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ABSTRACT

Objective: To use qualitative research methods to evaluate the experiences of patients with chronic oral
diseases. Material and Methods: Purposive sampling was used to recruit patients from the Oral Medicine
Unit of Kerman University Dental School. An experienced independent facilitator convened the focus
groups and conducted individual interviews in a non-clinical setting. Focus groups were mixed regarding
their gender, age, chronic oral mucosal condition, time since diagnosis, and severity. A total of 39 patients
participated in the study, including patients with oral lichen planus, pemphigus, recurrent aphthous
stomatitis and leukoplakia. Results: Analysis of the interviews revealed that patient views could be divided
into the following themes: biopsychosocial issues, treatment limitations and side effects, unpredictability of
the conditions and the potential for malignant transformation. Chronic oral mucosal conditions affected
patients' daily lives in various areas, from physical health and functioning to concerns about their future.
Conclusion: The oral medicine practitioner's role in treating patients with chronic oral mucosal diseases
extended beyond active management and symptomatic relief to the management of all aspects of these
conditions that affected their daily lives.
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Introduction

The oral mucosa's chronic diseases include autoimmune and inflammatory diseases, oral soft tissue
diseases, oral sores, and lichenoid lesions. Like other oral diseases, these conditions can lead to significant
physical effects and social and psychological consequences for patients [17]. Some of these diseases lead to life-
threatening conditions and the chronic conditions of the oral mucosa may affect the patient's everyday life,
necessitating long and expensive treatments. In addition, the side effects of treatment can also affect the
patient’s daily life [27].

Oral and dental disease specialist’s role in treating patients with chronic diseases of the oral mucosa is
beyond the active management or symptomatic relief and includes managing the patients and the diseases that
affect all the aspects of daily life [37. Assessment of patients' perception of their health's impact on their daily
lives has long been a matter of debate in the medical community [47].

In 2001, the Department of Health in England evaluated the critical role of patients with chronic
diseases in health care and patients' positive attitudes to refer to health care professionals. Based on that and
interviews with patients, it was concluded that patients had a better understanding of their disease than their
doctors or nurses and better understood the treatment process and responded well to the treatment [5].
Today, patients with chronic oral diseases are the recipients of care and can be converted to key decision-
makers in the treatment process. In addition, the role of patients in providing essential information on living
with chronic conditions has been demonstrated.

Qualitative research methods whereby patients are interviewed according to their conditions allow
them to see their disease through their perspectives [6,77]. Stainer et al. reported that doctors could give a
professional and specialized opinion through observing the patient’s clinical complaints; however, the patient is
the only one that can report this situation through the mental aspects and its impact on his life. Over the last
few years, the use of qualitative research to collect data through in-depth interviews and focus groups has
expanded. This type of research all owes extensive review of the issues and details; it also allows the
interviewed person to easily express their opinion and come to group discussions [87].

Therefore, it appears that this type of data can typically bead along with medical or epidemiological
data and results and enhance patient care. Reports on the evaluation of the treatment of oral diseases are
limited [9-127. Riordain et al. conducted the only study on the impact of chronic oral diseases on daily life, in
which the analysis of interviews revealed that patient perspectives revealed bio-psycho-social issues, limitations
and side effects of treatment, unpredictable conditions, the possibility of malignant lesions and issues related to
the health care [67].

The purpose of this study was to use qualitative research methods to evaluate the experiences of
patients with chronic oral diseases about their disease and to identify factors affecting their daily life in patients

referred to Oral and Dental Disease Department of Kerman Dental School.

Material and Methods
Study Design

In this qualitative study, interviewing groups were selected from patients referred to the Department
of Oral and Dental Diseases of Kerman Dental School, who had chronic oral diseases such as aphthous
stomatitis, pemphigus, lichen planus, and leukoplakia. Information was collected through interviews and group
discussions (Focus Group). People with different types of chronic oral diseases were placed in 6 separate

groups. In this study, the diagnosis was made for the patients who had leukoplakia based on biopsy and clinical
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appearance. Besides, patients with dysplasia (mild, moderate, and severe dysplasia) were not included in the
study.

The patients were approached by a person who was not aware of the aim of this study. Then, the
purpose of this research was explained to the patients before the interview and those tending participation in
this study entered the research. Therefore, there was not any selection biases in this study. In other words, the
patients in each group explained their diseases and at the end of the interview, they were asked to recall the
name of their diseases. The interview with patients was carried out by researchers who were not aware of the
disease of the patients.

The gender of the subjects in the study had no effects on the audience's feedback; however, an attempt
was made to include patients of both genders in each group. Also, the education level was not considered in
choosing the participants, and they had weak to moderate economic ability. The compositions of these groups
were selected so that in each group, some patient sex presence less illness and some patients had a long history
of their disease. FFor the interview, the patients were asked to come to the Dental School with a prior
arrangement. Two researchers (two dental students) participated in all the interviews (as interviewer and
observer), who were not aware of the patients' disease.

The first person was responsible forth interview and the second was in charge of recording. Before
starting the interviews, the two researchers were coordinated. An independent expert (an oral and dental
disease specialist) who was aware of the issues related to oral chronic mucosal diseases gathered all the groups
in a non-clinical environment and interviews were conducted. The sampling was carried out purposefully, and
the focus groups were different in terms of gender, age, diagnosis and disease severity. At least 35 minutes
were spent on each interview.

During the interviews, the patients were asked about the development of the disease and the impact of
the disease on daily life, social relations, career and family relationships. In addition, the patients were asked
about their opinion about their disease. The interview consisted of in-depth, open and semi-structured
questions. At the beginning of each interview, general questions and then specific questions (to avoid a general
discussion) were asked. Attempts were made to make the questions simple and without prejudice to the
audience.

At first, the interviewer asked questions such as "Can you explain further?” and “Can you give an
example to us?”. At the end of each section of the interview, the negotiations' outcome was concluded and
summarized for other members of the groups to ensure the correctness of the views. Two participants were
reluctant to participate in the group study because of stress; they were interviewed individually later. None of
the participants wrote their names, and a number was assigned to each participant. Interviews were written on
the paper by two dental students after recording and the comments of the participants were coded individually
by the specialist, which continued until data saturation. Finally, data were evaluated according to the content
analysis; the analyzed data were classified, and the number of respondents for each category was determined.
In addition, to increase the scientific accuracy and validation, codes from each interview were given to each
participant to ensure that researchers collected the patients' views.

In this study, the following items were considered to increase the reliability and ineffectiveness of
patients' conversations with each other: 1) Patients were unaware of each other's diseases; 2) Before coding and
final examination, they were contacted to confirm their words and in case of inconsistency, the patient's

sentences were deleted. Therefore, the likelihood of affecting other patients was minimized; 3) The initial
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dossier of the patients referred to the ward was available. If the patient mentioned that there were no

complaints in the initial visit, questions would be asked to confirm it.

Ethical Aspects

The study was confirmed by the Ethics Committee of Kerman University of Medical Sciences

(Protocol No. IR.-KMU.REC.920109). Before the interview, oral consent was obtained from the patients.

Results

The in-depth interviews were performed with 39 patients (12 patients with oral aphthous ulcers, seven

patients with pemphigus, 13 patients with lichen planus, and seven patients with leukoplakia) (Table1).

Tablel. Demographic information of participants in the study with their chronic oral conditions.

No. Gender Age (Years) Education Occupation Type of Disease

1 Female 57 Bachelor Degree Retired Teacher Lichen Planus

2 Male 27 Diploma Self Employee Lichen Planus

3 Female 46 Diploma House Keeper Lichen Planus

% Male 45 Bachelor Degree Teacher Lichen Planus

5 Female 43 Diploma Self Employee Lichen Planus

6 Male 42 Diploma Self Employee Lichen Planus

7 Female 39 Diploma House Keeper Lichen Planus

8 Female 55 Bachelor Degree House Keeper Lichen Planus

9 Female 41 Diploma House Keeper Lichen Planus

10 Male 45 Master Employee Lichen Planus

11 Male 45 Diploma Self Employee Lichen Planus

12 Female 47 Diploma House Keeper Lichen Planus

13 Female 52 Diploma House Keeper Lichen Planus

14 Female 48 Associate Degree House Keeper Pemphigus Vulgaris
15 Female 28 Student Student Pemphigus Vulgaris
16 Female 42 Diploma Self Employee Pemphigus Vulgaris
17 Male 41 Associate Degree Teacher Pemphigus Vulgaris
18 Male 39 Diploma Self Employee Pemphigus Vulgaris
19 Male 38 Diploma Self Employee Pemphigus Vulgaris
20 Male 36 Diploma Self Employee Pemphigus Vulgaris
21 Female 17 Student Student Aphthous Stomatitis
22 Female 19 Student Student Aphthous Stomatitis
23 Female 20 Student Student Aphthous Stomatitis
24 Female 22 Student Student Aphthous Stomatitis
25 Male 18 Student Student Aphthous Stomatitis
26 Male 17 Student Student Aphthous Stomatitis
27 Female 23 Student Student Aphthous Stomatitis
28 Female 25 Student Student Aphthous Stomatitis
29 Female 19 Student Student Aphthous Stomatitis
30 Female 18 Diploma House Keeper Aphthous Stomatitis
31 Female 18 Diploma House Keeper Aphthous Stomatitis
32 Male 21 Diploma No Jobs Aphthous Stomatitis
33 Female 58 <Diploma House Keeper Leukoplakia

34 Female 60 Diploma House Keeper Leukoplakia

35 Male 61 <Diploma Retired Leukoplakia

36 Male 53 Diploma Self Employee Leukoplakia

37 Male 52 Diploma Self Employee Leukoplakia

38 Male 64 Under Graduate Retired Leukoplakia

39 Male 61 Under Graduate Retired Leukoplakia
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The patients were assigned to various classes (with different ages, educational levels and occupations).
Data were coded and then the codes were categorized. The codes for patients with the number of patients

responding to each code have been listed in Table 2.

Table 2. The codes for patients with the number of patients responding to each code.

Code N
Change in Life Style 18
Delay in Diagnosis 12
Being Concerned that the Disease will Exacerbate 22
Receiving Different Recommendations in the Field of Disease 15
Being Seen by Several Doctors 18
Satisfaction or Dissatisfaction with Medications 21
Restrictions in Eating Spicy Food and Drinking Sour Drinks 29
Restrictions in Cool or Warm Foods and Drinks 23
Restrictions in Oral Hygiene (Brushing, Flossing and Use of Mouthwash) 9
Feelings of Inability and Depression 12
Feelings of Anxiety 32
Fear of Cancer 21

Almost all the patients wished to have more information about their conditions. For better
understanding the issues and the effect of oral diseases on quality of life, major themes were categorized into 5
key issues, including the following: 1) Psychological and social issues; 2) Family problems; 8) Limitations of
treatment and its side effects; 4) Unpredictability of the conditions and the potential for malignant

transformation, and 5) Issues related to the diagnosis.

Psychological and Social Issues

The mouth is considered one of the most important organs of the body. Chronic mucosal diseases have
a great effect on physical activity and affect psychological and social activities. In this study, 22 patients
complained about burning sensation with the intake of spicy foods, sharp and sour drinks and one patient
complained of a sore tongue and it's splitting, especially when he got nervous. Except for two patients, all the
patients stated that this situation had caused a lot of stress in them and 12 cases, it resulted in a feeling of

depression in them. Many interviews with people in this field are as follows.

Family Problems

Family problems and fear of oral transmission are some of the most important issues. In this study,
eight patients complained regarding others' behavior; 12 patients stated that they did not say anything about
their illness to keep it a secret. Five patients with lichen planus and leukoplakia (which might be precancerous

lesions) stated that they did not say anything about it to their family.

Limitations of Treatment and Its Side Effects

Undoubtedly, for treating all the diseases mentioned above, drugs have been administered, which can
sometimes cause side effects or exacerbate the patient's condition. In addition, some patients were treated by
general practitioners (14 cases), and some used traditional medicines such as pomegranates and baking soda (8
cases). Five patients were not satisfied with expensive Adcortyl medicines and their paucity on the market.

Some patients had experienced a period of trial and error since the early diagnosis of their disease and these
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had aggravated their condition. A number of participants also had concerns about the possible side effects of

some medicines.

Unpredictability of the Conditions and the Potential for Malignant Transformation
Nearly all the participants insisted on this topic. The unpredictable nature of their illness caused some
disorders and anxiety during their everyday life. Fear of cancer, the risk of transmission of disease and

uncontrolled worsening of the disease were the main topics in this field.

Issues Related to Diagnosis
A total of 18 participants stated that their disease was diagnosed late. In the case of patients with
leukoplakia, two patients complained that they had their disease since two years ago, but their dentist did not

notice it. Table 3 has compared the results of the present study with the study of Riordain et al. [67.

Table 3. Comparison of the present study results with the study of Riordain et al. [67.

Variables Riordain et al. [6] Present Study
Number of Patients 24 39
Sex
Male 8 17
Female 16 22
Age Range (Years) 33-76 17-64
Chronic Oral Diseases N (%) N (%)

Number of Focus Groups
Patient Complaints

Oral Lichen Planus (17 / 70.9)
Mucous Membrane Pemphigoid (2 / 8.3)
Pemphigus Vulgaris (2 / 8.3)
Recurrent Aphthous Ulceration (1/ 4.2)
Orofacial Granulomatosis (2 / 8.3)

Five
Difficulties with the
Temperatures of Food; Limitations on

Textures and
Diet; Discomfort in Social Settings; High
Levels Stress; Depression; Side Effects of
Some  Medications;  Potential  for
Malignant Transformation and Delay in

Diagnosing.

Oral Lichen Planus (18 / 33.2)
Leokoplakia (7 / 18.0)

Pemphigus Vulgaris (7 / 18.0)

Recurrent Aphthous Ulceration (12 / 30.7)

Six
Burning Sensation with the Intake of Spicy
Foods, Sharp and Sour Drinks; Stress;

Depression; Fear of Cancer; The Risk of
Transmission of Disease and Uncontrolled
Worsening of the Disease; Not to Say
Anything About it to Their Family; Side
Effects of Some Medicines; The Unpredictable
Nature of Their Illness; Delay in Diagnosing

Discussion

Oral mucosal diseases include autoimmune and inflammatory chronic diseases of oral soft tissues. Like

other oral diseases, these diseases can cause significant physical, social and mental disabilities inpatients [17].
These patients are usually treated at oral medicine clinics and often have recurrent, painful and long-lasting
disorders [187. Chronic conditions of oral mucosa not only can affect the daily lives of patients but also a
variety of treatments and their side effects can affect their daily lives [147. Patients’ personal feelings about
their health affect their life quality [47. In 2001, a specialist in America proposed a plan that described the
patients' vital role in the care of their disease and experts' insight into patients with chronic diseases. These
documents emphasized the value of the patient's cooperation in preparing key information related to living
with chronic conditions [57].

Qualitative research methods, by which patients are interviewed about their disease, allow patients to
see these diseases with their eyes. This information can add to epidemiological data that are normally recorded

to enhance patient care [7].
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A qualitative research method has been used extensively in health care in recent years. Qualitative
information is gathered through interviews and focus groups, which allows a more healthy and comfortable
environment and research in detail. Focus groups are interview groups that rely on regular communication
with participants to achieve useful information, especially about the conditions, treatment, feelings and
experiences of people [87].

Few studies have focused on the quality of life in patients with oral diseases [14,157]. These studies
have been limited to patients with lichen planus [107, pemphigus [117, and oral aphthous ulcers [127. In all
these studies, the research was based on questionnaires without any interviews with patients. Some qualitative
studies on dental services’ fields include the quality assessment in the elderly population in America [167, a
qualitative assessment of people's expectations of dentistry [177], people's expectations of emergency dental
treatment in Australia [187 and evaluation of dental services (in physicians' offices) and the patients’
expectations of these services in the UK [197].

The present study was performed on the impact of chronic oral diseases on the quality of life. It was
the first qualitative study in Iran and the world's second study after a study by Riordain et al. [67] on chronic
oral diseases.

This study showed that pain and discomfort are the main experience of patients in their daily lives,
affecting some aspects of patients' lifestyles, such as changes in diet and restrictions in consuming certain
beverages and foods, which was consistent with previous findings [6,15,20]. Oral pain and functional
limitations can interfere with social programs, causing embarrassment to patients.

The unpredictable nature of the disease leads to frustration, doubt, sand uncertainties about the future
of the patient's life. Patients with lichen planus and leukoplakia were concerned about the disease's malignant
potential and other patients had concerns about the progress of their disease.

The diagnostic delay experienced by patients was another sobering issue in primary care. Patients
reported significant delays in patient referral by general practitioners and dentists. In this context, the use of
antibiotics and antifungal to treat the disease was significant. Studies have shown that patients with oral
lesions were faced with many problems, with delayed diagnosis and treatment being the most important ones.
Jovanovich et al. conducted a study in 1992 in the Netherlands on the referral pattern of patients with oral
lesions and showed that family physicians normally referred patients to medical experts of various fields rather
than dentists [217]. However, in most medical courses, oral diseases and their symptoms and signs weren't
taught clearly as a separate chapter.

Previous authors showed that the average time wasted from initial symptoms' appearance until the
patient's evaluation by a specialist in oral medicine was about 15 months [227]. Oral medicine is one of the
specialties of dentistry that deals with treating mucosal lesions of the oral cavity. These lesions may be one of
the oral mucosa's focal lesions, mucosal skin disease, or manifestations of different systemic diseases.
Unfortunately, not many physicians and dentists are familiar with the range of capabilities, performance and
features of dental and oral disease specialties. In addition to the lack of training on oral diseases for medical
students and the lack of precise knowledge of experts in various fields of medicine on these diseases, many
patients with oral lesions have been misdiagnosed and have received unnecessary or inappropriate treatments
[237].

Low awareness of the clinical features of chronic diseases is an important concern of the patients.
Previous studies have reported low knowledge levels of physicians in primary care regarding oral diseases and

suggestions have been made to correct this issue [9,24,257. A possible reason for the delay in diagnosis is the
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lack of regular contact between medical doctors and dentists with oral medicine specialists, according to which
inappropriate referrals are made. Approximately one-third of patients in this study had been visited by a
physician or dentist before referring to the Department of Oral Medicine, similar to previous studies [6,267].
Haberland et al. showed that a general practitioner had examined an average of 2.2 patients before having a
visit by oral disease specialists [277]. Undoubtedly, advances in oral medicine and soft tissue diseases can result
in faster and more accurate referrals [287.

Appropriate referrals decrease delays in diagnosis and result in greater will ingress to provide
sufficient services. Spending unnecessary time, especially during examination sessions, can increase waiting
time for patients who need to receive medical care. Increases in costs, both financially and poor management of
time for consultation, can result in inadequate and inappropriate care of patients. Proper knowledge of the
medical community, especially in the field of oral medicine and the performance and capabilities of experts in
this field, is very important to improve the management of chronic oral diseases [67]. Research has shown that
chronic oral diseases can affect different aspects of the patient’s life, such as physical health, performance and
concerns about the future. Therefore, it seems that improving knowledge about the oral cavity should be
considered to help understand the impact of the disease on patients’ lives.

It is recommended that studies be performed with more patients. Moreover, other extensive studies
should be conducted in dental centers. Also, since the patients in this study were afraid of cancer or
transmission, it is better for these patients to have psychiatric counseling to reduce their stress and anxiety in
this regard. Furthermore, studies could be carried out by forming groups of patients and family members to

better understand the patient's condition by those around them and reduce patients' anxiety.

Conclusion

Chronic diseases of the oral mucosa affect patients' daily life experience, including physical health and
activity, and what is relevant to their future. The role of oral medicine practitioners in treating patients with
chronic oral mucosal diseases extends beyond the active management and symptomatic relief to the

management of all the aspects of these conditions that affect their daily lives.
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