An evaluation study of a pilot group education programme for inflammatory bowel disease
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Abstract
Background and aims: The emphasis for healthcare clinicians to provide adequate disease related education is increasing. Yet little is known about the effect of providing disease related education within IBD. Previous studies have demonstrated increased levels of knowledge and satisfaction, but failed to capture any positive effects on the psychosocial elements of living with IBD. The aim of this qualitative study was to evaluate the impact of providing a group patient education programme on the psychosocial elements of living with IBD
Methods: The data was obtained through eight semi-structured qualitative interviews. Participants were recruited at the education programme using purposive sampling. All the interviews were digital recorded and transcribed. Thematic Analysis was used by two independent researchers to analyse the transcripts and agreed emerging themes.
Results: A global theme of ‘mastery’ was evident within the transcripts. This was underpinned with two core themes of enablement and cooperative learning. The education programme ‘enabled’ the participants in a variety of ways; increased confidence, control, courage and power over their disease. An unexpected core theme of cooperative learning was also identified, with participants describing the overwhelming benefit of interaction with other people who also had IBD.
Conclusions: This is the first qualitative study to report on the effects of providing a group patient education within IBD. The results identify new and interesting psychosocial elements that existing quantitative studies have failed to identify. 


   


Introduction
There is an abundance of literature, guidelines and standards advocating the importance of providing high quality patient education within chronic diseases, including inflammatory bowel disease (IBD)1,2,3,4. Traditionally healthcare professionals have delivered patient education during routine IBD outpatient appointments.  Although it is acknowledged that IBD patients express a desire for more education and they report inadequateness of disease related education during their routine outpatient appointments5,6,7,8. It was these factors that acted as a catalyst to the development and implementation of a pilot group education programme within the northwest region of the UK.  Yet little is known about the effects of providing disease related education within IBD9. There is a paucity of data to support the clinical effectiveness and economic value of providing group patient education within IBD. Whilst previous studies have demonstrated both a greater level of disease knowledge and higher level of patient satisfaction with knowledge, the lack of positive effects on the psychosocial elements of having IBD remained unclear. This study aimed to evaluate the impact of the group education programme on the psychosocial elements of living with IBD. 

Methods
The patient education programme was designed and implemented by group of ten IBD nurses from eight different hospital trusts in the northwest region of the UK. A preliminary questionnaire of 128 patients was performed to understand the educational needs and preferences of IBD patients, which included topics, venues and timings of the sessions. The questionnaire identified ten top topics that patients wanted to understand further (see box one). The sessions took place on rotating basis on a Thursday evening, Saturday or Sunday morning as highlighted by patient’s preference. Five of the seven sessions took place in a regional hotel on good motorway connections because patients preferred free parking and the informal environment. The other two sessions took place in two different hospital post graduate centres due to lack of availability at the hotel. The patient education programme ran once a month over a nine month period with expectation of July and August. Each of the topics highlighted by the patient questionnaire was repeated twice over this period, with two topics on the evening programme (two hours in total) and three topics on the weekend morning (two and half hours in total). A thirty minute general question and answer session concluded every session. Programme booklets were posted to patients were existing databases were available.  The education programme was also advertised in clinic areas with roll out banners and Crohn’s and Colitis UK (CCUK) website. A dedicated website was developed so patients could gain further information on the programme and register for the sessions of their chose (www.ibdpatienteducationprogramme.co.uk). Patients could also register over the telephone; both of these were kindly coordinated by CCUK.   A total of seventy patients attended some or all sessions, patients could pick to register for any of the sessions, it was not compulsory to attend the whole educational programme. The speakers were all consultant gastroenterologists or IBD nurse specialists that provided their time on volunteer basis. To evaluate this pilot a qualitative study design was utilised. Qualitative research has become increasingly popular in health service research because it explains and explores context, patients’ behaviour, experiences, views and beliefs in order to better understand the healthcare system10. 

Box 1. – Ten Top Topics Identified by Patient
Topics – not in rank order
1. What is IBD?
2. Drug Treatments in IBD
3. Future New Treatments in IBD
4. Pregnancy and Fertility in IBD
5. How to Cope with IBD?
[bookmark: _GoBack]6. The Role of Diet in IBD
7. Investigations in IBD
8. How to Self-Manage IBD
9. The Risk of Cancer in IBD
10. Alterative Treatments












Sampling and data collection
The sample was recruited using purposive sampling to ensure good range of gender, age, social background, disease type and duration. The participants in this study are homogeneous of the population under consideration and the researchers identified the participants that had attended the most educational sessions to provide richness to the data. Eight patients were recruited from the seventy patients that attended the education programme. The following inclusion criteria were applied: patients with existing diagnosis of UC or CD; 18 years or older with the ability to give written consent; and must have attended the education programme. The participants’ demographics and characteristics are shown in table 1. The interviews were semi-structured using a topic guide seen in box 2. All the interviews were digitally recorded and transcribed verbatim. The mean duration of the interviews was 42 minutes (range 30-60 minutes). 

Table 1. – Participant Demographics and Characteristics

	Participant No.
	Diagnosis
	Age
	Disease duration
	Gender
	No. of Sessions 
Attended

	1
	UC
	30
	2yrs
	F
	4

	2
	UC
	35
	1yrs
	F
	3

	3
	CD
	55
	9yrs
	F
	2

	4
	UC
	40
	7yrs
	M
	3

	5
	CD
	48
	17yrs
	F
	3

	6
	UC
	63
	4yrs
	M
	1

	7
	UC
	39
	5yrs
	M
	3

	8
	CD
	29
	6yrs
	M
	3



Box 2. – Topic Guide
Questions
Background and personal circumstances
1. Can you tell me little about yourself and how your condition affects you and your life?
Feelings and perceptions prior to attending the education programme
1. Can you tell me how you found out about the education programme and why you decided to attend the education programme?
Feelings and perceptions whilst at the patient education programme
1. Can you tell me about your experience on the day of attending the patient education programme?
Feelings and perceptions since the patient education programme
1. Can you tell me the difference the patient educational programme has made to living with IBD?
Probing Questions
1. What does this mean to you?
2. How were you feeling at the time?
3. Tell me more about that?















Data Analysis
The transcripts were analysed using thematic analysis. Transcripts were read and re-read in order to gain a sense of understanding and feeling of the participants11. The data was then reduced into ‘chuck themes’, which also involved searching for connections across emergent themes12. Potent and consistent themes through the transcriptions were then identified and agreed whilst ensuring a strong interpretive focus11.
Rigour. 
Rigour is best described as the means by which integrity and competence are demonstrated within a study12. The following steps were taken. Transcripts were analysed separately by two researchers and met to compare and agree the identified themes. The results of the study are discussed in the context of the current published literature. Reflexivity was also considered throughout this study using field notes13.
Ethics
This study received a favourable opinion from the Proportionate Review Ethics Sub-committee on the 17th July 2013 (reference 13/YH/0248)  
Results
An overall theme of ‘mastery’ was identified from two core themes of ‘enablement’ and ‘cooperative learning’. Within these two core themes a number of sub themes and basic themes emerged from the transcripts, see fig 1. Whilst the results are presented under individual themes, they all interlink with each other.

Enablement - Power
Participants described a significant amount of ‘suffering in silence’ whilst living with their IBD. They identified a high level of symptoms during a flare up and uncertainty of when and how too access specialist advice. A lack of general practitioners (GPs) knowledge of IBD was identified in exacerbating this issue. The patient education programme enabled the participants to access specialist services more, resulting in an increased utilisation as opposed to reducing use of healthcare resources.
I felt like next time don’t be so stupid, just go straight back and tell them you are not feeling too great …. my GP doesn’t really know anything about it. I actually can turn to someone straight away with my problems … (P01)

The patient education programme also enabled participants to seek out more information and transfer the information from the education programme into their traditional routine outpatient appointments. 
I google stuff now which I wasn’t a big googler before.  I have to say that has continued in the individual consultations.. (PO3)

Enablement – Control
The findings demonstrated that the participants attended the patient education programme because they were at certain time point within their disease. They wanted to have more ‘control’ by ‘understanding’ their disease in more detail. They believed knowledge would be the key to this and reported an increased perception of knowledge following the patient education programme. 
I didn’t understand what was going on …. I just needed to find out more … knowing why it had come back…  (PO3)

In addition to ‘understanding’ the disease, participants wanted to know what ‘choices’ of treatment that were available to them. This was highlighted as not always being fully explored in a routine outpatient appointment.   
I didn’t realise or know what other paths were available to me … making you more aware of paths that are available to you which helps you with the condition and the consequences of those paths… (PO8).
Enablement – Confidence
There was variability within the transcripts of embarrassment of living with IBD. Some participants were able to be open about their diagnosis to family and friends from the outset, whilst for some participants the education programme was the turning point which led to a basic theme of ‘deconcealment’.
it almost felt actually why have I found it so difficult to deal with this. (PO5)

I found it embarrassing at first. I didn’t want to open up and talk about it. That has changed now. (PO7)

The outcome of ‘deconcealment’ following the education programme was an unintended consequence. In contrast to this, two participants discussed the desire to know what other IBD patients looked like and how this gave them ‘confidence’. This emerged as an unexpected basic theme of ‘the face of IBD’.
That is why I wanted to go to the meeting, because I’m interested to know what other people look like who have got colitis. It was very interesting to see what kind of people had it. (PO2)

Enablement – Courage
The participants in this study all report a sense of ‘reassurance’ and ‘hope’ after attending the education programme. There was strong evidence that the participants had less concerns and anxieties compared to the outset of the programme. Issues of pregnancy and fertility were also especially relevant to some of the young female participants.
level of reassurance… (PO5)
it can take some of the heaviness away… (PO6)
but my outlook is better now …. even my mum and partner want to know how it will affect my future and having another baby (PO1)

Co-operative Learning - Interaction
A further sub theme of ‘cooperative learning’ also emerged from the data. The participants in this study all described the value of ‘interaction’, ‘shared experiences’ and the ‘the right forum/platform’.  Participants identified the usefulness of listening to other patient’s questions as they may have not necessarily thought or considered them previously. This brought about a basic theme of ‘revealing knowledge deficit’. 
I liked listening to other people’s question because sometimes they will say something that you haven’t thought about. I think it was very important information (PO2)

The participants identified IBD as a socially isolating disease. Interactions with other people with a similar condition proved to be a positive experience, something that most participants had not experienced before.
It is just sharing your story with others (PO5)

The education programme also offered participants a unique learning concept of ‘the right forum/platform’, a very different concept to the traditional routine outpatient appointment. 
it’s a step past the actually appointment and a bonus really (PO6)

my brain freezes up under the pressure of being in a consultation,  I go in with a million and one things to say but the route of your discussion takes you into different path, but being in an environment of talking freely… I think sometimes things can sink in a little bit better (PO7)

Discussion
The data from the eight semi-structured interviews demonstrates how the group education programme enabled participants to live with their IBD more freely and effectively from a psychosocial perspective. This is the first qualitative study to report the effects of providing group education within IBD. Correspondingly, also the first study to delineate a positive effect that group education has on the psychosocial elements of living with IBD. This is not surprising given the established differences between quantitative and qualitative studies, with the latter being able to capture the participant’s insight and essence of living with IBD14,15. Previous studies have failed to capture any positive psychosocial effects of providing a patient education programme with quality of life scores 8,16. Demonstrating that quality of life is difficult to measure and quality of life scores may be ineffective in capturing the psychosocial effects of providing group education within IBD. 

Qualitative studies of living with IBD have all reported maintaining a degree of ‘control’ is important to IBD patients. This may not necessarily be disease severity or symptoms, but ‘personal control’17,18. The educational programme enabled patients to seek specialist advice when needed, whereas previously this was seen as a frustration both in access to specialist care and lack of GP knowledge. Areas highlighted by the IMPACT survey19 and other studies20. The participants also reported an increased sense of ‘control’ following the education programme, confirming the suggestion that a greater confidence in one’s disease knowledge may have some positive effect on the psychological well-being of IBD patients18.

IBD patients also report increased concerns about cancer, fertility, treatments and the need for surgery. The evidence is inconclusive if providing disease related knowledge increases anxiety21,22. It was evident from this study that participants had less anxieties and concerns following the group education programme.

An increased sense of ‘confidence’ through the recognition of the ‘face of IBD’ and ‘deconcealment’ of disease was also reported by the participants. The participants that concealed their disease within this study described how the education programme gave them the ‘confidence’ to allow ‘deconcealment’. In turn they were able to discuss their illness more openly. A recent meta-synthesis on the health and social care needs of people living with IBD discovered how individuals living with IBD made peace with their illness whilst neither submitting defeat to it either22. The desire to recognise other IBD patient has already been published within previous research23. This is where a number of physical, medical and psychosocial comparisons are made by patients in order to continually to reassess and monitor their current well-being and progression of their illness23. This is the first study to demonstrate that providing disease related group may increase patients’ confidence and allow them to openly accept their disease. 

IBD is described by patients as a ‘lonely disease’ and ‘socially isolating’ due to invisibility24,25. The findings in this study concur with previous evidence. The participants valued the shared empathy from other patients and exchanged information with each other on everyday practicalities of living with IBD. This is similar to the findings of previous research focus groups23. The question and answer session was also well received by the participants. They valued the degree and depth of the questions asked by other patients. This developed new participant knowledge in addition to the information given to them by the speakers. Some participants reported that they utilised this new knowledge within their individual consultations and this is the first study demonstrate this.  

Limitations
The sample size within this study is small and not generalisable. However, the strength of qualitative results is its transferability to other populations. Patients did not attend the full programme but the programme was not designed to ensure this. Patients self-selected which sessions they felt most appropriate to them, for example, more women than men attended the fertility and pregnancy session. This evaluation is in patients who attended the same sessions but not all. This study only interviewed patients who attended the programme, these patients may have had more of a desire for knowledge and therefore benefitted. A recommendation would be to interview the patients who made the decision not to attend the educational programme.

Conclusion
This is the first qualitative study to report on the effects of providing disease related education within IBD. Correspondingly also the first study to demonstrate a positive impact of providing this type of group education on the psychosocial aspects of living with IBD. It identifies new themes previously unreported and demonstrates that providing group education addresses the gap in knowledge provision which is unable to be achieved through the traditional outpatient consultation. The implementation of a group education programme offers patients not just knowledge but interaction with others and a supportive learning environment, which has the potential to positively impact on IBD care.
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