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Impact of chronic oral mucosal disease on daily life:

preliminary observations from a qualitative study Richeal Ni Riordain, Sarah Meaney, Christine Mccreary

diseases of the soft tissue of the mouth. These conditions, like other diseases of the mouth, can result in considerable morbidity with physical, social and psychological consequences for patients [START_REF] Mcgrath | A review of the influences of oral health on the quality of life[END_REF]. They are commonly managed in an oral medicine clinical setting and are often long standing or recurrent, painful disorders. Some of these diseases can predispose to or lead to the development of life-threatening conditions (Hegarty et al., 2002a). Not only can these chronic oral mucosal conditions have an impact on the every day lives of patients but many of the treatment options available, and their side effects, can also influence their daily lives (Ni Riordain & McCreary, 2010).

The importance of evaluating the patients' own perceptions of the impact of their health on daily living has been long established [START_REF] Bowling | Measuring Disease: A review of Disease Specific Quality of Life Measurement Scales[END_REF]. The Expert Patient was a document produced by the Department of Health in the UK in 2001 [START_REF] Doh Doh | The Expert Patient -A New Approach to Chronic Disease Management for the 21st Century In: DoH[END_REF], which outlines the vital role of the patient in their own healthcare, and the insight available to healthcare professionals from patients with chronic conditions:

"An observation often made by doctors, nurses and other health professionals…is 'my patient understands their disease better than I do.'...today's patients with chronic diseases need not be mere recipients of care. They can become key decision-makers in the treatment process."

This document further emphasises the value of the patients' contribution in providing key information regarding living with chronic conditions. 

Materials and Methods

A purposive sample of participants with a chronic oral mucosal condition was recruited from the Oral Medicine Unit of Cork University Dental School and Hospital. The recruitment resulted in a sample of 24 participants with various chronic oral mucosal conditions including oral lichen planus, mucous membrane pemphigoid, pemphigus vulgaris, recurrent aphthous ulceration and orofacial granulomatosis. The purpose and methods of the study were explained to each participant in detail, both verbally and in written format.

Participants were also made aware that their participation in the study was voluntary and each participant was interviewed with written informed consent.

This study was approved by the Clinical Research Ethics Committee of the Cork Teaching Hospitals. The focus groups and interviews were digitally recorded and field notes were also taken. The recordings were transcribed and participants were anonymised with each participant being assigned a participant number.

Transcripts were imported into NVivo software and a thematic analysis was

undertaken. An interpretive methodology was utilised in order to identify key factors influencing participants' experiences of the various chronic oral mucosal conditions they were suffering from on a daily basis. The transcripts were analysed on a line by line basis independently by 2 researchers (RNR/SM). The transcripts were coded, this is a means of defining the data that is about to be analysed. Coding involves identifying passages of text that exemplify a descriptive idea and linking them together under a single idea or code. This process then allows the transcripts to be categorised and hence facilitates the identification of key themes. 

Results

Analysis of the data indicated four key themes in relation to patients' experiences of their chronic oral mucosal condition. These themes included:

1. biopsychosocial issues 2. treatment limitations and side effects 3. unpredictability of the conditions and the potential for malignant transformation 4. issues for the healthcare professionals

In the following paragraphs, direct quotations from patient interviews are used to illustrate these key themes.

Theme 1: Biopsychosocial Issues

There was clear evidence that chronic mucosal conditions had a major impact not only on physical functioning but also psychologically and socially. Each participant remarked on the difficulties which arose from the physical symptoms associated with their condition such as difficulties with the textures and temperatures of food irritating their mouths. However the majority of participants outlined how these difficulties lead to high levels stress and in some cases depression. The social element of this theme includes the attitudes and perceptions of family and friends regarding these conditions.

"they don't understand and like that…you know I could have a bad day at work but I am not inclined to say it is because of my mouth is really in agony"

Participant 21 Due to the unpredictable nature of the disease participants stated that they would need to be prepared at all times for any unexpected flare-up. "Well that would be my thing, the fear of cancer." Participant 18

"'The Big C' that's always a big concern for everybody" Participant 13

However participants clearly outlined their satisfaction with the frequency of regular review. One participant described this as been comforting.

Theme 4: Issues for the healthcare professionals Participants expressed clear frustration with the delay in diagnosing their condition, with some reporting a delay of up to a year. 

Discussion

The use of qualitative methods in health services research has become more widespread over the last number of years. Qualitative data are gathered via in-depth interviews and focus groups allow issues to not only be explored in detail but also to allow clarification to be sought in a comfortable environment.

Focus groups are types of group interviews that rely upon communication between the research participants in order to obtain data and are particularly useful in investigating people's experiences of procedures or conditions (Travess et al., 2004). As to be expected with chronic oral mucosal conditions the pain and discomfort experienced by the patients were foremost when discussing experiences of their daily lives. With these symptoms of pain one could also expect interference with oral functioning such as alteration of the diet and limitation of the types of food and drinks consumed. Oral pain and limitation of function could also lead to difficulty in social settings resulting in embarrassment for patients.

Patient reported outcome measures

The unpredictable nature of these chronic conditions leads to uncertainty about the future and frustration. Patients with oral lichen planus were

particularly concerned with the malignant potential of the condition and patients with other diseases were worried about diseases progression and spread. Frustration with the chronicity of the conditions and the lack of a cure was widespread.

One of the themes uncovered in this qualitative process has implications not only for the treatment of an individual patient or of a condition but has wider significance for healthcare professionals. Diagnostic delay experienced by patients raises issues for practitioners at a primary care level. Patients 14 reported significant delay in referring patients with both general medical and dental practitioners having prescribed multiple antibiotics and antifungals in the treatment of these conditions. An apparent lack of awareness of the clinical features of these chronic oral mucosal conditions is worrisome. A deficiency in the knowledge of primary care practitioners regarding the detection of oral malignancy has been well documented in the literature with educational models proposed for amelioration of this issue [START_REF] Macpherson | The role of primary healthcare professionals in oral cancer prevention and detection[END_REF], Ni Riordain & McCreary, 2009[START_REF] Carter | Oral cancer awareness of general medical and general dental practitioners[END_REF], however, this issue has not previously been highlighted with regard to chronic oral mucosal diseases.

Another possible cause for the delay in diagnosis is a lack of familiarity with the discipline of oral medicine and hence inappropriate referrals. Patients have frequently been seen previously by at least one other healthcare practitioner before being referred to an oral medicine clinic [START_REF] Miller | Changing oral care needs in the United States: the continuing need for oral medicine[END_REF]. In fact, [START_REF] Haberland | Referral patterns, lesion prevalence, and patient care parameters in a clinical oral pathology practice[END_REF] found that patients have, on average, previously been seen by 2.2 health practitioners prior to an oral medicine visit.

The promotion of knowledge of the oral cavity and of the diseases of the soft tissue could lead to more accurate and prompt referral. 

  but only those who have the condition can report on the more subjective dimensions of the condition. This type of data can therefore add to commonly recorded medical or epidemiological data and hence enhance patient care. The aims of this study were to use qualitative research methods to explore the experiences of patients with chronic oral mucosal conditions and to identify factors that influence patients' daily lives.

  are being used to a limited extent in oral medicine (Ni Riordain & McCreary, 2010) with the oral health related quality of life and general quality of life of patients with oral lichen planus (Tabolli et al., 2009), pemphigus (Paradisi et al., 2009) and recurrent aphthous stomatitis (Mumcu et al., 2007) having been reported in the current literature. These studies regarding quality of life and chronic oral mucosal diseases use questionnaire based outcome measures to quantify the impact of theses conditions on the lives of patients. This is the first study in which qualitative research methods were used to report patient own perceptions of the impact of chronic oral mucosal conditions. The use of focus groups and interviews The study highlights a number of areas of concern for patients with chronic oral mucosal conditions that are of relevance to healthcare workers, and in particular oral medicine practitioners.

  can lead to increased waiting list times for those really in need of oral medicine services, increased cost both financially to the patient and from a time management perspective for funding. The educational measures and the promotion of awareness of the speciality of oral medicine are therefore paramount to improve the management of chronic oral mucosal conditions. Chronic oral mucosal conditions impact upon the experience of daily life of patients in a variety of areas from physical health and functioning, to concerns about their future. The role of the oral medicine practitioner in the treatment of patients with chronic oral mucosal diseases extends beyond active management and symptomatic relief to the management of all aspects of these conditions that impact upon their daily lives. Improvement of the knowledge base of general practitioner with regard to chronic oral mucosal diseases and the promotion of the specialty of oral medicine must also be addressed to help deal with the impact of these conditions on patients' lives.
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  Unpredictability of the conditions and the potential for malignant transformation Every participant highlighted the frustration with the unpredictable nature of the condition. They outlined one of the difficulties of living with the condition on a daily basis as being how irregular and erratic the occurrence of periods of flare with these diseases. Participants also expressed frustration at been unable to pinpoint the triggers that aggravate or exacerbate their condition.
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"The tears poured down my eyes, I was so bad with the mouthwash stinging me that I said to her ' I just can't do it!' You're after doing it thinking it would do you good and I think that it was after three days I rang her and I said 'I just can't' my tongue was red raw on fire." Participant 17

"I went to the chemist to get it [prescribed medication]… it was actually last

Thursday week that I took the first one I think, you know after getting it and you know I was really afraid going into bed that night. I though 'Jesus I will never wake-up again' and I was glad to see daylight again on Friday morning!." Participant 6 "The side effects are terrible from it…and I'm saying like, you know, is the cure going to be worse than the disease?" Participant 6 "Because if there was a pattern you could actually follow, but there isn't you know. You could be good for a couple of months even and then all of a sudden they just get bad and then they continue bad for another couple of months and then and there's nothing that you can see that is happening regularly that you can see to cause it." Participant 4 "It can heal up temporarily and you think you got rid of it. And the next thing back it comes, fresh as paint." Participant 22

managed well with topical agents Moderate = Systemic agents needed during periods of exacerbation Severe = Systemic agents needed longterm for management of the condition Page 19 of 19 Oral Diseases -Manuscript Copy Oral Diseases -Manuscript Copy
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