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Abstract

Purpose: Disease-related Stigma is negative emotions, attitudes, stereotypes,
and beliefs about diseases. Cancer is one of the diseases that can be exposed to
stigma. Regarding the effects of stigma on the quality of life; admission and
adherence to treatment, and considering stigma as a barrier to health promo-
tion and cancer screening, the aim of this study was to provide a care plan for
reducing stigma in cancer. Methods: This research was carried out during
three phases of qualitative, quantitative studies and a review of the literature.
The qualitative phase was conducted by conventional content analysis to find
effective factors on the reduction of stigma through face to face semi-structured
interviews. The quantitative phase was a cross-sectional descriptive study to
measure the level of stigma. By using both quantitative and qualitative find-
ings, and a review of the literature, a comprehensive care plan to reduce stig-
ma in families with cancer patients was developed. Results: The results
showed two categories of data; 1) reducing stigma at the individual or family
level which needs increasing awareness, teaching coping skills, and support,
as well as counseling; and 2) stigma reduction at the community level and
policy rules which involve public education and cultural changes. Conclu-
sion: Implementation of a care plan for reducing stigma can increase the
physical and psychological health outcomes of people influenced by cancer,
and at the community level, improves the attitude toward cancer and the
success of screening programs, and ultimately reduces disability and mortali-
ty of the disease.
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1. Background

Disease-related stigma is a set of negative attitudes, beliefs, thoughts and behaviors
towards someone with a chronic disease or obvious physical disability [1] [2] [3].
Nielsen describes Stigma as a social disparity and the main elements of Stigma as
“labeling, stereotypy, separation, loss of position, and discrimination”, which af-
fects the integrity of the individual [4] [5]. Data from stigma suggest that cancer is
one of the diseases that have a high stigma in many societies [2] [6]. Cancer is
usually considered a life-threatening illness and is synonymous with suffering and
death [7] [8]. The image of death, bad fate, disaster and misery are some parts of
attitude toward cancer [9]. In addition to the human health threat, cancer may be
a deviation from the norm and an undesirable quality and the affected person can
be exposed to negative emotions of others [5] [10].

The process of stigmatization usually begins with the diagnosis of the disease
[4]. Stigma causes psychosocial problems that affect all aspects of the individual's
life and interfere with the treatment of disease [11]. Even treatment may also
lead to stigma and disrupt interpersonal relationships [12]. Cancer can lead to
changes in individual identity, experiencing emotional distresses, social dysfunc-
tion, physical and emotional consequences of appearance changes, social stigma
and marginality in the community [12]. The fear of cancer stigma and the per-
ception of the disease, shame and anxiety of having cancer, prevent seeking
health services [6] [12]. In Asian countries, some patients travel to other coun-
tries for treatment because they want to keep their disease a secret from neigh-
bors, friends and/or family, and since the treatment is very expensive in those
countries, it can lead to leaving of treatment in people who are not financially
capable [13].

Stigma is a widespread and deep cultural concept, the effects, dimensions and
consequences of which in the local context are significant. It affects individuals,
families and even the effectiveness of public health programs [12] [14]. There-
fore, it is important to address the methods that can reduce stigma or its effects
on affected people.

Considering the limited quantitative and qualitative studies on the stigma in
cancer in Iran, and that people with cancer and their families are suffering from
stigma and its psychological and social problems, this study aimed to provide a
“care plan for reducing stigma in cancer” disease. Many articles in other parts of
the world have proposed a number of strategies to reduce stigma, some of them
have been tested in cancer. However, there is not a comprehensive caring plan
for using in this group, so this care plan can be considered as a package that is

usable in a clinical setting to help reduce stigma and its consequences.

2. Methods

The present research was approved by the Ethics Committee of Shahid Beheshti
University of Medical Sciences under the code of IRSBMU.PHNM1395-570. To
achieve a care plan for reducing stigma in cancer, three phases were carried out.
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First, a qualitative study was conducted to explain the nature of the disease and
the experience of people affected by the cancer in coping with stigma by conven-
tional content analysis. Qualitative phase was conducted through content analy-
sis by face to face interview. Before the interview, the participants agreed with
the researcher on the time and place of the interview. The interview location was
a private and quiet place in hospital or office of the participants with the pre
consent. The research area included the affiliated centers of Shahid Beheshti
University of Medical Sciences, including the Cancer Research Center, Shohaday
Tajrish Hospital, Imam Hossein Hospital and Kashan Shahid Beheshti Hospital
affiliated to Kashan University of Medical Sciences. The participants were se-
lected through purposive sampling. In this method, the researcher was looking
for people who had a rich experience in the subject and were able to express this
experience. Contributors included cancer patients, home caregivers, and health
care providers. Interviews were performed until data reached the saturation. A
telephone interview was conducted on one of the interviews to complete and re-
solve the ambiguity after the interview was completed. The average interview
time was 25 minutes. The data were collected through semi-structured inter-
views. The focus of the interview questions was the experiences of cancer pa-
tients who initially asked a general question “Cancer created what changes in
your life and communications?” “What changes have you seen in the lives of
people with cancer and their associations, and what is your experience with can-
cer stigma?” The rest of the questions were used based on the participants’ an-
swers. Samples were purposefully selected from medical staff, patients and home
caregivers of cancer patients. The location of the interview was agreed upon and
14 interviews were switched to data saturation. Qualitative analysis was per-
formed on the data.

In the next step, a quantitative research by descriptive method was conducted
to measure the amount of stigma of the cancer and related factors in individuals
with cancer which was published elsewhere [15] [16]. After reviewing the qualit-
ative and quantitative results, a literature reviewin order to find reducing stigma
methods in diseases and in particular cancer was also carried out. Articles and
dissertations in PubMed, Scopus, Science Direct, ProQuest, Google Scholar da-
tabases, as well as Iranmedex, Iran doc and SID Persian databases with a combi-
nation of Persian and English keywords “stigma, tag, Shame, discrimination”
“strategy, method, plan, fight, Combat, overcome and reduce, Guideline”,
“Health, disease, cancer” were searched. The study search flowchart is in Dia-
gram 1. In this way all of 61 full-text articles related to the stigma and methods
to overcome it in different diseases, especially cancer, including quantitative, qu-
alitative, review articles, dissertations and clinical guidelines were reviewed

(Figure 1).

3. Results

Due to the data analysis in qualitative part, two main themes were obtained:

considering the cancer as a threatening and unpleasant disease (with subthemes:
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fear and concern, the undisputed destiny cultural superstition and stereotypes),
and conflict of identity/psychosocial disruption (sub themes included: commu-
nicative disruption, concealment of disease, psychological reactions disturbance
in body image, conflict of doubt and certainty). The findings of quantitative part
also showed that 25.2% of the subjects had high score of the stigma. The results
of logistic regression and the relationship between the severity of stigma with
demographic variables and clinical history indicated that the stigma was related
to the level of education of the participants. Increasing the level of education was
associated with a reduction in the score of the stigma. After combination of the
results of qualitative and quantitative and literature review, a “care plan to re-
duce stigma in cancer” in two levels was designed: 1) focused on people with

cancer/their family; 2) focused on the community/policy (Figure 2).

Articles found from databases (11511) Articles found from other sources (83)

A4 v

Articles after removing duplicate and irrelevant items (689)

l—» Excluded articles (236)

Evaluate the title of the articles (453)

l

Selected full text articles (333)

l—’ Excluded full text irrelevant articles (272)

Articles included in the review (61)

Figure 1. Study search flowchart.

Public education

Cultural changes

Stigma Reduction

Community/Policy

Increasing awareness

Teaching Coping skills

Individual/Family

Emotional/Spiritual/Financial support

Counseling

Figure 2. Care plan for reducing stigma.
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3.1. Individual and Family Level

3.1.1. Increasing Awareness

Frequent assessment of interviewing data showed that there is not enough in-
formation about the disease on the level of the community as well as patients
and their relatives, which causes confusion and doubt in the decision-making
process, as well as internalizing the wrong beliefs and behaviors of others. Giving
information to the patient/family about the disease, treatment steps and possible
complications, mentioning the possible causes of the disease and the factors af-
fecting the incidence of cancer in order to eliminate false beliefs such as (bad
fate, evil eye, punishment of God), the scientific reasons to apply communica-
tion constraints in the course of chemotherapy, radiation therapy, and the re-
duction of the activity of the immune system (if necessary); explain the tempo-
rary effects of some complications such as mouth ulcers, digestive complications,
nausea, vomiting, hair loss, which is some information that if known, can reduce
the amount of stigma in the individual and family, and reduce the impact of so-

cial stigma on the affected people.

3.1.2. Teaching Coping Skills

The results showed that one of the effective strategies for reducing stigma is the
use of coping skills by the affected person/family in dealing with negative atti-
tudes and stigma behavior of others. Perform affairs such as reading books, han-
dicrafts, creative activities, and so on; identifying support sources such as family,
friends, or acquaintances, accepting assistance and getting support from them;
doing spiritual activities and religious activities (according to Interests and per-
sonal beliefs), spiritual interventions such as prayer, worship; relaxation tech-
niques such as deep breathing, guiding imagery and so on; ways to cope with at-
titudes, behaviors and judgment of others such as neglect, expressing positive
opinions, expressing hope and giving right information to others help to in-

crease personal growth and the fight against stigma.

3.1.3. Emotional /Spiritual /Financial Support

In this part of the plan, the role of the family and especially the spouse has been
emphasized in reducing the stigma. Meanwhile, the support provided by the
medical staff, especially the physician and nurse, has been emphasized on the
reduction of stigma. Some aspects of emotional support, mentioned in this plan,
were accessibility, communication and maintaining it, counseling centers and
supportive societies. Also maintaining the routine and favorite communication;
membership of support and peer groups is another help. Assessing problems and
financial constraints and introducing person and family to a social worker, sup-
port sources, support groups, charities and sponsoring organizations is another

part of emotional, financial and instrumental support.

3.1.4. Counseling

Most participants emphasized the need for counseling in the early diagnosis pe-
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riod and prior to the onset of treatment for the affected person/family. Also, in
case of severe grief and sadness and severe reactions to the diagnosis, counseling
is an essential part that can eliminate the psychological disturbance as well as
negative attitudes, and create hope and positive belief in treatment, resulting in

rajses in survival rate by continuing the treatment.

3.2. Community Level and Policy
3.2.1. Public Education

The results indicate that the stigma is dependent on cultural stereotypes and
community awareness level. Education about initial warning symptom, the im-
portance of screening for early detection of cancer to prevent unnecessary fear of
cancer, self-care behaviors such as good nutrition, exercise, healthy lifestyle and
preventing stress and high-risk behaviors can lead to an increase in people’s at-
tention to warning signs. Also, teaching how to deal with person with cancer,
their needs, desires, and how to communicate with them helps to improve the
attitudes and behavior of others towards the patients and reduce the sense of

stigma in these individuals.

3.2.2. Cultural Change

The results suggest that cultural changes are needed to reduce wrong beliefs about
cancer, and negative attitudes and behaviors toward affected people. Possible ac-
tions include: educational and cultural billboards in public places, posters and
educational leaflets, development of screening tests focusing on reducing stig-
matization and willingness to do tests. Also, scientific programs, congresses,
supportive associations and educational institutions; publication of the success
stories of cancer survivors in books, magazines and internet to develop positive
attitudes and reduce fear; develop programs with participation of cancer scien-

tists and professionals are other actions that help enhance cultural belief.

4. Discussion

This study was designed and implemented in order to achieve a care plan for
reducing stigma in cancer. The most important issues that require interventions

in the care plan are discussed in this section, respectively.

4.1. Increasing Awareness

Based on the results, increasing awareness and information is one of the effective
strategies for reducing individual and social stigma in affected people and their
families. The results showed that lack of sufficient information on the disease,
the treatment process, and possible complications and managing them, as well as
the nature of cancer and the consequences of treatment complications, cause
fears and concerns about cancer and negative public perceptions of the commu-
nity. Misconceptions and psychosocial factors in people with chronic illness are
the most important causes of stigma. Insufficient knowledge about the disease

affects people’s attitudes and can exacerbate stigma [17]. Many people with can-
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cer speak about lack of information associated with the side effects of treatments
during and after disease [18] [19]. Providing information on whether cancer can
be controlled even if it cannot be healed is an important strategy in reducing fear
and stigma [20]. Knowledge is a good tool for reducing the anxiety caused by
disease stigma, negative or undesirable feelings, or feelings of guilt and embar-
rassment [21]. Education can help people fight fear and complications of the

disease and remove the burden of stigma [18].

4.2. Coping Skills

One of the results in this study was the use of coping skills for individual or
group empowerment, which were among the effective strategies for reducing
stigma among the participants. Various studies have shown the success of ap-
plying coping strategies to counteract situations at individual or group level.
Care, support, and counseling strategies are interventions aimed at empowering
an individual or group of affected or injured persons to combat stigma [22]. Ac-
cepting the diagnosis of disease and maintaining hope along with social support
will inhibit self-stigma due to diagnosis, and it can be said that accepting the
disease is a key element in engaging in care because it will be possible to follow
treatment plan, provide courage to face cancer and believe there is a chance to
survive [23]. For many participants in the Meacham study, the acceptance of the
disease was driven by their religious belief in fate and, using these coping tech-
niques, participants could start medical treatment, despite social pressures to
follow up on herbal treatment options [24]. Potential coping mechanisms in
African-American women with breast cancer include spirituality, positive atti-
tude and supportive networks that have had a positive impact on the reconcilia-
tion of their lives. Believing in God and the power of worship as the most im-
portant part of faith, an important coping mechanism and a vital facilitator of
the chance of survival are mentioned in Torres et a/ 2016. Maintaining the rou-
tines of everyday life, communication and naturalization strategies are consi-
dered as positive coping mechanisms [5] [25]. Faith and belief in God, the power
of worship, positive attitudes and empowerment such as hobbies, fun, cheerful
spirit, and the development of individual skills are among the set of strategies
that help to overcome stigma and enhance self-efficacy and personal worth [19]
[22]. Membership in support groups, where individuals can share their expe-
riences and learn coping skills or support peers is another effective aid in reduc-

ing stigma [26].

4.3. Support

While social support in cancer care is not well-defined, it plays an important role
in stabilizing the threat to individual identities [21]. Patients seek emotional and
informational support from family, friends, and health care providers through-
out their lives with disease [27]. Lack of strong social support and cancer know-

ledge is one of the most influential factors on stigma [23]. Social support is one
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of the most important determinants of the response to the disease. It can reduce
the severity of the response to disease related stressors [28]. Support is one of the
most effective factors in social adjustment, improving physical health and
well-being, and reducing anxiety and depression after severe physical illnesses.
Social support in cancer is recognized as an interactive institution, including the
transmission of emotions, concerns, services and information. However, people
with cancer may have problems in obtaining adequate support and are at risk of
losing the benefits of social relationships, and even social relationships, rather
than support, in some cases, are another source of emotional anxiety for these
people [5]. As Jarret (2015) states, many cancer patients have unmet needs for
care, such as socio-emotional and physical support. Maintaining these needs can
lead to serious physiological symptoms and psychological distress [29]. The re-
sults of this study also indicate that affected people need comprehensive support
from the family and especially their spouses. Many women argue that the quality
of emotional support from several key sources, including husbands, close friends
and family, is more important than having a large number of supporters. The
results indicate that emotional support behaviors are very useful to those who
have life-threatening illnesses like cancer, with words of love, care, concern, un-
derstanding and affection [5]. Many participants in the study also talked about
lack of support and communication deficits between themselves and the doctors.
Many women with breast cancer experience emotional disturbances; social dys-
function due to treatment and social stigma associated with the disease, and are
forced to manage their own stigma and problems without adequate professional

and social support [1].

4.4. Counseling

One of the purposes of other articles and our qualitative study was to provide
counseling and receive professional help for psychological strengthening and
reduction of stigma in affected people and their family members. Stigma and
negative or undesirable feelings or feelings of guilt and embarrassment can cause
more stress and psychological and social complications in people with disease
[21]. Stigma is a major barrier to the diagnosis of psychological distress and use
of psychosocial services among cancer patients [30]. One of the points men-
tioned in the study and shown in the evidence of other studies is the need for
counseling for patients, especially in the early stages after diagnosis. The ap-
proach to providing information along with counseling, as well as psychosocial
interventions and counseling after testing and stress management programs, are
considered as measures for HIV/AIDS-affected people [24]. Providing counsel-
ing to assist patients in overcoming cancer, along with the development of ad-
vanced and early diagnostic treatments and the elimination of fear of death are
part of a series of measures in the field of psycho-oncology [19]. In summary
and as the results show, psychological reinforcement along with family support

and palliative, spiritual, and religious help, and the membership of individuals in
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support groups or peers group leads to a reduction in stigma and a feeling of

isolation [5].

4.5. Public Education and Cultural Change

Stigma has two effects: firstly, the presence of stigma causes other people to react
negatively to those who are affected, which affects the psychological health of the
patients to follow the treatment and return to normal life after cancer [6]. Se-
condly, it prevents people from learning about warning signs and receiving pro-
fessional services [31]. Because, as pointed out, Stigma is a social cultural con-
cept that varies between cultures and over time and is influenced by social be-
liefs, gender, age, religion, and membership in social groups [1] [3] [32] [33]
[34]. The social experiences of women and their beliefs point to untreatable and
severe fear of cancer, and the fear of cancer stigma and the tragic nature of the
disease delay the search for medical assistance [31]. Researchers suggest one of
the main causes of delay in referring is social stigma of cancer, economic pres-
sures and other organizational barriers [23] [35]. Cultural and educational ef-
forts can increase awareness and reduce the stigma of cancer [27]. Ramacant et
al. have talked about raising awareness of breast cancer through mass media and
television, street camps and colleges, along with group discussions and debates
[35]. Expressing successes in cancer through media by providing information on
issues such as reducing the incidence of cancer (where applicable), promoting
screening and early detection programs, treatment approaches, palliative care,
survivors of cancer, governmental efforts in controlling and preventing cancer,
new research, or cancer-related investments and operations, reduce the stigma
associated with cancer [20]. One way to reduce fear is to increase the role of
cancer survivors and supportive programs. If more people hear the stories of the
survivors, cancer will be less associated with fear and death [23]. General educa-
tion has been effective in modifying traditional beliefs and attitudes toward dis-
ease and reducing stigma and discrimination towards patients [22]. Media is ex-
pected to play an effective role in raising public awareness to control the disease
and reduce stigma, but the participants acknowledged that the role of the media
in reducing stigma is limited, and even the negative image of cancer through the
media was seen in description of participants that develop stigma. Mentioning
precise statistics of cancer can sometimes be fearful, but at the same time making
progress on cancer through media coverage reduces stigma associated with can-
cer [20] [36]. The results of the study by Mardani-Hamooleh and Heidarisuggest
that cultural and educational efforts can increase awareness and reduce the
stigma of cancer [27]. In this context, programs such as creating media cam-
paigns aimed at trying to change people’s beliefs are effective [13].

Meacham (2016) revealed that extensive screening campaigns are needed to
improve screening behaviors, which can be enhanced by describing survivors’
stories. These campaigns should be available for all areas of the country and

there should be training for all age and sex groups such as children, men and
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women [23]. (Meacham, 2015). This education on cancer helps improve atti-
tudes in people [37]. Asadzadeh et al (2011) considered awareness raising via
general education in society as one of the ways to overcome social misconcep-
tions about the cause of breast cancer and improve screening behaviors in Iran
[38]. Also, there is an emphasis that health education and prevention campaigns
should provide information about behavioral risks to cancer in a way that more

people (in relation to cancer or those doing so) do not suffer from stigma [30].

4.6. Applications

Stigma Reduction Care Plan can help caregiver to identify stigma and using its
strategies reduce negative effects of stigma and improve quality of individual,
familial, spiritual and social life of affected people. According to the results of
the present study, “Stigma Reduction Care Plan” can help caregivers in the clinic
to plan and do appropriate action based on patient and family circumstances. In
the first step, nurses should be made aware of this phenomenon because stigma
is seen even in care of patients and affects the quality of care and client satisfac-
tion. If caregivers know this concept, they can diagnose the signs and symptoms
of stigma in people affected by the disease and take appropriate care. According
to the research findings, increasing health awareness and knowledge is one of the
essential needs in reducing stigma for both patients and the family and the gen-
eral population; It is also important to change attitudes and eliminate cultural
stereotypes in this regard, which should be considered in health education pro-

grams.

5. Conclusion

With regard to cancer-related stigma, interventions aimed at reducing fear of
cancer help reduce stigma and promote participation in cancer care. In addition,
the results indicate that individual empowerment, support and counseling are
other ways to overcome the stigma and reduce its effects in cancer-affected indi-
viduals. At the community level, information and cultural changes are also ad-
vocated in addressing the negative attitudes toward cancer and patients, and the
success of screening and control programs. The implementation of this care plan
can help care providers manage and control some parts of the psychosocial

problems of affected people and their families.
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