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Abstract
Aims/Purpose  To evaluate current day challenges and beliefs about breast cancer screening for Black women in two diverse 
northeast communities in the midst of the COVID-19 pandemic.
Background  Breast cancer is the second leading cause of cancer-related death in women in the USA. Although Black 
women are less likely to be diagnosed with breast cancer, they suffer a higher mortality. Early detection of breast cancer can 
be accomplished through routine screening mammography, yet the effect of the COVID-19 pandemic on mammography 
screening barriers and perception in minority communities is uncertain.
Methods  Five focus group interviews were conducted as the first phase of a mixed method study across two heterogeneously 
diverse locations, Camden, New Jersey, and Brooklyn, New York.
Results  Thirty-three women participated in this study; sixteen women were recruited at the New Jersey location and seven-
teen at the New York location. Only two thirds of the women stated that they had received a mammogram within the last 2 
years. The major themes were binary: I get screened or I do not get screened. Subthemes were categorized as patient related 
or system related.
Conclusions  Our findings on factors that affect breast cancer screening decisions during the COVID-19 era include barriers 
that are related to poverty and insurance status, as well as those that are related to medical mistrust and negative healthcare 
experiences. Community outreach efforts should concentrate on building trust, providing equitable digital access, and skill-
fully addressing breast health perceptions.

Keywords  Breast cancer · Breast disparities · Mammography screening · Cancer prevention · Breast health · Social 
determinants of health · COVID-19 pandemic · African American women · Black women · Focus groups · Breast cancer 
screening · Breast cancer screening barriers · COVID-19 era · Disparities

Introduction

In the USA, breast cancer is the leading cause of cancer-
related incidence and the second leading cause of cancer-
related death in women. Although population related inci-
dence rates are lower for Black women compared to White 
women, mortality is approximately 40% higher for Black 
women [1]. Reasons for these disparities are complex and 
have been attributed to advanced stage at diagnosis, higher 
likelihood of being diagnosed with a more aggressive phe-
notype such as triple-negative breast disease and earlier 
age at diagnosis [1]. There are also systemic and individ-
ual barriers that may contribute to the disparity seen such 
as poor access to quality healthcare systems and breast 
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cancer screening as well as factors associated with social 
determinants of health [2, 3].

It is well-known that early detection of breast cancer 
can be accomplished through routine screening mam-
mography. Despite this, studies have shown the use of 
mammography screening is lower in uninsured women 
and those with lower socioeconomic status [4–6]. In addi-
tion, breast cancer screening perceptions and anxieties 
may contribute to lower uptake of screening in minority 
populations.

In March of 2020, the SARS virus that causes the dis-
ease COVID-19 devastated the world. In the USA, north-
eastern metropolitan cities were the first to experience this 
devastation first-hand. During this time, local and federal 
agencies advised that non-elective procedures such as mam-
mography screenings be postponed or canceled due to inad-
equate resources such as PPE and staffing [7]. Furthermore, 
guidelines from the American College of Radiology (ACR) 
recommended the breast cancer screenings be discontinued 
temporarily [8]. This led to unprecedented drops in breast 
cancer screenings [9]. While screening recommendations 
have since resumed across the USA, there is concern that 
resumption of screening for minority women will not imme-
diately recover and that socioeconomic disadvantages should 
be considered [10].

Research shows that regardless of race and ethnicity, the 
lack of insurance and living in poverty are major barriers to 
breast cancer screening utilization [11–13]. Camden, New 
Jersey, is one of the poorest cities in the nation, with 36.4% 
of residents living in poverty in 2019 [14]. The 2016 Cam-
den needs assessment noted that Camden County had lower 
mammography screening rates and women were diagnosed 
at a later stage and with a higher mortality than women in 
surrounding areas [15]. Brooklyn, New York, has the highest 
mortality due to breast cancer of all five boroughs of New 
York City [16].

The purpose of this study was to evaluate current day 
challenges to breast cancer screening for Black women 
in two diverse northeast communities in the midst of the 
COVID-19 pandemic. We explored women’s thoughts, 
feelings, experiences, and opinions towards mammogra-
phy screening in the COVID-19 era. While hesitancy to 
get mammograms for Black women existed prior to the 
COVID-19 pandemic, we hypothesize that additional anxi-
eties and barriers now exist. Understanding which factors 
may contribute to barriers and lack of adherence to screen-
ing for Black women in the COVID-19 era will be impor-
tant for developing future community interventions to reach 
Black women. Additionally, understanding best practices 
for getting the word out to minority populations about the 
importance of mammography screening will better position 
community outreach leaders in narrowing the breast cancer 
disparities gap.

Methods

This study used focus group methodology as the first phase 
of a mixed method study across two locations, Camden, New 
Jersey, and Brooklyn, New York. Focus groups were chosen 
to not only develop an understanding of women’s thoughts, 
feelings, experiences, and opinions related to breast cancer 
screening in the COVID-19 era but to allow the researchers 
to compare women’s experiences at the two research sites. 
Two focus group meetings were planned for each location 
and the final focus group included participants from both 
locations.

Sampling

This study used a convenience sample and additional snow-
ball recruitment to identify participants. Eligible women 40 
years of age and older (in accordance with the American 
College of Radiology and the American Society of Breast 
Surgeons recommendations that average risk women begin 
screening at the age of 40 [17, 18]) were recruited to par-
ticipate in these focus groups. Women who were English 
speaking and who identified as African American/Black, 
Afro-Caribbean, or Afro-Latina were recruited. Focus 
group-specific ads were placed in local newspapers and 
advertisements were placed on social media platforms. 
Advertisements directed interested women to a QR code-
linked Qualtrics survey to assess eligibility, demograph-
ics, and contact information [19]. Additionally, a contact 
number was provided for interested participants who did 
not have digital access. Research team members than fol-
lowed up with a call to eligible participants to further assess 
eligibility, interest, and availability. To expand diversity 
and representation within the sample, research team mem-
bers partnered with local churches and other neighbor-
hood organizations and used snowball recruiting methods. 
Knowledge and ability to use the Zoom virtual platform 
was assessed and a tutorial was provided when needed [20]. 
Online informed consent was obtained from the participants 
prior to participation. The women received $25 gift cards for 
their participation.

Data Collection

The focus groups were conducted by a team of moderators 
whose role was to facilitate the discussion and encourage 
all members to participate. The discussion guide consisted 
of open-ended questions relating to breast cancer screening 
with a specific focus on the experiences and perceptions 
of Black women. As this study was conducted during the 
COVID-19 pandemic, questions on access to health care 
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and health education programs during the pandemic were 
included. The focus group interviews began by asking if 
participants had ever had a mammogram and proceeded to 
discuss the women’s perceptions of breast cancer screening 
and the breast cancer experience. See Fig. 1 for the list of 
interview questions.

Five 60–90-min focus groups were conducted via the 
zoom virtual platform on December 2020 and January 2021 
[20]. Online informed consent was obtained from the par-
ticipants prior to participation, and participants completed 
a short demographic survey. The women received $25 gift 
cards for their participation. This study was reviewed and 
received institutional review board exemption.

Analysis

Demographic data were analyzed with Stata version 16. All 
interviews were audiotaped with permission and transcribed 
verbatim. The focus group transcripts were analyzed using 
a qualitative descriptive design. This design provides a less 
abstract, more closely held description of the data [21]. Con-
sidered the least theoretical method of qualitative research, 
the qualitative descriptive design provides a narrative in 
everyday terms of a participant’s experiences and percep-
tions. In this design, codes are not pre-conceived but are 
generated from the data [22]. The first step in the analysis 
of these transcripts was to identify important sections of text 
and attach labels to index these sections into coherent higher 
order codes [21]. BJD and ERR read the transcripts indi-
vidually, identified codes, and then compared their choices 
and discussed their differences. After multiple reviews, the 
researchers agreed on a specific number of codes, which 
were then compiled into themes. While a number of rela-
tively distinct themes were identified, they largely fit within 
a higher-level binary framework of decision-making on 
screening: I do get screened or I do not get screened. The 
COVID-19-related questions resulted in a theme which was 
consistent with the idea of getting the word out to the com-
munity about the need for breast cancer screening.

Results

Thirty-three women participated in this study; sixteen 
women were recruited at the New Jersey location and 
seventeen at the New York location. The average age was 
58.4, with a range of 46 to 73 years of age. Twenty-eight 
of the women identified as African American or Black; 
four identified as Afro-Caribbean, and one woman identi-
fied as Afro-Latina. Twenty-five of the women were born 
in the USA; two were born in Jamaica, two in Guyana, and 
one each from Trinidad and St. Vincent, with two women 
declining to answer. The women who were born in other 
countries resided in the USA for an average of 38 years. At 
least 16 (45%) of women reported an income of less than 
US $49,000 which is below the poverty line. Two of the 
women reported being uninsured, eight women were Med-
icaid recipients, seven received Medicare, and two reported 
being insured via the military or Veterans Affairs. Fourteen 
women reported having private insurance, and the remainder 
declined to answer. Ninety percent of the women (n = 30) 
reported having ever had a mammogram and 65.6% (n = 21) 
reported having had a mammogram within the past 2 years. 
See Table 1 for demographics.

Themes

The major themes noted could be defined by the binary: 
I get screened, or I do not get screened. Subthemes were 
categorized as patient related or system related. Caplan 
defined delays related to breast cancer diagnosis or treat-
ment as patient-related (a delay in accessing medical care 
after a need is perceived or failure to keep appointments) 
and/or system-related (delays in getting an appointment, 
receiving diagnostic testing after an abnormal screening, 
or a delay in the initiation of treatment) [23]. In this study, 
we defined patient-related themes as those that influenced a 
participant’s decision-making about screening and system-
related themes as a difficulty in a participant’s navigation or 

Fig. 1   Focus group questions
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interaction with the health care system. The final theme was 
specifically related to communicating with Black women 
about the need for breast cancer screening and the pros and 
cons of virtual methods of communication. See Table 2 for 
the major themes, subthemes, and supporting quotes.

I Do Get Screened

Patient-related subthemes discussed by women who do 
adhere to mammogram guidelines included having “the 
knowledge to take care of myself,” “my spirituality gives 
me strength,” and “I get screened because I have a fam-
ily history.” Most of the participants reported having had at 
least one mammogram and this was consistent with the large 
number of participants demonstrating an understanding of 
the need for breast cancer screening. Many expressed the 
knowledge that an early diagnosis can improve outcome. 
One of the participants described her feelings this way, “If 
I do what I can, and I cope… I know I have to do it. So I do 
it. And that's all I can do is try to prevent it and get tested 
early.”

Another participant expressed the understanding of the 
benefit of an early diagnosis, “because even you can have 
breast cancer and be treated and continue to live a happy and 
healthy life. So, because you are diagnosed with cancer, that 
doesn't mean that you're going to automatically die just like 
any other medical condition that you may have. Yeah, you 
can die from diabetes, you could die from a heart attack, but 
still you're going to treat the condition. So, whatever you're 
diagnosed with, you're going to treat … this you're unable 
to treat any longer.”

Spirituality was described as a source of strength to 
encourage women to get screened. As one woman stated, 
“it's a combination, both like God created medicine. You 
know, man-made medicine. So you have to take, you know, 
the treatment also, but also have faith that with that treat-
ment, you're going to be healed in God's word. Amen.”

A number of participants discussed having a family his-
tory of breast cancer and that this made them more inclined 
to be screened. One participant stated, “I have, I have had 
several mammograms, I think basically started when I was 
in my either 40s or 50s. And I continue to have them on a 
yearly basis. And I think it's very important that we do this, 
especially if you have cancer run in your family on both 
sides of the family.”

Although many of the participants understood that an 
annual screening is recommended, there were frequent com-
ments about the pain of the procedure. A few participants 
talked about breast size as a factor in determining how pain-
ful the procedure would be, “the, the old style one where 
they smash you down, and a lot of us don't really want to 
have to go through that. Because it is painful. And some 
of us don't have big breasts. I'm not a big breasted woman. 

Table 1   Characteristics of participants (n = 33)

a Data missing

Variable N %

Age
   40–50 9 27.3
   51–60 11 33.3
   61–75 13 39.4

Race/ethnicity
   African American/Black 28 85.9
   Afro-Caribbean 4 12.1
   Afro-Latina 1 3.0

Born in USAa

   Yes 25 76.0
   No 6 18.0
   Declined 2 6.0

Marital statusa

   Single 12 37.5
   Married 10 31.2
   Widowed 2 6.3
   Separated/divorced 7 21.9
   Domestic partner 1 3.1

Number of children
   0 6 18.2
   1–3 25 75.7
   > 3 2 6.1

Education
   < High school 1 3.0
   High school graduate 4 12.1
   Some college 9 27.3
   College graduate 18 54.6
   Graduate school 1 3.0
   Insurance status
   Employer sponsored 7 21.2
   Purchased on marketplace 7 21.2
   Medicaid 8 24.2
   Medicare 7 21.2
   Military/VA 2 6.1
   Uninsured 2 6.1

Incomea

   > $10,000 2 6.5
   $10–24,999 5 16.1
   $25–49,000 9 29.0
   $50–99,999 12 38.7
   $100,000 and over 3 9.7

Mammogram ever
   Yes 30 90.9
   No 3 9.1

Mammogram in the past 2 years
   Yes 21 65.6
   No 11 34.4
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Table 2   Participant quotes related to the themes

Theme: I get screened
Patient-related subthemes:
I have the knowledge to take care of myself
   • If I do what I can, and I cope… I know I have to do it. So I do it. And that’s all I can do is try to prevent it and get tested early.”
   • “I would rather know – the sooner you are diagnosed the better you will do”
   • “because even you can have breast cancer and be treated and continue to live a happy and healthy life. So, because you are diagnosed with cancer, that 

doesn’t mean that you’re going to automatically die just like any other medical condition that you may have. Yeah, you can die from diabetes, you could die 
from a heart attack, but still you’re going to treat the condition. So, whatever you’re diagnosed with, you’re going to treat … this you’re unable to treat any 
longer.”

My spirituality gives me strength
   • “we have to know how to turn that fear over to God. And I hope I don’t offend anybody by saying this but I’m a spiritual being. And we have to know how 

to relinquish that fear to God because … the Lord does not give us the spirit of fear, but he gives the spirit of peace, love and a sound mind and having a sound 
mind should push you to check yourself. We can’t let fear control us. And that’s what fear will do. It will control you to the point where you you lose sight of 
everything.”

   • “So I would say, use nutrition, use prayer. But God also works through the doctors. And he works through the medicine and ask him to direct you the way you 
should go. And then have faith. So it’s a combination, not just faith alone.”

I have a family history so I must take extra care
   • “I have I have had several mammograms, I think basically started when I was in my either 40s or 50s. And I continue to have them on a yearly basis. And I think 

it’s very important that we do this, especially if you have cancer run in your family on both sides of the family. So it’s very important that I continue to have on 
even at my age right now, you know, I still have them.”

   • “I have had a mammogram. I got a mammogram because it’s a recommended and for me required screening. And because my sister is a breast cancer survivor.”
System-related subthemes:
I was able to find access to compassionate care
   • “You know what, you know, I’ve had I have heard that, you know, they just push you up there and put you up there, you know, they have no compassion for 

mine. I’m blessed to say my radiologists are good.”
   • “I also had a technician that actually warmed it up because I had to do a sonogram so that I know how you feel when so you appreciate the fact that they think 

about those small things.”
   • “They even have warm hands because some of them have cold hands. You know, so they warm their hands up. Thank goodness
Theme: I do not get screened
Patient-related subthemes:
Socioeconomics (no insurance, no money, no transportation, no time off from work, no primary care provider)
   • “And now the problem that I’m having now is I felt that it was too expensive.”
   • “…a fear of having no family support, they have young children, or they’re single mothers, or they’re just worried that they might have to stop from work, and 

they don’t have enough financial support. And they’re not gonna be able to pay the rent or the mortgage. And they just feel like they want to continue to work or to 
whenever but they don’t want to know.”

   • “The funds to get it done. You know, then it they’ll try to get it done. They don’t have the money so they put it off. No health insurance.”
   • “Um, well, I think one of the things that would keep women from getting a mammogram is a lack of insurance or thought that they need insurance to have one.”
   • “I had a mammogram but it’s been two years since I had a mammogram. And the reason being is I had to be referred out from my primary care doctor. And 

every time I when I go once a year for my physical and we always say he’s gonna make the referral for me to get a mammogram, but he never did.”
Fear of the pain
   • “I am a big breasted person. And it’s very uncomfortable when you have to get it done. Just a procedure alone, just thinking about it.”
   • “it does hurt. It does hurt. And it’s archaic. I don’t understand why they can’t have a non invasive one. And we have the technology for it.”
   • “It’s just hearing. Those of us who have done it before, come and talk about the negative part of the mammogram like the the hurt or the pinch, and saying that 

they don’t have a medium size breast, it’s more painful. Things like that. That’s what I am hearing.”
Fear of burdening your family
   • “What do you think about telling me a family is something that they would be afraid of? That you have breast cancer? That’s the number one fear.”
   • “My sister in law died from cancer, and she had it three times before. And on this fourth time, it was different. But she didn’t she refuse to face it. And her bills 

weren’t being paid. Her children suspected but didn’t know. So we started going to the hospital and to their appointments with her. And she started to let us in 
a little bit more and more, we ended up having to raise money for her. Because it got so bad that she was behind on everything. So for some people, they would 
rather not know. Because they know in their heart of hearts, that something is wrong.”

Fear of hearing the diagnosis
   • “Me personally, I can’t really say why Black women don’t go in, get it done. When I am going to say is fear could be a major, you know, part of why they don’t 

get it done.”
   • “One of the reasons I have found over the years and talking to people and family members is fear. They have a fear of not wanting to know and, or they will 

either say, you know, I’m fine. There’s nothing wrong with me. And to me, that’s a form of denial. old saying was back in the day, what you don’t know will hurt 
won’t hurt you. But that’s not true. What you don’t know will kill you.”

Fear of dying
   • “Well, it basically ends in death. Most women don’t know the extremes or anything about it. So just to know them, I have breast cancer, you know, they die. So 

it’s better off not knowing don’t want to know. Don’t care to know. that. nothing they can do is like maybe I don’t know the theory. But once they cut you open, 
you get this shortly after that.”

   • “Do they know what cancer is? There’s no cure for it. It’s coming in every shape form. all over your body. I mean, evidently they don’t know what it is and they 
can’t cure it is just killer.”

   • “Have you heard of any treatment for cancer? radiation and chemotherapy and whatever. But does it work? Bottom line just doesn’t work? I mean, there are 
some people that just don’t want to know, unfortunately.”

   • “I had another friend, something was coming out of her breast. And I asked her when she told me about it. I thought it was just like it had just happened. For 
three years this was happening. And she refused to go and get checked. So I asked her why didn’t you want to get check. She said, I know I have some things. She 
said if I’m going to die, I just want to die. I don’t want to know that I’m going to die. And that is a real fear.”
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Table 2   (continued)

Distrust of physicians
   • “Oh, my grandma said, man, no, doctors don’t know more than you. So it goes back to generations and traditions and just listening.”
   • “there’s a distrust of doctors and what they say, because of how they have treated us in the past. And they don’t want to deal with that. They don’t want to deal 

with the lack of empathy. They don’t want to deal with the fact that some of these doctors, they’re so they’re so beyond disrespectful. And they don’t ever listen to 
what you’re trying to say unless you force them to listen. It’s sometimes it’s like the struggle that they don’t need to handle.”

   • “That’s kind of you know, and yeah, I think to some extent, some, some of the medical professionals, they believe that they I that they, you know, they can give 
everybody a diagnosis.”

Skepticism of mammography
   • “Radiation and, you know, all kinds of thoughts because I already had thyroid cancer. I’m like, I don’t need radiation every year. So I figure every three years 

would be good.”
   • “…sometimes people think that when you go there and they say, what is it radiation that you will get a lump after you actually go and get the test? That you 

know, it’s poison that they’re shooting into, or I don’t know the whole process
Fatalism: I will take this to my grave
   • “She was like, Nah, I don’t want them touching me. I don’t know if something wrong with me. I just want this take it to the grave with me.”
   • “And for other people, they would rather not know, just in case something is wrong.”
   • “Sometimes people just live fearfully, okay, they, they rather live in fear than to face the facts and to live up to the facts.”
   • “It is. It is in God’s hands. So why even go get tested? Why would you want to? Like, honestly, why would you want to go get a mammogram? Or COVID test? 

Okay, cuz it’s in God’s hands.”
If I have no symptoms and no family history so I don’t need to be screened.
   • “You can’t always live in that segment of I’m okay. You know, nobody in my family has it. I’m okay.”
   • “But I also know some of them just don’t have the reason to go see you know what’s going on because there’s no pain, no discharge no lumps no discoloration 

no reason.”
   • “Yes, I do have cousins and close friends that have had breast cancer. And it seems like it’s definitely in the lineage because several people within those families, 

so I imagine which is not my case, that if somebody close to me, Mom, aunt or somebody had breast cancer, it would change my attitude.”
   • “I do agree that if you have a family history of breast cancer, that would make you want to start getting mammograms even at an earlier age, the earliest age that 

they’re available to you.”
I have too many family pressures, so my health is not my priority.
   • “… you know your family. And like she said, You’re the one that’s always running and taking care of them.”
   • Considering what was just mentioned in the last conversation that for some women, breast cancer is not a priority. And then for a lot of us we take care of so 

many other people that our overall health (is not a priority)”
   • “Yeah, it’s just that I never thought about getting it done. I got so much other stuff going on with me. Whereas though, getting a mammogram isn’t like one of 

my major priorities. I’m being on it.”
   • “When I speak to women, to black women, health is not a priority, that women are working really hard just to be alive, stay alive, keep alive, and take care of 

everybody else. So health generally, is not high up on the list. And so the fear of what will happen to other people, if I’m not here, not the fear of what’s going to 
happen to me, the fear of what will happen to other people, if I’m not here, to take care of X, Y, and Z.”

System-related subthemes:
Having to deal with biased or inconsiderate staff.
   • “And the fact that when women No, I think when Black women go to the doctor they’re not given the kind of attention that our white counterparts see.”
   • “When you’re dealing with women’s issues, many of our things are our problems or situations get put on the backburner. And I’m glad of this forum because we 

need to put Black women’s issues on the forefront. I think the fact that we are the ones it was Black women that won that election with Joe Biden Black women, it 
would have been a no go and I think that people for the first time in a long time are starting to look at us as other than animals, other than problematic, and I think 
it’s our time.”

   • “Sometimes the people that are giving it aren’t as compassionate. I mean, they’re so used to doing it. They feel like we should just, you know, roll with the 
punches and do it and keep it moving.”

   • “And then you have the disrespect of your own kind. Because we like to treat each other that as African American, we treat each other very bad. We don’t have 
no love for each other. And when you walk into one of these centers, just the way they handle you or talk to you is enough to say I don’t need to do this. But if you 
have a chance or the opportunity to go to other facilities out to Central Brooklyn, it’s a total different experience, especially if you’re not dealing with your own 
kind. And I’ve experienced that a lot. And to be honest, I don’t do a lot of my health care in central Brooklyn.”

Theme: We need to get the word out
Subtheme But we just don’t talk about it
   • “But those are the detriments to women having mammograms and fear because there’s no there’s no information about it. And it’s not something that in our 

community we talk about.”
   • “Conversation is going to be one of the most difficult because they don’t know anybody. So it’s not real to them. It’s like, stuff being on TV. It’s not real.”
   • “Some people have knowledge that whether they are scientific or not, they can be from a family history of how the family thinks and feels and what it used to 

happen, I have not happened. And therefore, you know, people just make one of those excuses and don’t take advantage of opportunities that are given them.”
   • “Ladies, ladies, you know, we got to take care of ourselves, we know what’s going on. You know, we got to do Ladies, ladies, come on, we got to get ourselves 

together. You know, we got to do this Black girl magic, we need to take care of us. We don’t take care of us what’s gonna happen to them? And how they gonna 
function without us.”

   • “For this to be for it to become really what I keep calling a movement, and not just a month and not just a mammogram, but a movement around breast health 
and women’s health. And and for me the piece is also that women not feel that they have been that they are responsible for their own lack of or, or, you know 
that they are made to feel as if they are the criminals, right.”

   • “So what we have to do is all of these pieces that we are naming, whether you agree with the heart of it or not all of them, it’s going to take all the pieces to 
help women be empowered to see themselves as priority and their health as priority.”
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So it's even more difficult for me. So those are the things 
I've definitely heard that the pain of it.” Another partici-
pant, while understanding that the procedure is painful, still 
encourages her friends to get screened, “I'm big breasted 
also. And you have to hug the machine and lift your breasts 
up on top of the machine and they tell you don't move, they 
squeeze it, squeeze it, you got to hold it in. It deters people, 
but I tried to encourage people to go you know, especially 
women of color, and the ones over 40.”

A system-related subtheme that was a positive influence 
on women getting screened was the ability to find access to 
compassionate care. One woman described a positive experi-
ence thusly, “They even have warm hands because some of 
them have cold hands. You know, so they warm their hands 
up. Thank goodness.”

I Do Not Get Screened

There were many patient-related subthemes that lead women 
to avoid screening. They included socioeconomic factors, 
fear, fatalism, medical mistrust, and mammogram skepti-
cism. Some of the patient-related factors such as “I don’t 

have a family history, so I don’t need to be screened” reflect 
a lack of knowledge about the need for cancer screening.

Each of the focus groups had at least one participant 
who was skeptical of mammograms or who shared beliefs 
which were not consistent with fact. One participant 
expressed her concern that mammograms can be harm-
ful to your health, “personally, I don’t want to do it every 
year, because I don’t think that the mammogram itself, I 
believe the mammogram itself is what you call is danger-
ous, personally, and and and it puts you at risk of getting 
breast cancer, which is crazy.” Several participants shared 
stories about relatives who refused to acknowledge that 
they were not feeling well or had symptoms of breast can-
cer, until it was too late. One participant told the story of 
her mother’s death, “I recently lost my mother. And she 
had a stroke. But when … I got her to the hospital. They 
told me it’s not the stroke. That was the issue. They said 
she had breast cancer. And she did not share that with the 
family. She kept it in secret. Oh my goodness. And we 
found out on a I guess on a Tuesday. She passed away on a 
Thursday. She kept it a secret. She didn’t tell any anybody. 
Yes, she didn’t want to say the word either… she had six 
siblings, except for one all were cancer patients. So it’s 

Table 2   (continued)

We need to get educated
   • “If I had the job, or the responsibility of getting a message out there to the women, I would have to school myself more on the process and on the problem. And 

I would have to really do some research and, you know, read up on why different types of cancer and why it is important for the African American women to be 
screened. Because, again, we we have families, children and husbands and mothers and, and, and fathers and grandparents that we don’t want to just leave here, 
just leave just like, you know, it doesn’t take you like that. But we, I think we should be at the point where we think more of our families, then we actually think 
of ourselves in if you put your family put God first in your family. Second, you would want to educate yourself on the progress of cancer or the different types of 
cancer or you would want to school yourself, educate yourself on what is going on.”

Know your community and get the word out
   • “Every outlet that I can from social media, to coming through the block with a bullhorn free mammogram, make sure you put that word free mammogram, you 

know that get your insurance, you know, whatever you can someone else to suck up the cost, you know, because we don’t like to pay for a lot of things that we all 
know that’s true. You know, so free mammogram testing right here and then if you can get another truck next to it, let me see we can check you out with the high 
blood pressure you know how people sit down and get the high blood pressure test it see if you are a diabetic it’s a little like a mobile clinic.”

   • “I would ask the same questions like were asking here. What are your fears? What is your Why are you standoffish about it? You know, what would what do 
we need to do to show you how important it is to come and be screened and talk about it? So? I don’t know. I think I would, you know, ask them questions like, 
what’s your biggest fear? Why wouldn’t you come out and try to persuade them that way?”

   • “Of course, everybody goes goals and get the nails or hair done. So you beat the streets, you sometimes you have to beat the streets, even though what the 
COVID going on.”

   • “So, if I was in charge of trying to spread the word to Black women about screening, I would probably try to do community meetings at different community 
centers, pass out flyers, you know, even sometimes door to door Not that I might be safe anymore. But you know, if you like the mailman, you stick fliers in the 
door for women, or any family members to come out. That’s I would try to like get the community together and do community gatherings to talk about it and the 
importance of being screened for it.”

   • “You can do like the flyers and doctor’s offices, you can leave flyers there, because a lot of Black people do Black women to go to different doctors, you know 
how to leave the flowers on top of the counter, you know, corner stores, you know, word of mouth, organizations, different organizations, if you can find like an 
organization that you belong to, you can do a community fundraiser there, and just talk about the reasons why it’s important to get it done, especially for Black 
women at the age of 40.”

   • “I used to be a housing manager. And it was hard trying to get internet for some of the residents. So they will come to a community center. But right now with 
the pandemic threat, community centers is closed so they don’t have access to get the internet.”

Use the church to bring people education
   • But not only that, like you said I’d hit him in the right place. Everybody goes to a church meeting
   • That’s when like you said you got to know your people know when they hit him. Some come out on Saturdays, the meeting and whatnot. That’s when we get 

them have trucks and stuff like that.
   • “We use the faith based groups, and we use the offices of the different… politicians who are in prayer we was there, and members of the organized groups, we 

get some people to go and hand out flyers.”
   • “My church was actually virtually ready from the beginning. So what happens is, we’re accessible virtually, like six days a week. And then on Sunday, we have 

announcements. So the last event that I did, which was in breast cancer, we made it but it was still health outreach, is that I set up a event on the virtual screen, 
telling you where you could get the health care how you could get it who was providing it. And that seems to work because we reach out to a large community.”
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something that runs in our family. And now I’m fearful. 
I’ve canceled two appointments already. But, you know, 
my mother was looking at her sibling because her sibling 
also was a person who did not get mammograms and she 
got breast cancer, and she said to her, I’m going to, I’m 
going to die. So my mom took the same type of attitude. 
She just she kept this secret. You know, it wasn’t anything 
that we could do. There was no time left to fix it. But it 
was all because of fear. Her parents, they also had cancer. 
So she was in fear. To go to the doctor and to get checked 
and that’s why she kept it a secret because she knew that 
we would try to intervene and take her to a doctor. And 
now we can’t fix it.” Even after describing this experi-
ence the participant explained that she herself had not been 
screened; had canceled two appointments. She acknowl-
edged the need for a mammogram and also expressed the 
fear of being given a cancer diagnosis.

Some of the fears described by participants as reasons 
to not get screened included fear of being diagnosed, fear 
of dying, and fear of having to tell your family that you 
have cancer. Indeed, family was cited as both a reason to 
get screened (“it runs in my family, “my family depends on 
me”) and a reason not to get screened (“No one in my fam-
ily has had breast cancer, so I don’t need to get screened, I 
don’t want to burden my family because of my health, or I’m 
too busy taking care of my family to take care of myself”).

A few participants were convinced that breast cancer was 
a death sentence. Comparing breast cancer screening to tak-
ing a COVID-19 test one participant explained, “that again, 
it all boils down to a lot of people don’t want to look into 
COVID test, because there’s no cure for it? Well, you know, 
you got it, you know, you’re gonna die. Like who wants to 
know, they’re going to die in X amount of time. That’s the 
bottom line. Knowing in just a matter of time that you have 
something, there’s no cure for, and it’s a matter of time. So 
why would you want to do that?”

Some participants mentioned the fact that in their social 
groups they only discuss negative aspects of mammogra-
phy, such as the pain of the procedure, and not the positive 
factors, such as early diagnosis, that would empower more 
women to get screened and adhere to a regular screening 
schedule. A small number of participants expressed the 
belief that if you do not have symptoms you do not need to 
be screened. One participant explained, “but I also know 
some of them just don’t have the reason to go see you know 
what’s going on because there’s no pain, no discharge, no 
lumps, no discoloration, no reason.”

Distrust of physicians and being treated by biased or 
inconsiderate providers or technicians was a complaint 
expressed by a small number of participants. One partici-
pant expressed her distrust this way, “And after they and I 
thought they were finished, they came back and kept taking 
pictures. And then they were taking pictures again, it was 

like, Hey, this is a human being, you know, what are you 
seeing that’s different that you didn’t see the first time. And 
that was a real turnoff for me. And I have not gone back to 
that place since then. And, you know, and and so, um, you 
know, I think in a sense, some people want you to, to leave 
the office with breast cancer. That’s kind of you know, and 
yeah, I think to some extent, some, some of the medical 
professionals, they believe that they I that they, you know, 
they can give everybody a diagnosis.” Another participant 
explained, “You know, but I think that people get what they 
expect. I think you get whatever you settle for.”

Getting the Word Out

While many of the focus group participants appeared to 
be knowledgeable about the need for breast cancer screen-
ing, they did have concerns about members of the commu-
nity who may choose not to get screened. One participant 
expressed her concerns this way, “And … for me the piece 
is also that women not feel that they have been that they are 
responsible for their own lack of or, or, you know that they 
are made to feel as if they are the criminals, right. And just 
as has been discovered with COVID, which we all knew eve-
ryone that’s Black and knew this, they’re just discovering it 
with COVID, that Blacks are dying twice as much twice the 
rates of white, we always knew that Black people in terms 
of their health, (are) behind the eight ball.”

Participants talked about the need to empower Black 
women and educate them about breast cancer, but they were 
realistic in assessing that for Black women their own health 
is often not a priority. One participant stated, “So there is 
a system that has existed that has created circumstances 
around women’s health. So what we have to do is all of 
these pieces that we are naming, whether you agree with the 
heart of it or not all of them, it’s going to take all the pieces 
to help women be empowered to see themselves as priority 
and their health as priority.”

A number of participants talked about using church as 
a means to reach out to women in the community, while 
acknowledging the fact that now many churches are not 
meeting in person and so any educational program would 
have to be provided via the internet. The participants 
were asked if they thought that virtual educational pro-
grams would be effective, but some brought up the fact 
that many women in their communities, likely the women 
most in need of education and encouragement, do not 
have access to the internet or may only be able to use 
their telephones to participate in educational programs. 
One participant explained, “A lot of the individuals that I 
work with in my community, they pretty much don’t have 
that technology to do online …to listen and listen, a lot 
of them may be able to listen during phone calls, but not 
far as, you know, online.”
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While one or two participants explained that they do 
discuss their health with their friends or relatives, a larger 
number expressed the concern that women were not sharing 
their experiences with breast cancer. One participant com-
pared breast cancer with COVID-19 by saying, “understand 
that there’s a whole segment of women that just like the 
COVID wasn’t real for people, this is just not real to them. 
They don’t know anybody who’s had cancer, breast cancer, 
they don’t know anybody that had a mammogram, they don’t 
know anybody. And if you know us as a people, and we don’t 
know somebody that went through something, and we’re not 
touching it, like we don’t know, somebody that will take this 
vaccine, we’re not taking it. And you and they keep pushing 
it out there with all the people saying, Go take it, go take it, 
but you know, if we don’t know…we’re not gonna go take 
it.” Another participant stated, “but those are the detriments 
to women having mammograms and fear because there’s no 
there’s no information about it. And it’s not something that 
in our community we talk about. Conversation is going to be 
one of the most difficult because they don’t know anybody. 
So it’s not real to them. It’s like, stuff being on TV. It’s not 
real.”

The primary system-related subtheme discouraging mam-
mography was experiences with biased or inconsiderate staff 
at screening sites. One woman expressed her negative expe-
rience this way, “And the fact that when women No, I think 
when Black women go to the doctor they’re not given the 
kind of attention that our white counterparts see.”

There were few differences noted in the transcripts based 
on a participant’s area of residence. Two of the participants 
did complain of an inability to find acceptable care near 
their homes in New York, whereas this did not appear to be 
a concern in the New Jersey participants. No other observa-
tions or concerns were expressed that would differentiate a 
participant based on her residence.

Discussion

The aim of this study was to better understand the fac-
tors that influence breast cancer screening among Black 
women in two locations: Camden, NJ, a low income pri-
marily African American/Black and Latinx city in south-
ern New Jersey, and Brooklyn, NY, a demographically 
heterogeneous borough of New York City. The initial goal 
of this study was to recruit low-income women who were 
uninsured or Medicaid recipients for the focus groups; 
however, due to the COVID-19 lockdown, difficulties in 
recruiting this essentially hard to reach population were 
found. The resultant focus groups were a combination 
of low income, uninsured women, and Medicaid recipi-
ents and women with higher socioeconomic status. Four-
teen of the thirty-three women reported having private 

insurance, either through their employment or purchased 
on the Affordable Care Act Marketplace, and more than 
half of the women reported being college graduates. While 
women did discuss inability to access screening services 
related to lack of insurance or financial insecurity, the 
women with insurance in this sample did not describe 
being insured as a facilitating factor for mammography. 
No differences were noted by location in the themes iden-
tified through the focus group discussions; however, one 
participant in the Brooklyn sample did discuss her percep-
tion of inconsiderate care received from health care work-
ers in Brooklyn. This participant would rather go outside 
of Brooklyn to receive services due to the disrespect she 
reported.

Just over 90% of the women reported having ever had 
a mammogram, while a much lower 65.6% of the women 
stated that they had received a mammogram within the 
last 2 years. This rate is lower than the 84.5% reported 
by the 2018 Behavioral Risk Factor Surveillance System 
(BRFSS) Data [24]. While socioeconomic status did not 
appear to reflect a difference in mammogram utilization in 
this study, in general, socioeconomic, structural, and cul-
tural factors have been found to be barriers towards mam-
mogram utilization in Black women [25] and any effort to 
increase screening utilization should be cognizant of these 
barriers. Additionally, the impact of COVID-19 on access 
cannot be understated.

The primary facilitators encouraging screening in this 
population included understanding the importance of screen-
ing, positive family history, spirituality, and having faith in 
the tools God has given them (medicine). Brandzel and 
colleagues found that Latinas and Black women who had 
faith in the benefits of the screening were more likely to 
get screened [2]. In this study, several women who reported 
having mammograms discussed the importance of early 
detection and understanding that outcomes improve when 
breast cancer is diagnosed early. As well, some noted the 
importance of empowering Black women about breast can-
cer through education.

Conversely, confusion about screening intervals and not 
having a clear understanding of the benefits serves as deter-
rents to screening [24, 25]. In this study, several partici-
pants expressed the understanding that if they had no signs 
or symptoms of breast cancer, then they did not need to be 
screened. Orji and colleagues, in an integrative review of 
23 studies consisting almost entirely of African American/
Black women, found that the lack of a perceived need for 
mammography, based on the belief that their breasts were 
healthy, was a major disincentive for women to undergo 
mammography [25].

Both family history and religiosity led to follow-through 
on mammography screening in our focus group members. 
Some group members discussed seeing family members 
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diagnosed with cancer leading them to get screened while 
others pointed out that faith gave them strength to move on 
with their screening and trust man-made treatments. Simi-
larly, the literature notes that a family history can positively 
influence mammography screening, especially when there 
is strong belief [25–28] and that women who attend reli-
gious services are more likely to have had a mammogram 
or other screenings [29]. Although our group did not equate 
faith with screening evasion, other studies have shown that 
having religious beliefs and faith in God can be a barrier to 
screening [30].

Despite the factors that can encourage women to perceive 
the need for screening, barriers were more frequently noted, 
and these were primarily patient related and included fears, 
fatalistic thoughts, and distrust. Fear included fear of dying, 
fear of the diagnosis, and fear of sharing the news with fam-
ily. There were also fatalistic thoughts and negative social 
talk regarding mammography. These types of barriers have 
been previously identified in the literature and are often 
related to social determinants of care [3].

Some studies of Black women specifically have found 
additional barriers. Jones et al.’s review of the literature 
noted that fear of an abnormal finding and cancer treatments 
led to delays in care among Black women [31]. As well, for 
Black women, fear of the results/diagnosis led to decreased 
interest in obtaining mammography [28, 32]. Furthermore, 
Passmore et al. found that for uninsured Black women, fam-
ily responsibilities led to secrecy and prevented them from 
sharing their diagnosis with family [28]. These fears are 
widely acknowledged in the literature and by the focus group 
participants as common reasons for avoiding screenings.

Fatalism continues to be a barrier to care among Black 
women [28, 33, 34]. The belief that mammography and posi-
tive findings are equated to death may prevent a number of 
Black women from being screened [30, 35]. A few focus 
group members stated that breast cancer was incurable and 
a death sentence.

Pain was a concern for both the focus group partici-
pants who do or do not get screened. The pain could have 
been personally experienced during a previous mam-
mography screening or shared by other persons around 
them. Though the “I do get screened” group dealt with it 
and still followed through with screening, the “I do not 
get screened” group saw it as a reason to avoid screen-
ing. Several previous studies have pointed out that pain 
is a barrier for screening among Black women and a rea-
son to avoid mammography [36–38]. The conversations 
about negative experiences of mammography among 
Black women may be especially influential upon other 
women’s avoidance of screening, especially in those who 
are mammography-naive [34, 36, 37]. Developing future 
messaging related to this barrier to care may be helpful 

in educating Black women while debunking some of the 
widely held myths that lead to avoidance of screening.

Distrust of mammography and distrust of the healthcare 
team and system were of concern and may be related to the 
barriers identified as system related, specifically the contact 
with biased and disrespectful healthcare providers. Prather 
and colleagues found that discriminatory healthcare prac-
tices negatively influence the quality and types of healthcare 
provided to Black women [39]. Distrust of the health care 
system as well as concerns regarding discrimination has been 
found to be a barrier to screening [26, 40]. Discrimination 
is especially perceived by Black women compared to other 
ethnic groups, leading to increased screening barriers [41]. 
A few of the focus group participants voiced concerns about 
distrust and biases related to the physicians or technicians 
who cared for them. Kim et al. noted that Black women, 
women who do not have trust in the healthcare system, and 
those who live in poverty less often report or acknowledge 
barriers to mammography screening; thus, they may be less 
likely to receive support such as navigation [42]. This is 
quite important as several studies have shown that patient 
navigation is critical to increasing screening rates in minority 
communities [43–46]. As we continue to assess barriers to 
care for Black women, it is just as important to educate them 
about resources, such as navigation services, regardless of 
whether or not they have requested these services. Addition-
ally, building systems that are trust-worthy is a critical first 
step in addressing this system-based barrier.

Finally, the COVID-19 pandemic has presented many 
unforeseen challenges. Using data from the Breast Cancer 
Surveillance Consortium, Sprague et al. looked at trends uti-
lizing screening and diagnostic mammography during the 
COVID-19 pandemic and noted racial/ethnic differences in 
rebound mammography use [47]. Implementing community 
sensitive strategies to get the word out about the importance 
of breast screening in such circumstances would be impor-
tant. The COVID-19 pandemic magnified the existence of 
the digital divide; not all technological advances are equally 
accessible to minority communities. Developing outreach that 
incorporates telephone engagement as well as advocating for 
access to broad band service and advanced technology will be 
an important first step in getting the word out.

Strengths and Limitations

As in all qualitative research, limitations in generalizabil-
ity must be accepted. While the focus groups were united 
in their self-identification as Black, not all of these women 
reported low incomes, low education levels, or a lack of 
insurance. Given the fact that the researchers were recruit-
ing and conducting this study during the COVID-19 pan-
demic, it is likely that the reliance on online communication 
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had a negative impact on the broader representation of 
the two communities in the focus groups, thus requiring 
the researchers to include women who did not report low 
incomes or the lack of insurance. Despite this, the barriers 
discussed in the focus groups were similar to those found 
in studies of low-income and uninsured Black women. The 
strengths of this study, however, outweigh the limitations by 
explicating the lived experience of Black women residing in 
two urban communities in the Northeast. The focus group 
discussions from the two different sites resulted in similar 
findings, which lend credence to the assumption that the 
participants of this study were able to give voice to the bar-
riers that prevent Black women from accessing preventive 
care and cancer screening.

Conclusion

Despite numerous studies on why Black women hesitate to 
obtain screening mammography, there are still research gaps 
surrounding this issue. One study suggested the importance 
of specifically focusing future research on women who are 
not getting screened in order to better understand this ques-
tion [48], but this group is hard to reach and perhaps less 
likely to have access to research. Our findings on factors that 
affect breast cancer screening decisions point to both barri-
ers and facilitators that are not solely related to poverty and 
insurance. Community outreach efforts should concentrate 
on building trust, providing equitable digital access, and 
skillfully addressing breast health perceptions while incor-
porating strategies to address fear and fatalism.
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