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Abstract
Not considering cancer patients’ own views and experience with pain, especially gender and ethnic
differences in their cancer pain experience, was reported to be a major contributor to the
miscommunication that frequently results in inadequate cancer pain management. The purpose of
this study was to explore white cancer patients’ perception of gender and ethnic differences in pain
experience through an online forum. This was a descriptive qualitative study among 29 white cancer
patients based on a feminist approach. Nine topics related to cancer pain experience were used. The
data were analyzed using thematic analysis: 5 themes were identified. First, the participants perceived
that pain accompanies cancer throughout the diagnosis and treatment process. Second, the specific
characteristics of the participants’ individual culture and its view of pain and cancer could result in
different cancer pain experience even among white cancer patients. Third, the participants
complained that women’s pain was not taken seriously by health care providers. Fourth, the
participants reported highly individualized pain experience with emotional pain. Finally, the
participants wanted to have a control of their own pain management process. Based on the findings,
implications for nursing research and practice are proposed.

Keywords
Cancer; Pain; White; Culture; Ethnicity; Gender

Since 1990, approximately 18 million new cases of cancer have been diagnosed.1 This year
about 553,768 Americans (22.9% of all deaths) are expected to die of cancer, which is the
second leading cause of death in the U.S., exceeded only by heart disease.1 Numbers such as
these clearly demonstrate the enormity of this disease in terms of morbidity and mortality.
Furthermore, the physical and psychosocial manifestations of cancer affect virtually all aspects
of patients’ lives. One such manifestation that has received considerable attention from health
care disciplines, professional organizations, and governmental agencies is cancer pain.2
Although currently available therapies have the potential to be effective in most cases,
undertreatment is common, and about 30 percent of cancer patients never achieve adequate
relief.3–6

Among the barriers to adequate cancer pain management, miscommunication between patients
and health care providers has been identified as the primary barrier to good pain management
even when standardized practice guidelines are in place.7–9 Not considering cancer patients’
own views of and experience with pain, especially gender and ethnic differences in their cancer
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pain experience, was reported to be a major contributor to the miscommunication that
frequently results in inadequate cancer pain management.10, 11

Recently, gender and ethnic differences in pain descriptions have begun to be reported.
12,-14 In studies of experimentally-induced pain, men have been reported to have a higher
pain tolerance and higher pain threshold than women.14, 15 In such studies, women were able
to discriminate among heat intensities better than men, indicating that gender-related variations
in pain perception were probably due to physiological differences, rather than only
psychological differences in willingness to report pain.15, 16 In another study, whose authors
describe gender differences in responses toward electrical stimulation, female subjects reported
more pain than males, particularly at higher levels of stimulation.17 In a recent study, gender
differences in pain characteristics were also reported18: when severity and type of cancer pain
are controlled, men more often presented somatic pain while visceral pain was more often
reported among women. Gender differences in functional status related to cancer pain have
also been reported: men tend to have higher physical functions than women.19 Additionally,
gender differences in help seeking behaviors were reported: men were more likely to seek
information while women more likely to seek encouragement and support.20, 21

Ethnic differences in pain descriptions have been reported as well: ethnic variability is evident
in ideas about cancer, pain expectations, pain tolerance, pain expression, and health care
practices.22–26 Rabow and Dibble27 reported that ethnic minority cancer patients reported
more pain than white cancer patients. Vallerand et al.28 reported that African American cancer
patients had significantly higher pain intensity, more pain-related stress, and reported more
pain-related interference with function than white cancer patients. Chin29 reported that
Chinese patients might not complain of pain and might not want to “bother” the nurse to ask
for pain medication. Guarnero30 indicated that Mexicans might want pain relief as quickly as
possible and prefer using words to describe pain easier than using numbers.

Despite these findings on gender and ethnic differences, these factors have not been
systematically studied as to how they might affect cancer pain assessment and treatment in the
practice arena. The purpose of this study was to explore white cancer patients’ perception of
gender and ethnic differences in pain experience through an online forum, as part of a larger
web-based study of 4 major ethnic groups in the U.S., of which only the findings from an online
forum among white cancer patients are presented here.

To guide this online forum, a feminist approach was used. Science carries a variety of
assumptions and methods, some of which tend to devalue research participants’ own
experiences.31 When science is used to support predominant androcentric and ethnocentric
views and interests, those who are not part of this dominant group are marginalized, and their
issues are either not considered relevant for a study or not reflected accurately in research.32
Therefore, feminist researchers prioritize research participants’ own views, perspectives,
opinions, and experiences.33 In addition, feminists believe that there can be no pure biology,
because people do not live in a vacuum.34 Rather, all feminist theory posits gender as a
significant characteristic that interacts with other factors, such as ethnicity, race, and class, to
structure relationships among individuals.35 In this study, a feminist stance was taken that
assumed that inadequate assessment of cancer pain reported by patients did not only come from
pure biology, but from their continuous interactions with their environment and from biases
reflecting the ways they and their health care providers view the world.34 Using a feminist
approach, patients’ own views were prioritized, and gender and ethnicity were viewed as
significant characteristics for structuring cancer pain experience.

Adherence to standards of rigor in feminist qualitative research including dependability,
reflexivity, credibility, relevance, and adequacy assured scientific adequacy.33
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Dependability was ensured by examining the methodological and analytic decision trails
created throughout the online forum. Reflexivity was supported by chronological research diary,
memos, and field notes. Credibility and relevance were achieved by asking the participant’s
responses to the study findings by posting the study findings on the online forum site.
Adequacy was assured by continuously questioning research methods, goals, research
questions, design, scope, analysis, conclusions, and impact of the study within the social and
political environment.

Methods
This was a descriptive qualitative study via an online forum in which 29 white cancer patients
participated. The study was approved by the Internet Review Board of the institution where
the author is affiliated.

Samples and Settings
A total of 29 self-identified non-Hispanic white cancer pain patients were recruited from 122
participants of a web survey who were themselves recruited using a convenience sampling
method through Internet cancer support groups (ICSGs). When a participant who completed
the web survey agreed to participate in an additional online forum, she/he was later contacted
and asked to visit the online forum site when the online forum was initiated. All the web survey
participants who agreed to participate in the additional online forum were invited, yet only 29
actually participated in the online forum. In general, 6–12 participants are thought to be ideal
for a focus group discussion,36 and in qualitative study designs including this online forum
method, intensive focus and in-depth data collection are of greater value than a large number
of participants. Thus, 29 is an adequate number for the online forum discussion.

The inclusion criteria for research participants were: online cancer patients aged at least 18
years who can read and write English and whose self-reported ethnic identity is non-Hispanic
(N-H) white. The reason for excluding children under 18 years is that, developmentally, they
can not respond adequately to the questions asked in the study. The study assumed that
participants were able to differentiate their cultures from others and describe differences in
their cultures. Sociodemographic characteristics of the participants are summarized in Table
1. The mean age of the participants was 44.31 years (SD=10.35), and about 86% were women.
More than 80% of the participants were college graduates, and about 41% were employed.
More than 50% reported that their family income was sufficient or more than sufficient, and
about 58% were protestants. About 97% were born in the U.S. About 52% perceived that they
were healthy.

The online forum was held for 6 months. A total of 291 messages were posted to the forum
site. 22 participants posted messages on all the topics spanning the 6-month period, thus
participant retention was high. To minimize attrition during this period, we employed a variety
of retention strategies. Examples of the retention strategies are: (a) establishing bonds between
the participants and researchers via respectful and trustworthy interactions through online
forums; (b) assigning 1 research staff member to follow the online forums consistently for 6
months; (c) providing a modest monetary incentive of $50 to each participant at the completion
of the online forums; and (d) providing web links to resources on various types of cancer and
Internet support for cancer patients.

Discussion Topics
Nine topics related to cancer pain experience were used for the online forum. The 9 topics were
as follws: (a) terminology to describe cancer pain and their linguistic meanings; (b) verbal and
nonverbal communication styles used to relate cancer pain; (c) culturally universal and specific
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descriptions of cancer pain; (d) gender differences in pain descriptions; (e) patient’s responses
to cancer pain; (f) patient’s evaluation of cancer pain assessment conducted by health care
professionals; (g) patient’s evaluation of cancer pain assessment tools; (h) patient’s evaluation
of cancer pain management provided by health care providers; and (i) patient’s preferences for
cancer pain management strategies. To help the participants understand and discuss the topics
better, several examples of questions related to each topic were provided to the participants so
that they could consider the questions before discussing the topics. These topics and the
examples of questions were developed by the authors and reviewed by an expert panel of
oncology nurses. Based on the feedback by the expert panel, the topics were modified. Then,
the topics were pilot-tested among 9 white cancer patients, and the findings from the pilot study
can be found elsewhere.37

Data Collection Procedures
As explained above, participants for online forums were recruited from a larger group who had
taken a web survey and who agreed to be in the online forum by clicking “I agree to participate”
after completing the survey. The participants were asked to visit the online forum site by using
the username and passwords that they chose during the registration process of the web survey.
Also, the participants were asked to choose pseudonyms for the online forum discussions so
that their real names could not be identified by other participants. The IDs and passwords had
to be used whenever participants logged in at the online forum site, and they were used to link
quantitative and qualitative data at the individual level. Also, their visits at the online forum
sites were recorded, monitored, and controlled. Only those who registered were allowed to
enter the online forums to ensure confidentiality and protect privacy.

When an adequate number of participants (29 in this online forum) were recruited, the online
forum was initiated. One of the researchers sent out e-mails to inform the registered participants
of the initiation. The opening page of the online forum sites showed the introductory questions
so that participants could introduce themselves when they visited the site for the first time. The
introductory questions and 9 discussions topics were posted serially on the forum site and
remained there for the whole 6 months, and participants could post messages about the topics
at their convenience in any forms they wished (e.g., stories, conversations, responses to others’
messages, etc.). A research staff member who was in charge of online forums steered
discussions about Topics 1 to 9 throughout the 6-month period, using prompts as needed and
always considering the content and flow of discussion. The number and length of messages
were not limited. During the fifth month, the participants were asked to add topics that they
wanted to discuss with other participants, and the added topics were available on the online
forum site for the remainder of the 6 months.

Data Analysis
Thematic analysis guided the analysis of data from the forums, which occurred simultaneously
with online forum discussion. After the first week of data collection, the analysis process was
started. First, data from the discussions were printed out directly from the online forum site as
transcripts, which were thoroughly read and re-read for line-by-line coding. The codes from
the line-by-line coding process were summarized as a coding book. Using the coding book,
categories that emerged from internal cognitive processing and reflexive thinking were
constructed by analyzing content and context. Then, relationships between categories were
formulated by mapping associative links among the categories. Based on the relationships
between categories, commonalities and differences in cancer pain experiences between men
and women were sought. At the same time, ethnicity-specific and/or culture-specific unique
cancer pain experience of white women was sought. Also, the effects of variable contextual
factors including variable health status, socioeconomic circumstances, families’ responses and
roles, stability of their daily lives, and social support networks, along with other factors, were
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examined. In addition, an interactive process that involved reading and re-reading text to
produce successively more abstract and refined ideas about domains of interest was used to
identify themes common to research participants. This process served as an ongoing system
of checks and balances.

Findings
Five themes were identified through the analysis process. First, the participants perceived that
pain accompanies cancer throughout the diagnosis and treatment process. Second, the
participants perceived that culture is more than ethnicity, which could result in different cancer
pain experiences. Third, the participants complained that women’s pain was not taken seriously
by health care providers. Fourth, the participants reported highly individualized pain
experience with emotional pain: some experienced no pain at all while others were suffering
due to serious uncontrolled pain. Finally, the participants wanted to have a control of their own
pain management process. Each theme is presented as follows.

Pain Accompanies Cancer
The participants related their pain experience to cancer and its diagnosis and treatment process.
The participants remembered the start point of pain vividly, even recalling the exact moment
with its emotional details. One of the participants mentioned that:

It is a quite a long story, but I will summarize: I never had any medical problems until
2000…In June of 2000 I was having the most excruciating pain in my abdomen and
chest. All the good, doctors I spoke to kept telling me I had gas pains. I was almost
blacking out, the pain could come on so strong. So, needless to say, I knew they were
wrong… I ended up having emergency gallbladder surgery and have over 1,000 stones
upon removal. To top all that off, they found a massive tumor on my liver while
performing the surgery.”

The participants remembered their pain experience with the details on the treatment that they
have received although most of them reported their easy forgetfulness due to chemotherapy
(they called it “chemobrain”). One of the participants described the treatment process that they
have received as follows:

Between Thanksgiving and Christmas in 2002, I knew I had to go for my yearly check-
up early because of abdominal pain… On Jan. 7th, I spent 4 hours at the clinic with
more appointments following 2 days. I had 2 liters of fluid removed from my lungs
on 1 of them. I had complete hysterectomy and ovary removal on the 17th. I was
diagnosed with Stage 4 ovarian cancer. They gave me 3 months without chemo and
a 5% chance to make it for a year following the last treatment, which is my grandson’s
birthday, May 22. Needless to say, I just started chemo again last Thursday. These
treatments always accompanied pain.

In most cases, the participants described that they thought that cancer meant death and demise
at the time of diagnosis. However, they later found that they needed to fight the cancer, and
they recognized that cancer was the thing that they needed to live with and that pain
accompanies cancer throughout the diagnosis and treatment process. Most of them said that
pain was the natural and normal process of cancer and that they needed to “suck it up.”

Culture Is More Than Ethnicity
When the participants were asked about their perceived ethnic differences in cancer pain
experience, most of them raised the question of what culture is. Although all of them were
white, they identified themselves as a mixture of specific ethnic backgrounds such as English,
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French, Italian, Irish, Scottish, Russian, Dutch, French, Finnish, etc. Two of the participants
identified themselves as follows.

I am White mutt that is predominantly Russian, Scottish, Dutch, French, and Finnish
with a little English and Irish throw into a third generation American.

White Caucasian: French-Canadian (my father was born in Canada), English, Irish/
Scottish, German, Hungarian (grandparents born in Budapest), Polish: these are my
4 grandparents.

The participants viewed their culture regionally, such as non-traditional Southerners,
Appalachians, proper Northerners. They also defined themselves according to forms of social
organization, particularly economic (work-related), such as a blue-collar, steel mill community
culture, and rural farm community culture. One of the participants said:

I live in a rural community. It is mainly a farming community with a lot of lakes also.
We have a lot of summer people that come from the bigger cities that visit their cabins.
In my younger days, I grew up in a home on the lake and in my married life, we bought
land that belonged to my father’s side of the family, then went to my mother’s and
back to my father’s.

Most of the participants identified specific characteristics of their individual culture and its
view of pain and cancer. These identified characteristics and views certainly support that
culture among white cancer patients is more than solely ethnicity and can be differentiated by
geographical areas, family traditions, and/or work environments. Also, these findings indicate
that these specific characteristics could result in different cancer pain experience even among
white cancer patients. One of the participants mentioned:

I realize the difference from then to now (the difference between Hungarian culture
of father and German culture of mother). My father’s sister got Cancer first and
everything was done to accommodate her and then the whole family had an opinion
on what she should do and would try and take over her decision making. The German
side (of my parents). My mother’s sister has Cancer of the Colon, and was getting
treatments the same time I was. I only knew this when I told that family, then it was
permissible to talk about it. Lots of “God” will help you, put your hands in your faith”
was permeated through the Lutheran religion… The Germans do acknowledge pain,
verbally, and by going to the doctor. The Hungarians never see a doctor or a dentist,
as if it was below them, later I found out it was because they did not trust them. The
sides of the family that actually were hospitalized, are all dead from that event.

Women’s Pain Not Seriously Taken
Most of the participants mentioned that there were certain gender differences in their perceived
cancer pain experience. One of the participants reported their perceived gender differences in
cancer pain experience as follows:

I can only compare myself with my husband. I have had lymphoma and have received
numerous treatments of chemo, radiation, and surgery. He had a bout with early-stage
prostate cancer, got the seed implants, and so far has a very low PSA and is doing
fine. I think he thinks more about cancer than I do, but he has always been a worrier
and doom and gloom Irish Catholic (life is hard, a testing ground, then we die and go
to heaven).

Most of the female participants reported that they were treated differently by their family,
friends, and physicians because of their gender, although the male participants did not make
any comments on this. One of the female participants made this mention of gender differences:

Im Page 6

Cancer Nurs. Author manuscript; available in PMC 2008 August 4.

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript



I think because men tend to be the stereotypical bread-winner, their cancers are taken
more seriously by family, friends, and doctors. I think that doctors tend to actually
listen to the answers male patients give regarding their health, pain, etc. For some
reason, men are given more credence when they say, it hurts. Women, I believe have
higher pain tolerances, maybe it’s that childbirth thing. I know I don’t always speak
up right away when I’m in pain. I feel like I’m going to be burden on someone.
Whereas men are used to having someone take care of everything, they bring home
the bacon, we fry it up, stereotypically speaking… ‘Mom’ always takes care of
everyone, but who take care of ‘mom’?

Highly Individualized Pain Experience With Emotional Pain
The participants’ pain experience was highly individualized. Some had serious pain from the
treatment preparation process, the side effects of treatment, surgery, or cancer itself. One of
the participants mentioned their experience of pain, due to preparing for cancer treatment and
treatment itself, as follows:

Tram flap has left me in continuing abdominal pain, unable to sit up, lift or push, with
a big hernia, requiring a third repair surgery, and my orgasms hurt now because of
tram flap reconstruction, so I have no sex life. The pain that cancer surgery caused
me continues to this day, even though I supposedly have no cancer.

On the contrary, others reported that they experienced just a little discomfort rather than pain
although they went through the treatment process as others who had suffered pain. One of the
participants said:

As to pain from my cancer, I really have not had any severe pain, mostly discomfort.
For me, Lymphoma, as it affects the lymph system tends to be not painful… I have
several nodes in my groin, that at this time are significantly bigger than normal, that
cause discomfort, but not pain.

The participants tended to divide pain experience into physical pain and emotional pain. Many
of the participants mentioned that emotional pain had been much crueler than physical pain.
One of the participants said:

As far as pain.. I have 2 types… physical and emotional. The physical is much as Jane
explained… As for the emotional pain that comes from having a form of cancer no
one seems to think of as “real” cancer. We typically don’t do chemo or traditional
radiation. And every doctor you meet and every website refers to it as the “good”
cancer, so of course none of my in-laws take it seriously… However, 3 days in
isolation after injecting a chemical they brought to my room in a 20 lb lead container
on a 4 foot dolly while wearing hazmat clothing, and having tape and plastic covering
because they don’t want you to contaminate it, having to catch my urine and pour it
into a lead container…feeling like the proverbial leper…it’s painful.

Controlled or Controlling
The participants were struggling with the issues related to their control of their own bodies and
lives in cancer pain assessment and management process. Many of the participants felt that
they did not have any choice, that their lives were not in their own control, and that they just
needed to bear the experience. One of the participants mentioned:

I have to say, I had no choice in the matter, and just had to go through it. I did whatever
I had to do, to try to be better as quickly as possible… I can do nothing about how I
feel or the pain I can sometimes find myself in due to muscle spasm etc. I simply have
to live with them, and I have to say, I am glad to be living!
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Except for 2 cases, all the participants were upset about ignorance of their pain by health care
providers. One of the upset participants mentioned that:

I hate to talk about my pain to someone in oncology, as they don’t seem to understand
pain. Radiation folks didn’t want to hear about it, and kept telling me radiation doesn’t
hurt. Well, let me tell you the pain is there and watching the skin peel off my genitals
was most disturbing. Their attitude seemed as if ‘I’m getting rid of your cancer, what
else can you want?’ I felt few nurses, doctors, or clinic techs wanted to know about
how I felt. I often laid there and cried, and all I got was a Kleenex!

Some participants were talking about firing their health care providers because they wanted to
control their bodies and lives in the cancer pain management process, and because they wanted
a caring health care provider. One of the participants said:

I’ve had to find my own doctors who listen to me and I’ve fired more doctors and
nurses in the last 2 years than I’ve know in my entire life. I pay them to take care of
me and helping me as a complete human being is part of their job.

Another finding related to “controlled” in the process of cancer pain management was related
to cancer pain assessment tools. Most of the participants regarded pain assessment tools as
useless for their pain management. Rather, they thought that pain assessment tools are designed
solely for health care providers and would not work for actual assessment and management of
their pain. One participant said:

Only a home health care nurse…questioned my reply of “4” because she could see I
was writhing in pain and not speaking easily. I changed the rating to “6”…Nobody
ever insulted me with smiley and frowny faces asking about pain. I think I would have
thrown up on them if I could have. This should be used for children and non-native
speakers of the language in the country where the person is hospitalized. It is insulting
to English-speaking, educated patients. Pain management or lack thereof is the single
biggest shame in the medical profession, and that is quite a statement.

Most of the participants were trying to do their best to live with cancer and pain while
controlling their bodies and lives. Many of them were talking about “living life to the fullest”
and “not sweating the small things.” The participants reported that they finally felt okay when
their treatment and pain management were in their own control and when they kept up with a
positive view on everything. One of the participants said:

Cancer and death make any decision you make different from an ordinary disease because the
question is you control the treatment including pain management. Once you give yourself to
your Cancer Doctor you give up that control… I am in control of what my body can do or not
do now. I can heal myself. So, come on Cancer, rear your ugly head again! I will defeat you
myself, again! You can see the change in attitude, huh? … I try and fix myself before I go to
a Western doctor. So I have changed. I am in control of me, at least I think so.

Discussion
Some themes found in the study are consistent with those from previous studies among cancer
patients, while others add new information about cancer and cancer pain experience of white
cancer patients. The first theme of the study, “pain accompanies cancer,” agrees with findings
from previous studies that have indicated patients’ tumultuous experience of balancing the
elation of surviving life-threatening illness with the demands of chronic health concerns,
information needs, family supports, and altered life meaning.38–40 Indeed, studies have
indicated the psychological processes that occur over time as the individual and those in their
social world, manage, learn from, and adapt to the multitude of changes which have been
precipitated by cancer and its treatment.41 The findings reported in this paper also support the
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view of cancer as a chronic rather than a terminal disease. As the findings show, the participants
first thought that cancer meant death. Then, while they went through the disease process, they
found that they needed to live with cancer as a chronic disease while “sucking it up,” and that
pain was a natural part of the disease process. This finding agrees with those among some other
ethnic groups including African Americans,42 Ethiopians,43 and Central Americans.44

The second theme, “culture more than ethnicity,” also agrees with the existing literature on
ethnic differences in cancer pain experience. As mentioned above, ethnic differences in pain
descriptions have been reported in the literature: some are stoic and rarely report pain while
others express pain freely 45–48 Although the study findings reported in this paper did not
directly report ethnic differences in their pain descriptions, they certainly agree with findings
from previous studies. The other finding related to this theme was that many participants
perceived their geographical, work, and generational culture as important as their ethnic
culture. Actually, some of them perceived these sub-cultures as more important than their
ethnic culture. Because race is a more salient distinction in the U.S. than ethnicity, nearly all
of the European ethnic groups tend to get blurred together because they are so similar. Although
there is no standard definition of culture, culture is usually defined as the sum of beliefs,
practices, habits, likes, dislikes, norms, customs, rituals, and so forth that we learned from our
families during the years of socialization.49 From this definition of culture, the geographical,
work, and generational culture can be considered as a type of culture. As the findings of the
study presented in this paper indicated, thus, culture can be more than ethnicity. Practitioners
who wish to account for the mediating effects of culture on cancer pain experiences need to
be aware that different groups identify with different components of an overarching concept
called “culture,” whether class, religion, or ethnicity.

The third theme, “women’s pain not seriously taken,” supports gender differences in cancer
pain experience. In a systematic review of the literature on gender differences in pain, fatigue,
and depression in patients with cancer, Miaskowski 50 reported that research studies on gender
differences in cancer-related pain, fatigue, and depression were minimal in number, were
restricted to studies of the differences in prevalence rates and severity scores, and for the most
part had yielded inconsistent results. Indeed, some recent studies reported that there were no
gender differences in the pain intensity measures and the pain severity measures.51, 52
However, in most studies, certain gender differences have been reported,53–55 and the findings
of the study presented in this paper agrees with this side. The participants of the study presented
in this paper were deeply concerned about gender inequity in pain management process,
especially health care providers’ unfair treatment for women’s pain reports.

Since the study presented in this paper is a qualitative research study, the findings can not
provide generalizable findings on gender differences or provide a direction of the gender
differences, but the findings certainly support that the female participants’ cancer pain
experience and management experience were different from the male participants’. In addition,
this theme, “women’s pain not seriously taken,” conforms to the general patriarchal attitudes
toward women’s health/illness in the US health care system, such that women’s bodily
experiences tend to be easily ignored, and their voices usually inaudible.35

The fourth theme of “highly individualized pain experience with emotional pain” also agrees
with the findings of the existing literature. Pain is a subjective, highly individual experience
that does not lend itself to direct quantification by physiological or behavioral parameters.56,
57 Therefore, a patient’s self-report of pain is regarded as the single most reliable indicator of
pain.58, 59 Related to this, all the participants of the study presented in this paper except 2
indicated their concerns related to the cancer pain assessment tools. Their position was that the
pain assessment tools such as the Visual Analogue Scale, the Verbal Descriptor Scale, and the
Face Scale were just for health care providers, not useful for patients themselves at all. They
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raised a question about how the highly subjective pain experience could be objectified and
measured. Some of the participants pointed out that they felt humiliated when their pain was
assessed by using the face scale in health care settings, and that their pain report was corrected
by health care providers during the pain management process, which raised questions about
the objectivity of the pain assessment tools.

The fifth theme of “controlled or controlling” indicates how important the controllability of
their own bodies and lives was to the participants in their pain experience. This theme somewhat
conforms to the findings of the existing studies on cancer pain experience among white cancer
patients. Many studies have indicated the adjustment process of cancer patients, and many of
these studies have indicated the transcendent experiences of cancer patients through the
adjustment process, which can be viewed as an effort to control their own bodies and lives.
60, 61

The theme of “controlled and controlling,” however, is different from some findings among
African American and Asian cancer patients. Some studies of African American cancer patients
indicated that the patients wanted to cede medical decisions to the health care providers, who
had medical training and experience.62, 63 Im and her colleagues64 reported that Korean breast
cancer patients tended to blame themselves and focus on their own problems, such as not being
happy or not enjoying their current status of life, rather than giving attention to those who
would control and who would be in control.

Finally, the fourth theme of “highly individualized pain experience with emotional pain” and
the fifth theme of “controlled or controlling” also indicate the strong individualism embedded
in the participants’ lives. Typical attributes associated with individualism are independence,
autonomy, self-reliance, uniqueness, achievement orientation, and competition.65
Individualists are portrayed as having control over and taking responsibility for their actions.
65 While not denying that societies exist or that people benefit from living in them,
individualism holds that the individual is the primary unit of reality and the ultimate standard
of value. Usually, Western culture is viewed as emphasizing individualism, while non-Western
cultures of ethnic minorities are viewed as emphasizing collectivism.66 The individualism-
collectivism dimensions has been widely used to describe, explain, and predict cross-cultural
differences in attitudes, values, behaviors, cognition, communication, attribution,
socialization, and self-concepts.47

The theme of “highly individualized pain experience with emotional pain” can be viewed with
this individualistic basis of white culture.67 White cancer patients placed the highest priority
on their own individual experiences and their own interests, and their cancer pain experience
ranged from no pain to extreme pain depending on their individual contexts. Also, the theme
of “controlled or controlling” reflects their individualism; white cancer patients wanted to have
control of their own bodies and lives. This finding contrasts with the findings among cancer
patients in some other cultures (e.g., Asian culture, Hispanic culture) who would expect their
family members to take care of them because their cultural background emphasizes
collectivism, such as the welfare of one’s family (familism).66

Finally, the study presented in this paper had some limitations because the participants tended
to be young, high-income, highly educated women cancer patients. As frequently reported in
Internet research studies, the online population tends to be a selected group of people.68, 69
That would be the reason that the participants of the online forum looked like a select group
of cancer patients: all of them were recruited through the Internet. Furthermore, male
participants tended to be silent compared with female participants, so male participants’ voices
were rarely heard throughout the online forum. Indeed, although an equal number of potential
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participants from each gender were invited to participate in the study, more women agreed to
be in the group.

Conclusions and Implications
In this paper, the findings from an online forum among white cancer patients were presented.
These findings suggest some directions for future research and practice related to cancer pain
management among white cancer patients.

First, researchers and health care providers need to respect cancer patients’ own experience,
attitudes, and meanings related to cancer pain during pain assessment and management process.
In the current literature, cancer patients’ own voices are hardly heard and their own experience,
attitudes, and meanings are usually ignored.11, 70, 71 Yet, as the findings of the study presented
in this paper showed, the cancer patients’ own experience, attitudes, and meanings related to
cancer pain experience may be different from those that researchers or health care providers
can usually expect. For example, researchers or health care providers have tried to make
standardized pain assessment and management tools while assuming that the assessment tools
are the essentials for adequate cancer pain management. However, the findings indicated that
cancer patients perceived the pain assessment tools were just for health care providers, not
useful for patients themselves at all. Furthermore, the findings reported that some patients even
felt humiliated when their pain was assessed by the face scale.

Second, when white cancer patients’ pain is assessed and/or explored, geographical, work, and
generational cultures need to be considered as important factors that could influence cancer
patients’ attitudes toward pain and its assessment and management process. Researchers and
health care providers tend to erase the differences between white Americans in the interest of
constructing a “white ethnicity,” despite the fact that white Americans have heterogeneous
forms of values, traditions, and social organization. However, as the findings indicate, there
are diversities within the culture, and the definition of culture is broader than ethnicity. Without
considering the diversities within the culture itself, cancer pain management cannot be
adequate for some white cancer patients.

Finally, researchers and health care providers need to view pain as a chronic condition that
cancer patients live through until they die; in some cases, they live with cancer for several
decades. To the degree that cancer has been considered an incurable disease by practitioners
in the current Western medical paradigm, it has been regarded as a terminal disease rather than
as a chronic condition .72, 73 However, with advances in medical knowledge and technologies,
cancer is increasingly a chronic condition accompanied by pain.40, 72 Some types of cancer
including ovarian cancer are now regarded as a chronic disease rather than a terminal disease.
72, 73 The findings of the study presented in this paper support this notion of cancer as a chronic
condition rather than a terminal condition.
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Table 1
Sociodemographic characteristics of the participants (N=29)

Characteristics n (%) Characteristics n (%)

Age (years) Gender
 Mean (SD) 44.31 (10.35)  Female 25 (86.2)
 Range 25–63  Male 4 (13.8)
Education Religion
 High School Graduates 5 (17.2)  Protestant 17 (58.6)
 College (partial & graduated) 24 (82.8)  Catholicism 7 (24.1)

 Buddhism 1 (3.4)
 Others 1 (3.4)
 No religion 3 (10.3)

Employment Born in the U.S.
 Not employed 17 (58.6)  Yes 28 (96.6)
 Employed 12 (41.4)  No 1 (3.4)
Income Satisfaction Annual Family Income
 Totally insufficient 4 (13.8) (mean/SD) $56,344
 Somewhat insufficient 9 (31.0) (34193.02)
 Sufficient 12 (41.4)
 More than sufficient 4 (13.8)
Health Status Cancer Stage
 Very unhealthy 2 (6.9)  Stage I 4 (13.6)
 Unhealthy 10 (34.5)  Stage II 6 (20.4)
 I don’t know 2 (6.9)  Stage III 4 (13.6)
 Healthy 15 (51.7)  Stage IV 7 (23.8)

 Non-staged 3 (10.2)
 Recurrent 2 (6.8)
 I don’t know 1 (3.4)

Cancer Type Treatments (have received)
 Colon cancer 1 (3.4)  Chemotherapy (Chemo) 5 (17.2)
 Breast cancer 8 (27.2%)  Surgery 4 (13.8)
 Leukemia 1 (3.4)  Radiation (Rad) 4 (13.8)
 Non-Hodgkin’s Lymphoma 3 (10.2)  Hormone therapy (Horm) 1 (3.4)
 Ovarian cancer 2 (6.8)  Surgery+Chemo 3 (10.3)
 Thyroid cancer 4 (13.6)  Surgery+Chemo+Rad 3 (10.3)
 Lung Cancer 2 (6.8)  Surgery+Chemo+Rad+Horm 2 (6.9)
 Esophageal cancer 1 (3.4)  Surgery+Chemo+Horm 1 (3.4)
 Epithelial cancer 1 (3.4)  Surgery+Rad 2 (6.9)
 Carcinoid/Carcinoma 2 (6.8)  Surgery+Rad+Horm 2 (6.8)
 Squamous cell carcinoma 3 (10.2)  Surgery+Chemo+Rad+Horm

+Biotherapy
1 (3.4)

 Retroperitoneal Mucinous Cystadenoma 1 (3.4)  Rad+Chemo 1 (3.4)
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