www.sciedu.ca/jnep Journal of Nursing Education and Practice, November 2012, VVol. 2, No. 4

ORIGINAL RESEARCH

Using focus groups to understand breast cancer
screening beliefs and behaviors among
Asian Indian women

Tsu-Yin Wu, Barbara Scheffer, Corinne Lee
School of Nursing, Eastern Michigan University, United States

Correspondence: Tsu-Yin Wu. Address: 328 Marshall Building, Ypsilanti, Ml 48197. Telephone: 734-487-2297. Email:
twu@emich.edu

Received: December 21, 2011 Accepted: March 5, 2012 Published: November 1, 2012
DOI: 10.5430/jnep.v2n4p42 URL: http://dx.doi.org/10.5430/jnep.v2n4p42
Abstract

Background: Breast cancer is the most frequently diagnosed cancer and number one killer of Asian American women.
Asian-Indian women living in the U.S. have a higher breast cancer incidence than Asian-Indian women in India and data in
both the U.S. and the United Kingdom report that Southern Asian women have shown increasing rates of breast cancer
over time. There is limited research on the root causes for under-utilization of breast cancer screening in Asian Indian (Al)
women. The purpose of this study was to explore perceptions, knowledge, attitudes, beliefs, and practices of Al women
living in the US in relation to breast cancer and breast cancer screening through the use of focus groups.

Method: A qualitative exploratory approach was achieved with focus groups. The focus group meetings were
audio-taped, transcribed, and analyzed using constant comparison techniques. During the focus groups, the researchers
collected data from 11 Al women between the ages of 42 and 71 years, who lived in the Midwestern U.S. and who shared
their experiences with breast cancer screening.

Results: When asked about their perceptions about breast cancer, the emotion of fear was the most prominent within the
two focus groups of Asian Indian women. Women participants shared that the role of care providers, family and friends, as
well as other personal factors positively influenced their perceptions about breast cancer screening and their actual
practices of the screening behavior. Barriers to breast cancer screening were identified as negative experiences, lack of
access to screening, and inadequate knowledge about breast cancer screening.

Conclusions: Results of the focus group analysis provide useful information about facilitators and barriers that affect Al
women’s breast cancer screening practices in the US.
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1 Introduction

Asian Americans represent one of the most rapidly growing populations in the United States (U.S.). According to the U.S.
Census Bureau 2010 (2011), the population of Asian Americans was 17.3 million which accounts for 5.6% of the whole
US population. Asian Indians are the third largest among Asian Americans (16% of the Asian-American population) ™.
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The Center for Disease Control and Prevention (CDC; 2010) defined Asian-Indians as the people residing in the U.S. who
descend from any of the original peoples of India . Among Asian Indian (Al) women, breast cancer is the most
commonly diagnosed cancer and also the leading cause of cancer-related deaths for Al women . According to the
American Cancer Society (2001), Al women also have the second highest incidence of cancer among Asian American
Pacific Islanders in the U.S. [,

Asian Indian women living in the U.S. have a higher breast cancer incidence than Al women in India®®. In addition, data
from both the U.S. and the United Kingdom indicate that Southern Asian women (whose ethnic origins are India, Pakistan,
Bangladesh, Tamil, Sri Lanka or Bengal) have shown increased rates of breast cancer over time, while the rates have
decreased among the rest of the populations from those countries ["*€.

High-quality screening procedures are effective in substantially reducing cancer incidence and preventing many
cancer-related deaths . Several national medical professional groups such as the American Medical Association (AMA),
the American Cancer Society (ACS), the American College of Obstetricians and Gynecologists (ACOG), and the U.S.
Preventive Services Task Force (USPSTF) recommend mammography for women aged 40-plus annually or biennially and
clinical breast exams (CBE) no less than once every two years for women 40 and over %2, Higher incidence and death
rates among some racial/ethnic groups indicate that certain populations/subgroups have not benefited equally from cancer
prevention and control efforts 31,

2 Review of literature

2.1 Screening of Asian American women

Despite the emphasis on the importance of early detection in breast cancer, breast cancer screening practices have shown
the lowest rate among Asian American women. According to the data reported by CDC (2009), 55% of Asian Pacific
American women compared to 70% of white and black American women reported receiving a mammography in the past
two years M. Specifically for Al women, a study in California reported 39% of Southern Asians participated in
mammography screening. Locally in Michigan, one study involving Al women noted that a small number of Al women
had been screened with mammography in the past 13 months (58%) and an even smaller percentage of that population
received regular screening in the past five years (29%) ™. Another study with 160 Al women reported a slightly higher
rate (63%) because of the use of a longer interval for mammography screening (i.e., within the past two years) [**. These
rates are considerably lower than those seen in the general population and do not meet the Healthy People 2010 objective
of a mammography screening rate of 70% among women aged 40 plus in the past two years "8,

2.2 Factors associated with screening

Previous survey-based studies reported on the use of and factors associated with breast cancer screenings among Al
American women 115 16:1%-201 parkington et al. (2009) examined barriers to breast cancer screening in a managed care
population of Asians (n=54), and the results showed three barriers for breast cancer screening: (a) mammography was not
a priority, (b) bad experiences with breast cancer screening, and (¢) knowledge deficits. Among these barriers, knowledge
deficits was reported most often (74%), with mammogram not being a priority (47%) as the second most common
responsel™.

Cultural beliefs and values ingrained in Als are likely to play an important role in influencing cancer screening use.
Bottorff, Grewal, and Sullivan (2006) reported that the family is the center of a woman's life among Al women. These
women believe that they protect their families if they ignore their illness since they believe that illness is fate or “kismet.”
Additionally, when one feels healthy, the practice of screening becomes not so important 1. Wu, Hsieh, and West (2009)
reported in a survey study (n=315) on the adoption of mammography among Asian Americans that the two barriers toward
mammography screening were “Feeling OK” (46%) and “Doctor did not recommend” (64 %) ™!,
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Wu and Bancroft (2006) reported in a qualitative study on perceptions and experiences of Filipino-American women that
those Filipino women avoided the word “cancer” because of fear and shock. The study also identified barriers such as
unpleasant experiences with mammography ?%. Similarly, a qualitative study with Korean women who acknowledged bad
previous experiences with mammography found that Korean women tended not to discuss bodily experiences and
hesitated to show their breast to others ?2.While these studies provided cultural perspectives of Asian American women
toward cancer and breast health, data are still needed to better understand the views of Al women.

There is limited research on the root causes for under-utilization of breast cancer screening in Al women. The purpose of
this study was to explore perceptions, knowledge, attitudes, beliefs, and practices of Als in relation to breast cancer and
breast cancer screening through the use of focus groups. A qualitative approach with use of focus groups is well suited to
this purpose. The findings of the study can provide a greater depth of understanding and potentially add to the current
literature guiding potential strategies for developing culturally effective interventions that are sensitive to Al health beliefs
for promoting breast cancer screening.

3 Method

3.1 Research design

This qualitative study used a focus group approach to explore the shared meaning of breast cancer and experiences with
breast cancer screening among 11 Al American women. This method was chosen for data collection because group
interactions provide a social context for the development of each participant’s ideas so participant’s thoughts and ideas can
be stimulated ?*%!. In addition, the researchers were able to obtain data with greater depth than with individual
interviews %°!, These Groups were kept small with 4-7 participants each to allow each woman time to share her thoughts i.
Each session was held in a non-threatening environment and lasted about 90 minutes. During the focus group, the
participants were able to exchange their views without being judged. This process effectively gathered information about
Asian-Indian women’ views on breast cancer, and current and past practices with breast cancer screening. Table 1 below
highlights the participants’ demographics.

3.2 Participants

Table 1. Demographic Characteristics of Participants

Characteristic N %
Age
41-50 3 30
51-60 4 40
61-70 2 20
>70 1 10
Marital status
Married 9 90
Single/Widowed 1 10
Occupation
Health-related profession 1 10
Industry (seamstress) 1 10
Housewife 3 20
Education 3 30
Technician 3 30
Years residing in the United States
<10 1 10
10-20 2 20
>20 7 70

Note. There were some missing data in the demographic variables.
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The mean age of women participants was 56 years (SD= 9.1 years, range= 42 to 71 years). One woman was excluded from
the mean because her age was not obtained. More than half of the women (54.5%) in the study sample were married (with
four women not indicated whether they were married or not). The average length of residence in the U.S. was 23.6 years
(SD=15.5 years) with 1.5 years being the shortest and 46 years being the longest. The sample included women with a wide
range of occupational background from homemaking, industry, technology, health care, and teaching/education for a total
of 11 participants (see Table 1).

3.3 Procedures

In this study, a convenience sample of participants was recruited from the metropolitan area of southeastern Michigan
through cultural/community centers, a temple, an Asian Indian website, and newsletters. Eligibility criteria were women
who self-identify themselves as Asian Indian American, speak English, Punjabi or Hindi, and be aged 40 or older. Two
separate focus groups were held at the locations which are convenient to and comfortable for the participants. The study
was approved by the Institutional Human Subjects Review Committee, and all participants received and signed a copy of
an informed consent before the start of data collection. The participants were assured that their identities would be kept
confidential and all information would be reported as group data.

Each focus group session was led by a primary investigator and a bilingual research associate with the focus group guide
developed in advance by the primary investigator. This guide was reviewed and validated by two cultural experts and one
consultant for the study. The final interview guide was composed of seven questions (see Table 2) that were selected based
on feedback received from the experts who have worked with this population.

Table 2. Questions Used in the Focus Groups

1 Would you please tell us about your experience (e.g., yourself, family members, friends) with breast cancer?

What does breast cancer screening mean to you?

What are your breast cancer screening practices in your own country?

What are your breast cancer screening practices when you come to the United States?

For women like you, what makes/motivates you to do breast self-examination/clinical examination/mammography?

For women like yourself, what makes it difficult for you to do breast self-examination/clinical examination/mammography?
In your view, what are some suggestions that would make it easier for you to do regular breast self-examination/clinical
examination/mammography?

N o ok WD

The assistant and primary investigator took notes, and the session was also audio-recorded with permission obtained at the
beginning the session. During the session, the participants were encouraged to ask questions, and additional questions
were posed by the researchers to clarify any unaddressed areas. Each participant received a $25 gift certificates to a local
grocery store as incentive and refreshments were served.

3.4 Data analysis

The focus groups meetings were audio-recorded and transcribed verbatim by a trained graduate research associate.
Transcripts were verified by another researcher to ensure the accuracy. Both transcripts of the audiotapes and field notes
served as the primary data used for analysis. The primary investigator and trained graduate research assistant
independently reviewed the transcripts for content analysis and coded each line of the transcripts. Regular meetings
between the researchers were conducted to address emerging patterns and compare the coding results. In addition, detailed
discussions among these researchers were held to clarify differences; resolutions for inconsistencies were achieved by
consensus. Data were analyzed by assigning preliminary labels to organizing themes in the text as recommended by
Morgan and Kreuger % Themes that were salient and repeated in the data were identified and kept in the preliminary data
analysis. In order to determine consistency and establish credible research findings, preliminary conclusions of the first
focus group were discussed with the participants at the second focus group at the end of the focus group meeting and a
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group of key community informants who were familiar with the issues of Al women. Participants were informed about the
confidentiality of data and only aggregate results would be reported.

4 Results

4.1 Reinforcing factors for breast cancer screening

Women participants shared that the role of care providers, family and friends, as well as personal factors positively
influenced their perceptions about breast cancer screening and their actual practices of the screening behavior.

Role of care providers. Doctor recommendations and referrals for mammograms were identified as key facilitating
factors for mammograms. Participants (n=8) reported that when their doctors recommended mammograms they mostly
complied. Similarly, when their doctors reminded them that they were due for mammograms, they felt more committed to
get it done. Participants also mentioned several strategies from the doctor’s office helped, including sending women
reminders when their mammograms are due and clarifying the frequency for the mammograms (yearly vs. once every two
years). One woman described the inconsistency of her doctor’s recommendation of mammogram intervals,

“My doctor said that | shouldn’t get it done every year. | should get it done after two years so | just um...sleep on
it.... She also said, because you are not high risk, because | have got it done so many times, you know in last
10-12 years, and she said now you should get it done after every two years.”

Another theme emerged under the category of the role of other healthcare providers who encouraged Al women to go for
mammograms. Several women spoke about their positive experiences with other support staff where exams were taken.
One woman stated that a comfortable atmosphere helped to relax her when she was waiting for her mammogram. In
addition, several women spoke of the care of the technicians working with them. Two women spoke of gentle experiences
that they had as motivating factors to come back for their next mammograms. A quote showed the explanation from the
technician provided comfort for this woman:

“I had one...1 said a good technician; she explained how they were going to do it and it was as good as video. She
said they would do one breast first and then the second one. It will hurt a little but you will be okay. She explained
to me everything before she started it.”

Influences from family members and friends. Family is a major motivator for these women to get screened for breast
cancer. Women participants expressed the need to be there for their families and wanting to avoid having their family care
for them. As a result, personal health is important to them. Their comments included:

““I don’t want to be dependent on anybody.”

“...s0 | can take care of my family too, so they don’t have to take care of me.”
One woman summed it up by saying,

*“...don’t want to be a burden.”

Experience in these women’s lives in regards to their friends who were diagnosed with breast cancer was a significant
motivator for several of the women. Two participants said that as soon as they found out a friend was diagnosed with
breast cancer, they began to participate in breast cancer screening on a regular basis. The following three quotes supported
this theme regarding the impact of the friends:
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“...s0 some of my friends went through um...you know problems here, some came through late and it was painful
to see that. They suffer for a short time (rest of sentence was muffled). Some of them, it was good they risk the
chemotherapy, and | was thinking that | should start having check-up regularly”.

“l would get it done more often,” (in response to how her perceptions changed when her friend was diagnosed
with cancer).

“You see other people you know around your age or your age group suffering, that can definitely make you
aware, that it’s better to get it done.”

Personal factors. Participants reported several personal factors which motivated them to go for a mammogram. When the
participants found a nodule or changes in their breasts, they felt motivated to obtain mammograms. The participants’
personal goals were another important factor that facilitated them to go for a mammogram. One participant reported her
sense of relief when her mammogram result was negative:

“It’s a relief that you are free, and have peace of mind to find out that everything is okay.”” Another woman said,
“Just to get relief that you are free.”

4.2 Inhibiting factors for obtaining breast cancer screening

The barriers for the Al American women in this study to perform mammograms were categorized as negative experiences,
lack of access to screening, and inadequate knowledge. Data from both focus groups were used to support these themes.

Negative experiences. The most common barrier to mammograms both in the United States and in India was the
mammogram procedure itself. Participants reported pain as a factor that affected their willingness to go for mammograms.
Focus group participants associated mostly negative feelings with mammography. Nine of the 11 women expressed their
experiences with the mammograms were related to the pain, the cool temperature of the “slabs,” and the rough treatment
by the technicians. For instance:

“The pain you know...they squish it between the two slabs over there....”

““I don’t think anybody is telling you the truth but I think that the pain, the pressing your breast that people try to
avoid it.”

One participant reported that for some Indian women going for mammograms may be a taboo, a sensitive topic to talk
about: “I mean this is a taboo there...that nobody talked about especially this thing... it’s very fragile.”

Lack of access to breast cancer screening. The participants (n=8) reported that in India, most women do not have health
insurance. The high out-of pocket cost limits Indian women for obtaining mammograms here in the U.S.; women who
have health insurance through their employers or their husbands’ employers are the only ones who have possibilities of
getting their mammograms done.

Inadequate knowledge about breast cancer screening. Lack of awareness with regards to breast cancer screening is
evident when the women were asked about breast cancer screening practices in their native country of India. Several
women stated that this type of health education was not a part of the Indian government’s mission when they lived in India
30 years ago. Several said that in the last 10 years or so, this has become part of the health education but in some
geographic areas, women still do not practice this type of screening.

When referring to the terminology of clinical breast exams (CBE), the lack of knowledge was evident in the two focus
groups when most participants verbalized that they did not know what some of the terminology meant. Most were able to
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describe that their doctors or nurses touched their breasts but were unaware that this was part of the routine in the modality
for breast cancer screening.

In addition, several women (n=7) questioned the potential for unnecessary exposure to radiation in the mammogram. For
example, one woman said:

“We do, do that...every two years but there’s a question, are we exposing ourselves too much to radiation?”
A second woman added:
“What about how good is this radiation..., cause there’s so much...”

Another aspect of the “Inadequate knowledge about breast cancer screening” theme focused on participants who were not
familiar with the purpose of regular cancer screening. One participant did not feel the need for screening when she
perceives herself healthy. As a result, when in the women’s views and perceptions they had no family history of breast
cancer and/or their having apparently normal breasts, they were deterred from sustaining the habit of performing breast
cancer screening.

“Some people are over confident that they are healthy and nobody in their family has had it.”

... if there’s something, | mean you can see the difference in between the nipples and all that, since you know
generally look seems okay”’.

4.3 Emotions connected with breast cancer and cancer screening

When asked about their perceptions about breast cancer, the emotion of fear was the most prominent expression regarding
breast cancer within both focus groups of Al American women. Several quotations best described these women’s upper
most emotional response as,

“The very word cancer, | think that scares you. Some people say that | don’t even care if it’s at an early stage it
can be cured, but the very thought of cancer you know makes you scared and you think no and you are gone
now.”

““One other thing, | don’t want to see that cancer floor, you know, name and everything you know.”

Another fear was linked to metastases, according to one woman, “You might think that it’s just breast cancer but it could
have gone to other places.” Two participants avoided or delayed yearly mammogram because they were scared of the
outcome; that is, being diagnosed with breast cancer. One woman said:

“You know, I can tell you, I’'m still scared you know, to go to mammogram. | just don’t feel like to go but I just
push myself.”

5 Discussion

This is one of the few studies that used qualitative methods to explore Al women’s views on breast cancer and factors
related to breast cancer screening. Major themes discovered in the final data analysis were supported with direct quotations
from the transcripts. A final analysis of the identified themes revealed specific reinforcing factors of and barriers to breast
cancer screening and provided insights about the perceptions, beliefs, attitudes, and practices of 11 Al women regarding
breast cancer and breast cancer screening. Healthcare providers play an important role in breast cancer screening for Al
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women; when working with Al women, the motivating and inhibiting factors identified in this study should be considered
when interacting with Al women about performing regular breast cancer screening.

The internal fears and concerns about cancer expressed by these women participants can be addressed in a nonthreatening
way to motivate them to adhere to recommended screening guidelines. Ignoring or discounting their feelings may lead to
avoidance and further discourage Al women from practicing screening modalities. Similar to a previous study in
immigrant Filipino women in the U.S. %, pain and discomfort associated with the mammography was identified as a
significant barrier in current study. Community-based outreach education may increase knowledge and reduce such
negative feelings that this population of women experience during past examination. Women participants in this study also
reported skepticism regarding whether or not they should get yearly mammograms based on what they had been told by
their physicians and some worried about the effects of radiation, while others did not feel the need to go for mammograms
if they were healthy and had no family history of breast cancer. Educational strategies (for example, continuing
professional development) for primary care providers that emphasize cultural norms and beliefs may equip primary
healthcare providers and their support staff with an understanding of Al women’s unique needs which eventually lead to
an increased participation in breast cancer screening. The provision of a comfortable and supportive environment during
the screening can also positively influence women’s perceptions and motivation in screening participation.

The main knowledge barrier identified by study participants was lack of information on the importance of early detection
through screening and prevention of breast cancer. Previous studies have demonstrated that knowledge of breast cancer
and screening guidelines are related to the increased screening rates 7?8l Specific topics that emerged from this study
were risk factors, and facts and myths about breast cancer and breast cancer screening. For those Al American women who
were new immigrants (residing in the U.S. less than 10 years), information about available financial alternatives and
assistance for participating in the screening may be particularly important. Therefore, it is crucial to have a variety of
channels established to disseminate pertinent information regarding breast cancer screening and provide free or low-cost
mammogram programs that are accessible geographically. Such information can be disseminated through local ethnic
newspapers and Asian community-based organization websites and at the health fairs, temples, and community centers
where these women gather. Public health programs that promote breast cancer screening can build upon existing
knowledge among specific cultural groups and develop and implement culturally appropriate content that provides
relevant information to Al women in formats that matches their needs. In addition, effective strategies for follow-up visits
for those women who are currently in the health care system can further promote screening adherence. For example, the
mammogram appointment for the following year can be made either when they are checking in or before they leave after
the mammogram so that the women know when they are expected to get the next mammogram. In addition, developing a
reminder system that uses a post card, email, and/or text-message to remind women about when their mammograms are
due may increase the compliance for regular mammaogram screening.

The current study has limitations. Our reliance on a small convenience sample to identify focus group participants that
focused on women who had immigrated to the U.S. and currently resided in Michigan limits the generalizability of the
findings to other groups of Al women. Yet, as generalizability is not a goal of qualitative research, this limitation is
minimal. However, future qualitative research is needed to continue to expand our understanding of this population. For
example, exploring perceptions of second-generation Al American women who were born in the United States or Al
women who live in other geographic regions of the United States will be advisable. Another potential limitation may
center around the fact that the focus group discussions were conducted on the culturally sensitive topic of breast cancer and
breast exams. This may have hindered the participants’ willingness to openly show their true feelings.

6 Conclusion

This study identified the facilitating factors and barriers related to breast cancer screening through focus groups for these
11 Al women. The study findings have implications for development of culturally-sensitive interventions to increase
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breast cancer screening among Al women as well as guide the prevention actions of healthcare providers serving the Al
community. Education interventions that emphasize information about cancer risk and benefits of cancer screening and
considers Al women’s cultural beliefs can be useful to counter negative thoughts or misconceptions/myths about breast
cancer and cancer screening. In addition, encouraging healthcare providers to reinforce motivating factors and address
inhibiting factors during their clinical encounters can potentially improve breast cancer screening utilization among this
population. It is important to address their specific needs to provide customized quality of care and to engage them in
breast cancer screening.
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