemic, family members
also experienced job loss and decreased earnings
causing additional stress and anxiety regarding financial
hardships. Participants noted that financial resources,
such as financial counseling, would be valuable.

One participant noted, “Yes, almost all [my children]
lost their job...since there are three, they were here in
my house, and we struggled with the rent and all of that.
Like I was telling you, right now I am not contributing
anything. I have requested unemployment benefits, but
look, right now my card has not arrived and it’s already
the 30th and we pay the rent the 3rd so I am going to start
seeing who can pitch in for my rent.”

Participants also experienced concerns regarding loss
of insurance due to loss of employment.

One participant said, “Then she [the doctor] asked
me if I wanted to stop working and I wanted to continue
to work because of my insurance. I wanted to continue
to work, and she was surprised. Do you really want to
continue working? And I said yes. I would go to work at
night, and I was not eating well. I was not feeding myself
well.”

Theme 4: need for supportive, bilingual,
and bicultural personnel to assist in overcoming
encountered challenges

None of the respondents had known a CHW or their intended
roles prior to this interview, and many assumed this role to
be one of a social worker. However, after describing the
definition and the role of a CHW, participants reported that
having the support of a bicultural, bilingual CHW would
be valuable.

A participant mentioned, “But when you're just starting,
if there is someone to advise you, for example, in the hospital
when you have cancer surgery and you quickly [need to]
have an oncologist, you have someone to help you and tell
you this can happen to you ... or if someone new like me
comes here to the clinic and they know they have cancer
it would be good for a worker to say you know ... this can
happen to you if you don’t stop working... this can happen
to you regarding the chemo.”

Specifically, participants described that CHWs can guide
and educate them after a cancer diagnosis.

A respondent stated, “Well, yes, like helping us
understand...you think all the cancer are dangerous, but
then I thought there are some a that are more difficult than
others... like pancreas compared to skin.”

In addition, participants described that CHWs can help
connect them with cancer support groups, assist with clinic
follow-up appointments, offer emotional support, and be
available for questions that arise during their cancer care.

One stated, “During the first visit when they told me
that in fact what they saw on the tests was a cancerous
tumor...hmm... my wife was with me, and they allowed
one person to come in, but the impact is very big...it’s a
very big psychological impact. And it would be helpful that
on the following visits a person [a CHW] could be there
especially...especially because the sick person in under a
lot of psychological pressure.”

One participant said, “No, I don’t expect her to know eve-
rything that is happening to me or how I am feeling, but to
have the most information possible to funnel my...with whom
to funnel my questions, whether they are medical, psychologi-
cal, or economic, and she should have access to that.”

Discussion

In this study among low-income Latinx adults with cancer
and their caregivers, we identified specific and modifiable
unmet needs in cancer care delivery that contribute to dis-
parities among low-income populations with cancer. Many
of the needs identified by participants could be overcome
through the incorporation of CHWs into their cancer care.

@ Springer
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Specifically, our study uncovered low cancer health literacy,
financial hardships, language discordance between clinical
team members and patients that preclude appropriate and
adequate communication, and the overwhelming need for
supportive, bicultural, bilingual personnel, such as CHWs,
to assist in overcoming these challenges.

In this study, similar to prior studies [25, 26], participant
experienced low health literacy of many aspects of cancer,
including basic cancer care. Low health literacy of preci-
sion medicine, a fundamental component of cancer diag-
nostics that can impact treatment options, was especially
pronounced. These findings are consistent with prior stud-
ies noting that the majority of Latinx adults were not made
aware of precision medicine [27, 28] which may contribute
to the lower rates of genomic testing [29] and underrepresen-
tation of Latinx adults in precision medicine research [30]
as compared to White adults. Furthermore, consistent with
prior literature, Latinx adults reported limited understand-
ing of advance care planning and advanced directives [31]
which may contribute to the known lower rates of advance
care planning discussions, advance directive documentation,
and hospice use among Latinx adults compared with White
adults [32].

Our study identified that language-concordant
communication is a key factor in overcoming disparities
in cancer care among low-income Latinx adults. Prior
literature has documented that limited English proficiency
can affect cancer screening [33], clinical trial enrollment
[34], and communication with clinical teams [35]—all
essential factors in cancer care. Participants in the present
study described communication challenges in the cancer
care setting with lack of clinic-based language-concordant
resources and staffing that inhibited participation in
important cancer care conversations, such as advance
care planning, with their providers due to limited English
proficiency. Furthermore, participants’ desires for greater
access to care delivered in Spanish also highlight the
importance of ancillary care services such as supportive care
groups to be offered in Spanish.

Our study revealed high levels of concern and anxiety
due to financial hardships. These findings are consistent
with prior studies that have shown high financial burden
among adults with cancer including employment loss after
diagnosis [36] and challenges in paying bills [37]. Among
Latinx adults with cancer, higher financial burden persists
more than a year after diagnosis as compared to non-Latinx
White adults with cancer [38]. Lower social economic
status and the type of insurance coverage (private versus
public) can further exacerbate financial hardships [38]
as was evidenced by our study results. The COVID-19
pandemic worsened the financial burden among Latinx
adults, as described by participants in our study and other
studies [39], due to disproportionate job loss and lower
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wages among Latinx populations compared with other
racial and ethnic groups [39]. Other studies have reported
increased anxiety [40] and food insecurity [41] due to the
pandemic. These results are an important area of current
and likely future unmet needs among Latinx populations
with cancer that require attention and intervention.

In this study, bilingual, bicultural personnel such
as CHWs were encouraged as an approach to improve
cancer care delivery. Specifically, all study participants
expressed desire for integrated, bicultural, and bilingual
personnel to assist with delivery of culturally tailored and
language-specific education regarding cancer diagnosis
and prognosis, precision medicine, navigation of care,
insurance applications, and connection to financial support
resources. In our prior work, CHW-led interventions
increased engagement of patients with cancer in their
care, specifically increasing goals of care documentation
and reducing symptom burden [16]. Expanding the role of
CHWs to ensure culturally tailored, personalized cancer
care in patients’ preferred languages in the context of
precision medicine may be one approach to support Latinx
adults across the cancer continuum.

This study had several strengths and limitations. First,
through qualitative semi-structured interviews, we elicited
rich data regarding the experiences of low-income Latinx
adults in their cancer care that can inform interventions
aimed to improve care delivery among these populations.
Second, although we had low participation from patients
with hematologic malignancies who may have different can-
cer care needs than the ones we identified, we had represen-
tation of the most prevalent cancer diagnoses in the Latinx
population such as gastrointestinal and breast cancer. Third,
as inherent to qualitative studies, this study may have experi-
enced respondent bias, in which participants may have given
answers that they think would be better accepted, especially
for sensitive or personal questions. However, we reached the-
matic saturation and, of the 21 participants who were identi-
fied as eligible for the study, only one declined. Fourth, we
had an unbalanced number of caregivers and patients which
could have led to sampling bias. Fifth, all the participants
in the study chose to complete their interviews in Spanish,
which could reflect a less acculturated sample. It is possi-
ble that their experiences may differ from more accultured
Latinx adults with cancer. Finally, this study is exploratory
in nature and the experiences of Latinx adults with cancer
and their caregivers living in a rural, agricultural county may
differ across different settings.

In conclusion, we identified systems-level, modifiable
needs among low-income Latinx adults and their caregiv-
ers after a diagnosis of cancer. The findings highlight
barriers that contribute to disparities and approaches that
can be integrated into clinical care delivery to overcome
disparities among these populations.
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Appendix. Stem questions
for the semi-structured interviews

Interview guide

1. What were your main concerns when you were told you had
cancer?

2. How did you cope with these concerns?

3. How could a community health worker help address these
concerns?

4. What did your healthcare provider tell you about genetic testing/
tumor testing, if any?

5. Tell us what you know about advanced directives.

6. What was important to you when you started your cancer
treatment?

7. What were some concerns or challenges during your cancer
treatment?

8. How could a community health worker help address these
concerns?

9. Tell us how COVID-19 has impacted your cancer care.

10. How else can a community health worker help address your
cancer needs?
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