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1. Introduction 

The last few decades have been particularly significant in terms of advancements of 

scientific knowledge and medical knowledge in particular. Within medicine, reconstructive 

surgical procedures have achieved spectacular results. While the popularity of elective 

cosmetic procedures has reached unprecedented – and in some instances socially 

concerning – proportions, the beneficial effects of reconstructive surgery for trauma 

and/or disease generated cases have been significant. This is also the instance of patients 

affected by cancer of the head and neck. The multiplicity and frequencies of these forms of 

cancers now generate a large enough group of patients who face the condition of survivors 

with an added social problem: The stigma of being facially disfigured.  

This chapter probes the issue of the limits of reconstructive surgery as a form of intervention 

that while addresses relevant medical problems, it also opens up new social problems. In 

this case, the issue studied is the social consequences of reconstructive surgery on head and 

neck cancer patients. In particular, this chapter investigates the manner in which social 

stigma is generated as cancer survivors re-enter society after reconstructive surgery and 

associated treatments concluded their cancer therapies. 

Developments recorded in medicine increasingly generate the long term survival of cancer 

patients (American Cancer Society, 2009; Mood 1997; Davis, Wingo and Parker 1998). These 

medical improvements have also had beneficial results for head and neck patients (Davis, 

Roumanas and Nishimura 1997; Dropkin 1999). In the instance of this particular group of 

patients, needed surgical intervention signifies the removal of portions of the face that are 

affected by the malignancy. One of the common consequences of this type of intervention is 

the alteration of the patient’s face and the permanent facial disfigurement that it entails 

(American Cancer Society, 2009). Surgical procedures to restore the original facial 

appearance are common. Similarly common is the availability of increasingly sophisticated – 

albeit often costly and difficult to use – prostheses (Davis, Roumanas and Nishimura 1997). 

Reconstructive surgery is central in the processes and its success is evident. However, the 

severity of the alterations caused by the removal of the malignancy, make a restoration of 

the normal shape of the face virtually impossible. The result is that the survival of the 
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patient and the success of the surgical interventions and medical treatments translate into a 

social problem: patients remain facially disfigured. Survivors typically live the rest of their 

lives with facial disfigurement.  

Because of the importance of the face in social relations –a central element of 

communication (Kish and Lansdown, 2000; Macgregor, 1990), and an item employed to 

attribute both “normality” and ownership of socially desirable characteristics (Furness, 

Garrud, Faulder, Swift 2006; Goffman, 1963; Hawkesworth, 2001; Hughes, 1998; Ishii, 

Carey, Byrne, Zee and Ishii. 2009; Macgregor, 1974) –individuals with the abnormal face 

experience stigma and are treated differently than the rest of the members of society. They 

are labeled as different and treated as such (Bull and Stevens 1981; Callahan 2004:75; 

Furness et al. 2006; Hawkesworth 2001; Hughes 1998; Kent 2000; Macgregor 1951; 1974; 

1990; Millstone 2008). According to available literature, facially disfigured patients’ 

interaction with acquaintances and strangers – these are members of secondary social 

groups – is viewed as a constant source of stigma. Acquaintances and strangers are seen 

as exercising prejudice (negative feelings and/or beliefs) and/or discrimination (actual 

differential treatment) against patients. However, the characteristics of the interaction 

process have not been clearly mapped out leaving a gap in the available knowledge on the 

manner in which stigma is actually created (Hughes, 1998; Macgregor 1990; van Doorne, 

van Waas and Bergsma 1994). The knowledge obtained from this study contributes to the 

reduction of this gap and can be employed to inform caregivers as they deal with 

disfigured patients and their families. 

2. Methods 

This is a qualitative research based on in-depth interviews with a purposive sample fifteen 
cancer patients who underwent surgery to treat head and neck malignancies that affected 
their facial appearance. Patients were selected through the review of records at a major 
cancer center located in the Southwest of the United States of America. Eligibility criteria 
excluded persons under the age of 18, those who had surgery six month prior to the 
interview, those who were receiving active cancer therapy at the time of the interview, and 
those who could not express themselves in English. In-depth individual interviews were 
conducted between January 2008 and February 2010. Twenty potential participants were 
contacted. Two of them could not participate for scheduling problems and three refused to 
be part of the project. Finally, a total of eight men and seven women were interviewed. The 
median age of these patients was 66 years and the youngest patient was 31 and the oldest 
81. The patients included in the study all underwent orbital exenteration. At the time of the 
interview, the post-surgical period ranged from ten months to thirty five years and the 
median was five years. Some patients underwent additional reconstructive and plastic 
surgical procedures. While the extent of disfigurement varied, all of the patients were left 
with significant alterations in their facial appearance. An illustration of the degree of 
disfigurement can be seen through the photos accompanying this chapter. Photos 1 and 2 
are illustration of severe cases of disfigurement after ablative surgery. Photo 3 illustrates a 
case in which surgery allowed the use of a prosthesis that adequately concealed the 
disfigurement (Photo 4). One family member for each of the participating patients was also 
interviewed. 
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Photo 1 

In the course of the interviews both patients and family members were asked to reconstruct 

instances of encounters with strangers and acquaintances. The interviews were audio 

recorded with the participants’ and family members’ consent and the transcribed texts were 

analyzed employing the qualitative methodology  Grounded Theory (Charmaz 2006). The 

guiding assumption of the study was to develop analytical categories (variables) that would 

identify patterns of interaction between facially disfigured cancer patients and members of 

secondary groups. These categories were created to illustrate the collective action process 

leading to stigma rather than the manner in which patients felt in the interaction process 

itself. Analytical categories were constructed through line-by-line coding and constant 

comparative analysis (Charmaz 2006). Once developed, codes were grouped in relevant 

categories that were saturated as no new relevant properties of these categories emerged. 

Along with saturation, the negative cases technique was employed to validate categories 

and their properties (Charmaz 2006; Holton 2007). In this case, there was a deliberate search 

for situations that would contradict the analysis. Their absence was employed to validate 

the conclusions (Charmaz 2006).  
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Photo 2 

 

Photo 3. 

www.intechopen.com



 
The Social Limits of Reconstructive Surgery: Stigma in Facially Disfigured Cancer Patients 49 

 

 

 

 

 

Photo 4. 

Three primary analytical categories were generated to illustrate patients’ interaction with 
secondary groups leading to stigmatization: Intrusion, sympathy and benign neglect. 
Intrusion indicates interaction based on unsolicited attention paid to patients. Strangers and 
acquaintances ask unwanted questions, make unwelcome remarks, stare and/or make their 
unspoken curiosity felt. Sympathy refers to unsolicited comments and/or actions showing 
support to patients and the desire to be of assistance, while benign neglect denotes a 
situation in which interaction is characterized by people not paying particular attention to 
patients. Additionally, small and large groups also emerged as relevant categories as 
differences exist in interaction within these groups. Intrusion, sympathy and benign neglect 
describe conditions that are decreasingly favorable to the creation of stigma. As intrusion 
fosters stigma, benign neglect defines patterns on interaction in which patients are granted 
that kind indifference that is “normally” given to strangers and/or distant attention granted 
to acquaintances.  
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3. Brief review of salient literature on cancer generated facial disfigurement 

Stigma is defined as the “social disgrace” associated with people who are considered 
different (Goffman 1963). Difference is socially constructed and is the outcome of 
discrepancies between an individual virtual social identity (expectations about what that 
individual ought to be) and his/her actual social identity (the attributes he/she actually 
posses) (Goffman 1963:2). When the actual social identity is perceived as departing from 
normality, the individual is stigmatized. Stigma is attached to an individual’s feature “that 
is deeply discrediting” and that separates that person from the group of the “normals.” 
However, its actual genesis is relational as he/she is constantly compared to other members 
of society. Therefore, some specific individual characteristics generate stigma in some 
instances but not in others (de-stigmatization). Stigma is generated by the existence of a 
number of blemishes. There are those of individual character such as homosexuality, 
dishonesty, imprisonment, radical political behavior, and addiction. There are those of tribal 
stigma that are related to a person’s group of reference such as religion, ethnicity or race. 
And there are those of “abominations of the body” that refer to physical abnormalities. 
Facial disfigurement pertains to this last category.  

Stigma has been widely studied and this production includes works such as those on stigma 
generated from diseases (i.e., cancer and AIDS) (Fife and Wright, 2000), physical disabilities 
(Cahill and Eggleston, 1995; Susman 1994 Link and Phelan 2001:365-66; Jacobi 1994), and 
mental health (Angermeyer and Matschinger 1994; Corrigan and Penn 1999; Cahill and 
Eggleston, 1995). Despite this wealth of contributions, stigma caused by facial disfigurement 
has been the subject of only a relatively small number of works (Clarke 1999; Clarke et al. 
2003; Kent, 2000; Kish and Lansdown 2000; Hughes, 1998; Pruizinsky et al. 2006). These 
analyses stress the social importance of the face, the problems that affect those who display 
visible facial blemishes and indicate that the face represents one of the most notable physical 
attributes and a significant source of social information prior to, and during, social 
interaction (Anderson and Franke 2002; Cole 1998; Furness et al. 2006; Goffman 1963; 
Hawkesworth 2001; Hughes, 1998; Macgregor 1974) Accordingly, people possessing an 
attractive face are not only considered physically pleasing, but they are often viewed as 
endowed with intellectual and emotional characteristics such as intelligence, kindness, and 
high morality and better treated by others than less attractive individuals (Bull and Rumsey 
1998; Cash and Pruzinsky 2002; Feingold 1992; Kish and Lansdown 2000; Macgregor 1990). 
Facially disfigured individuals commonly engender negative responses by other members 
of society (Callahan, 2004; Hagedoorm and Molleman, 2006: Kish and Lansdown 2000). 
Stigma is further divided into felt stigma and enacted stigma (Jacobi 1994). Felt stigma refers 
to situations in which the individual perceive that he/she is viewed as different. Enacted 
stigma refers to explicit actions that result in stigma. In both instances, stigma is a relational 
process as it involves at least two interacting parties.  

Facially disfigured cancer patients are primarily concerned with surviving cancer. Yet, as 
their survival becomes apparent, they become concerned with disfigurement: a situation 
that affects both patients and their family members (Bonanno 2009; van Doorne, van Waas 
and Bergsma 1994). The association of cancer and disfigurement is persistent. Therapy 
almost inevitably mandates surgical removal of cancer-affected parts of the face making it 
an undesirable consequence of successful medical intervention (Callahan 2004; Millsopp, 
Brandom, Humphris, and Lowe 2006; Valente 2004).  
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Among the limits of this otherwise important literature, is the lack of attention paid to the 
social process that generates stigma (Kent 2000:199; Clarke 1999; Furness et al., 2006; 
Thompson and Kent 2001). In particular, limited attention has been paid to the fact that 
disfigurement and stigma are socially constructed and generated through processes of 
interaction that involve multiple actors and take different forms according to the settings 
in which they unfold (Kent 2000). Accordingly, it is important to recognize that attention 
paid to the adaptation of patients to their condition of facially disfigured is only one 
component of an otherwise much more complex process in which “others” are often the 
source of stigma. In this respect, and while evidence indicates that society as a whole is 
the primary source of stigma (Callahan, 2004; Hagedoorm and Molleman, 2006; Kish and 
Lansdown 2000; Pruzinsky et al. 2006; van Doorne et al. 1994:325), the manners through 
which stigma emerges in interaction between the patients and “others” requires further 
investigation (Bonanno, Choi and Esmaeli 2008). More specifically, because stigma does 
not occur homogeneously, it is important to identify the circumstances in which it appears 
in interaction and the ways in which interaction can be directed to avoid the occurrence of 
stigma. Van Doorne et al. (1994), for instance, indicate that interaction with strangers 
almost certainly leads to the creation of stigma. They, however, stress that interaction 
with acquaintances requires additional investigation. The present study addresses this 
gap in current knowledge. 

4. Results 

A model of interaction patterns between facially disfigured cancer patients and members of 
secondary groups was generated through the application of Grounded theory (Charmaz 
2006; Holton 2007). Figure 1 graphically synthesizes this model.  

In the case of the interaction of patients with members of secondary groups, three 
fundamental analytical categories were developed. Intrusion indicates interaction based on 
unsolicited attention paid to patients by strangers and acquaintances. People ask unwanted 
questions, make unwelcome remarks, stare and make their unspoken curiosity felt. 
Sympathy refers to unsolicited comments and/or actions showing support to patients and 
the desire to be of assistance. Finally, benign neglect denotes a situation in which interaction 
is characterized by people not paying particular attention to patients and giving them that 
“civil inattention” and/or distant attention that characterizes everyday interaction among 
strangers. Benign neglect is the desired form of interaction as it does not generate stigma. 

Interaction patterns change in regard to the size of interacting groups. Interaction 
characterized by intrusion in large and small groups generates stigma. These are felt and 
enacted forms of stigma. Sympathy produces enacted stigma in interaction in small groups 
and enacted and felt stigma in interaction within large groups. As by definition, benign 
neglect does not produce stigma in interaction within all groups. Following are more 
detailed illustrations of these patterns. 

Intrusion – This is a situation that engenders stigma in interaction within small and large 
groups alike. Members of interacting groups grant disfigured individuals the particular status 
of “different” through the construction of actions based on unwanted attention. Strangers and 
acquaintances’ questions, stares, remarks constitute elements that transform disfigurement 
into stigma. Of particular importance are situations in which patients remain for relatively 
long periods of time in a relatively still position in full view of others. Because of this 
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immobility, patients tend to feel uncomfortable. This felt stigma, however, can translate into 
enacted stigma as stares, comments, or questions characterized the behavior of others. The 
unusual shape of patient’s face makes strangers and acquaintances curious. As this curiosity is 
made explicit, stigma occurs. This is the case even when interacting individuals attempt to 
conceal their intrusive behavior. This concealed enacted stigma refers to actions of intrusions 
accompanied by attempts to hide them from patients. Patients tend to feel resentment to 
intrusive actions. They resent the unwanted attention of others and often express this 
resentment by defining these actions as “rude” and “inconsiderate.” Simultaneously, patients 
display unconcerned awareness. This is a pattern in which patients remain aware of stigmatizing 
actions but simultaneously indicate that are not affected by them.  

 

 

 

 

 

 

 

 

 

Fig. 1.  

 

 

Sympathy 

 

Benign Neglect 

 

Intrusion 

Small 
Groups 

Stigma 

No Stigma 

Curiosity; Immobility: 
Concealed Enacted S; 
Enacted and Felt 
Stigma; Unconcerned 
Awareness; 
Resentment 

Enacted and Felt 
Stigma: Supportive 
Curiosity; 
Instrumentality; 
Unfounded respect; 
Unconcerned 

Stigma 

Stigma 

Stigma 

No Stigma 

Felt 

Enacted 

Felt 

Enacted 

Enacted 

Felt 

Enacted 

Large 
Groups 

Small 
Groups 

Large 
Groups 

Small 
Groups 

Large 
Groups 

www.intechopen.com



 
The Social Limits of Reconstructive Surgery: Stigma in Facially Disfigured Cancer Patients 53 

Sympathy – It refers to intrusive patterns of interaction in which individuals provide 
and/or manifest support to facially disfigured patients. It creates enacted stigma in small 
group interaction and felt and enacted stigma in large group interaction. In the case of 
small group interaction, supportive curiosity occurs. It refers to questions that people ask 
about patients’ appearance that are accompanied by actions and expressions that are 
supportive of patients. It is a form of enacted stigma. The expression “everybody is nice,” 
frequently reported by patients, captures this pattern of interaction. Patients do not 
experience felt stigma as they feel comfortable with the support that strangers and 
acquaintances offer. In large group interaction, patients may use this offered support to 
their advantage even when it is not necessary. This instrumentality is not exercised in 
small groups. Interaction in large groups, however, leads to stigma when offered 
assistance is viewed as unnecessary and/or exaggerated in relation to the actual physical 
conditions of patients. Simultaneously, when sympathy guided action transcends 
established expectations and creates unfounded attention enacted stigma occurs in small 
and large groups. Because of their status of cancer survivors and facially disfigured 
individuals, patients are granted what they perceive as undeserved respect. These actions 
create felt stigma. 

Benign Neglect – refers to interaction in which strangers and acquaintances do not pay 
particular attention to disfigured individuals. It is that common pattern that characterizes 
interaction among people who are not familiar with each other. While people are aware of 
the presence of others, they do not focus on, nor pay particular attention to, their actions. 
As Macgregor (1974: 60) put it, “it is that civil inattention normally granted to others in 
society.” Because of its “normality,” interaction characterized by benign neglect becomes 
particularly important in situations in which difference is present. Facially disfigured 
individuals not only feel comfortable during these interactions, but also acknowledge the 
fact that they are treated normally without any particular emphasis placed on their 
physical appearance.   

5. Relevance of these findings for surgeons and other caregivers  

This study demonstrates the ways in which interaction between facially disfigure cancer 
patients and secondary groups creates stigma. Because only limited knowledge is available 
on this topic, caregivers should use these results to assist patients and provide needed 
information and assistance to patients’ family members. Through a grounded theory 
analysis, the study identifies key types of interaction patterns related to social stigma. These 
findings add to existing knowledge in a variety of ways. First, they point out that interaction 
between facially disfigure cancer patients and secondary groups is not a uniform process 
but it varies according to different settings and groups. It follows that current knowledge 
that indicates that “the reaction of people on the streets or in the neighborhood is …. 
consistent: they stare at most patient with facial defect” (van Doorne at al 1994:325; see also 
Hughes 1998; Macgregor 1990), while overall accurate, requires to be specified. This 
research demonstrates that the behavior of members of secondary groups consists of three 
distinct interaction patterns.  

Benign neglect is the only type of interaction that does not create stigma. It refers to 
“normal” interaction as individuals are aware of the presence of others but do not pay 
particular attention to them. Accordingly, patients and their family members should be 
informed on the importance of creating conditions that lead to this type of interaction. In 
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particular, patients and family members should be instructed on the tendency of people to 
pay unwanted attention to patients. This is a situation that should be addressed through 
action planning and education whereby patients ought to plan their social activities 
carefully. Similarly, the general public should receive education on the conditions of these 
patients1. 

Interaction characterized by intrusion consistently generates felt and enacted stigma. 
Episodes of felt and enacted stigma occur in small and large group settings, making it the 
most difficult type of interaction for patients and family members. Patients and their 
families should be advised of the difficulties that episodes of intrusion generate. Strangers 
and acquaintances alike will ask questions, make comments, stare and make other intrusive 
actions. A number of additional elements characterize this type of interaction. The categories 
of curiosity; immobility; unconcerned awareness and resentment discussed above 
frequently accompany intrusion. As indicated above, educational efforts should be made to 
sensitize the general public on episodes of intrusion. It is also important to inform patients 
and their family members that these conditions may or may not be alleviated by 
reconstructive surgery.  

In the case of interaction characterized by sympathy, stigma develops in different ways in 
small groups than in large groups. In small groups stigma takes the form of enacted stigma. 
In large groups it takes the forms of both enacted and felt stigma. While sympathy indicates 
that interacting individuals either provide or manifest support to facially disfigured 
patients, it also refers to the fact that this interaction ultimately creates stigma. The 
categories of supportive curiosity, instrumentality and unfounded respect characterize this 
type of interaction. Caregivers should make clear to patients and family members that the 
desire of strangers and acquaintances to assist patients does not necessarily translate into a 
non-stigmatized interaction. Accordingly, efforts to educate interested parties on this 
contradictory situation can be beneficial.  

Second, this study indicates that acquaintances’ interaction with patients does not differ 
significantly from that recorded for strangers. Both strangers and acquaintances 
contribute to the creation of stigma when intrusion and sympathy occur. Both groups are 
capable, however, to establish interaction based on benign neglect. These findings add to 
existing knowledge by clarifying patterns of interaction between patients and 
acquaintances.  

Third, this research underscores the importance of approaching the creation of stigma for 
facially disfigured cancer patients in relational terms. Stigma emerges as the product of 
interaction. As such, it involves facially disfigured patients and other segments of society as 
they interact in varying ways and with varying results. While the study of the manner 
through which individuals respond to disfigurement remains important, an enhanced 
understanding of the construction of stigma is achieved by considering the collective 
dimension of this process. Caregivers should be aware of this aspect and avoid the 

                                                                 

1 The patterns of actions needed to address stigma are not the topic of this chapter. However, it is 
important to note that both education of the public and action planning are to be considered two of the 
most important strategies to address this problem. 
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presentation of stigma as an issue that pertains exclusively to the patients’ individual 
sphere. Stigma is a collective process that involves a multiplicity of actors. 

Finally, the issue of stigma associated to cancer generated facial disfigurement is the 
byproduct of advancements in medicine and surgical techniques. It is a situation that is the 
outcome of the success of scientific advancements. However, it is a state of affairs that 
cannot be address exclusively by medicine in general and surgical actions in particular. It 
requires a multidisciplinary effort and the cooperation of multiple actors in the medical 
sciences as well as the social and behavioral sciences. Accordingly, it is important that 
surgeons become aware of this and similar conditions and that these situations become 
integrated into training protocols. Surgeons as well as other caregivers should be exposed to 
knowledge about the creation of pertinent social problems and to the boundaries that 
surgical intervention entails for the overall quality of life of patients. 
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