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2. 

Introduction 

Background 

The health-related QoL of patients is of paramount concern when practising patient-centred care and 

ensuring maximum health benefits are achieved through treatment. However, traditionally only the 

physical domain of QoL is examined to determine the effectiveness of medical intervention, and the 

social and psychological domains are not considered (1). Similarly, in broader dietetic care, there is 

not always an emphasis on QoL but rather success may be measured by laboratory or clinical tests (2). 

For example, a patient prescribed a cholesterol-lowering diet may be deemed “successful” if the 

cholesterol is lowered. Whilst these measures are important, it does not reflect how the treatments 

may affect other aspects of the patient’s life (2). Whilst Pietersma et al (1) concluded that social and 

mental domains of QoL are often not given the explicit attention that is needed, their results were 

generalised to health related QoL. When considering specific disease states with a unique set of 

symptoms, a disease-specific QoL assessment tool may be needed. 

Food Intolerance 

For this study, food intolerance (FI) and its associated symptoms and impacts were specifically 

examined as a condition where dietary modification is part of diagnosis and treatment. FI is defined 

as; “an adverse reaction to a food chemical for which no immunological mechanism has been 

demonstrated or suspected” (3). FI can affect many systems of the body, though the common ones 

affected are the central nervous system which manifests as headaches, migraines and fatigue; the skin 

which manifests as urticaria, rashes, itching and hives; and the gastrointestinal tract which manifests 

as irritable bowel (constipation, diarrhoea, bloating, pain) (3). Reactions are dose dependent and can 

be delayed in some individuals (3). FI is difficult to identify and poorly understood, producing 

scepticism about its existence in some medical fields (3), however it is estimated to affect 5-20% of 

the population (3). There are currently no reliable clinical tests for FI, and the chemicals which cause 

the symptoms can be found naturally and synthetically occurring in many wholesome foods 

(salicylates, amines, glutamates), as well as medications and personal care products such as 

toothpaste (4). The only reliable diagnostic tool available is resolution of symptoms on an elimination 

diet followed by provocation of symptoms on food/capsule challenges (4), whereby symptom relief 

marks that the symptoms are related to one of the chemicals that have been avoided and challenges 

may identify specific triggers. 

RPAH Elimination Diet and Challenge Protocol 

The RPAH elimination diet and challenge protocol, developed by the RPAH Allergy Unit, was developed 

as a diagnostic tool for patients with FI, and involves four stages; elimination of dietary chemicals and 
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resolution/significant improvement of symptoms; placebo controlled, double-blind food chemical 

challenges; prescribing a personalised diet based on food chemical challenge results, and liberalising 

the diet of those chemicals found to provoke symptoms on challenge to tolerance (5). Throughout 

each stage of the dietary intervention, a level of restriction is required to obtain valid results. The most 

restrictive of these stages is the initial elimination of dietary chemicals, where patients are prescribed 

a diet which is either; ‘simple’, ‘moderate’ or ‘strict’ in regards to its chemical content, depending on 

the severity of the patients symptoms and their willingness to adhere to the restrictions (6).  

Whilst the RPAH elimination diet and challenge protocol is designed to be a short term diagnostic tool, 

depending on the individual it can take months to determine the level of tolerable food chemicals. 

This can be hampered by onset of withdrawals in the first two weeks; personal, social and work 

pressures; the manifestation of symptoms up to 48 hours after ingestion and patients’ compliance to 

the restrictions. Therefore, the QoL of patients with FI before, during and after the dietary intervention 

is relevant to consider as the process is spread over a significant time period, impacts day to day 

functions associated with purchase, preparation and consumption of food. 

Previous studies 

Studies have addressed the effect of QoL in diseases treated with restricted diets, such as coeliac 

disease (7), irritable bowel syndrome (8) and food allergies (9) and have developed a QoL assessment 

tool to address the issues identified. However, currently there is no assessment tool specific to FI as 

the QoL of this population is yet to be examined. Simpson (RPAH Allergy unit, unpublished work) 

aimed to address this gap in the literature by interviewing health professionals who were experienced 

in treating patients with FI. This led to the development of a draft FI QoL tool (Appendix 6) based on 

the health professionals experience, however the patients’ perspectives were not included. 

Aim and hypothesis 

The aim of the study was to determine which QoL domains should be included in a FI QoL tool in order 

to include the patient's perspective and therefore assist caregivers to maximise QoL throughout 

diagnosis and treatment. It is hypothesised that the patients' perspective on QoL domains may be 

different to those addressed by the existing tool, which was based on the literature and the clinician’s 

perspective.  

Methods 

Study design 

A purposive sample of patients at various stages of the RPAH elimination diet and challenge protocol 

was included to reflect the stages of change that may be apparent with a longitudinal study, but 
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forming a cross-sectional study design. The focus groups provided the researchers with the patients’ 

perspectives on how their QoL may have been impacted by food intolerance and the RPAH elimination 

diet and challenge protocol. 

Study population 

Focus group participants were either current patients who had attended the RPAH Allergy Unit in the 

previous 12 months seeking assistance for potential food intolerance, and later diagnosed after 

improvement in symptoms on the elimination diet (known as a “responder”); or new patients who 

had an upcoming appointment before September 2016 who were deemed likely to have FI. Only adult 

patients (18 years and older) were included. The Allergy Unit database system and medical records 

was used by researchers to obtain patient contact details, and patients were invited to participate in 

a focus group session via email (Appendix 1). The email included a hyperlink to Survey Monkey 

(www.surveymonkey.com) and directed patients to a questionnaire for those interested to complete 

and covered questions regarding symptoms (Appendix 2). Questionnaire responses were then used to 

identify suitable focus group participants. At this point, patients whom were subsequently determined 

to not have FI were excluded from the study.  

Once their eligibility to participate in the study was confirmed, the participants attended one of four 

focus groups at the RPAH Allergy Unit either in person or online via the Zoom Video conference service 

(www.zoom.us). The Zoom video conferencing service is a free program for participants to 

download and accept invitation to a conference call. Consent was obtained verbally at the start 

of each focus group, and the study was approved by Sydney Local Health District Human Research 

Ethics Committee protocol number X16-0134. Participants were also made aware that they could 

leave the focus group at any time without providing a reason. 

Data collection 

A moderator experienced in running focus groups lead the discussions, following a list of questions 

(Appendix 3) regarding participants’ QoL before, during and after their treatment with the RPAH 

elimination diet and challenge protocol. They were open ended questions which were neutral, i.e. no 

positive or negative undertones to influence participants. Prompts were only provided when 

necessary, for example if participants were unclear of what is meant by QoL, and probes were only 

used if participants were interrupted or were unsure of medical terminology, or similar situations 

occurred.  

The focus groups were recorded on site with two dictaphones in addition to the recording function on 

the Zoom video conference service (www.zoom.us). This allowed multiple participants to join the 

group and interact with one another, as well as those who attended in person at the RPAH 
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Allergy Unit. The dictaphones however provided a clearer audio recording when compared to the 

online service and so these were used to transcribe the focus groups by the research student. The 

video recording was used to help identify each speaker throughout the discussions. 

Data collation/ Management 

Verbatim transcription of three of the focus groups was completed manually using NCH Express Scribe 

Transcription Player 5.13 (NCH software, Canberra, ACT). Four focus groups were run and it was 

determined that theoretical saturation, that is to say continued coding would not add anything 

substantial to the overall analysis, was obtained after thematic analysis of three. This was determined 

as thematic analysis occurred during data collection, that is, transcription of the focus groups occurred 

simultaneously with the data collection. Microsoft Office Excel (2007) was employed to collate the 

data and manage the themes through a colour coding and numbering system, and Microsoft Office 

Word (2007) was used to transform these into a visual representation.  

All data was de-identified, regardless of the inclusion in the study, and stored on a secure server at 

the RPAH Allergy Unit. This adheres to the site specific RPAH Allergy Unit confidentiality agreement 

which was signed at the commencement of this project. 

Data analysis 

The focus group transcripts were thematically analysed using inductive coding (creating codes 

regardless of previous theory) and systematic comparison (assigning the same code to each 

occurrence of an idea across transcripts) (1) by the research student and a secondary researcher with 

experience in qualitative methods to gain consensus (Figure 1). Thematic analysis involves identifying, 

analysing and describing patterns within a data set (11) and as such can be considered subjective. 

Inductive coding was used to code the transcripts of the focus groups to avoid the researcher being 

influenced by previous studies on similar topics. Systematic comparison was used throughout the 

coding process to ensure the codes were consistent across the participants and the focus groups. 

Another researcher was employed to complete inductive coding so as to compare the results and 

obtain a consensus on all the codes. This was to reduce bias and account for the subjective nature of 

thematic analysis. The research student then reviewed the codes to include the modifications as 

agreed to by the secondary researcher. The codes were then grouped into categories, and the 

dominant themes were determined. The themes were then contrasted to the previous study 
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(Simpson, RPAH Allergy unit, unpublished work) which determined the perspective of dietitians on the 

effect of the RPAH elimination diet and challenge protocol on patient’s QoL.   

 

Figure 1 Process of thematic analysis including stage of consensus with secondary researcher.  

The impact of symptoms of FI may be represented by the number of times patients present to the 

RPAH Allergy unit (attended with FI symptoms, were prescribed the Elimination diet and challenge 

protocol with positive results more than once in three- five years). If the symptoms impacted more 

than one organ system this would again allude to a greater impact of FI on the patients and 

subsequently their QoL. Therefore, these details were recorded to determine if the focus groups were 

comprised of participants who were likely to be more severely impacted by their symptoms, which 

may have a greater impact on their QoL.  
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Results and Discussion  

Sample 

The final sample included 21 patients (Figure 2), of whom two were new patients (not seen at the 

RPAH Allergy Unit at the time of the focus groups) and 19 current patients that had been diagnosed 

with FI and were at various stages of the elimination diet protocol.  

Recruitment 

The recruitment strategy (Figure 2) resulted in a cohort of 21 patients who were eligible to be included 

in the focus groups.  If a patient was lost to follow up they were still included in the larger FI sample 

unless they specified that they were no longer willing to participate in the study. This group also 

included those who failed to attend their allocated focus group without notice. 

The exclusion criteria at each stage of recruitment includes patients who were deemed not to have 

food intolerance, were unable or unwilling to attend a focus group, did not meet the selection criteria 

(Appendix 5) or failed to attend their allocated focus group for any reason. 
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Figure 2 Recruitment process used to obtain the focus group sample  
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Table 2 patient characteristics of the focus group sample  

Patient characteristics 
Focus Group 
n=21 

Age 

minimum 27 

maximum 74 

mean (SD) 53.43 (15.67) 

Gender 
Male n (%) 1 (4.8) 

Female n (%) 20 (95.2) 

Symptoms 

Gastrointestinal Tract n (%) 19(86.4) 

Skin n (%) 11 (50) 

Central Nervous System n (%) 8 (38.1) 

Diet Type Prescribed 

Simple approach n (%) 1 (4.6) 

Moderate approach n (%) 1 (4.6) 

Strict approach n (%) 19 (90.5) 

 

The focus group participants were analysed to determine those patients who experienced symptoms 

affecting more than one organ system. In the focus group sample 13 (62%) of patients had more than 

one organ system affected. Of the focus group participants, four (19%) had presented multiple times 

to the Allergy Unit, several years apart. This was analysed to determine if patients with symptoms 

affecting multiple organ systems, or had been affected by FI over a long period of time were more 

likely to attend the focus groups. Whilst the majority of the focus group patients did not have multiple 

presentations to the RPAH Allergy Unit, majority number did have symptoms affecting more than one 

organ system. While the small focus group numbers limit the broader applicability of this 

generalisation it is a relevant consideration in follow-up work in future studies. 

Qualitative Analysis 

Quotes are often categorised into more than one subtheme (11), and the names of these subthemes 

can differ between researchers. For example, the below quote could be classified into mental, social, 

emotional or elimination diet as the participant references all of these subthemes, or all of the above.  

“I definitely isolated myself during a lot of the elimination process” FG3P4 

This quote was among many that were discussed between the primary and secondary researcher as 

to which themes were being expressed and which subthemes should be applied. This is a clear 

example of the subjective nature of thematic analysis and how obtaining consensus with a secondary 

researcher is desirable. 

The thematic analysis of the focus group transcriptions produced 17 subthemes which were then 

grouped into five themes (Table 3). The subthemes were determined by quotes from the participants 
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of each focus group and the topics which they talked about. The subthemes included both positive 

and negative comments about each topic and a description of the subthemes was determined 

(Appendix 4). As an example, before commencing the RPAH elimination diet and challenge protocol, 

one participant described their mental health as: 

“I was getting quite suicidal actually”- FG3P4 

And after completing the elimination diet stage, another participant described their mental health as: 

“…it’s fantastic to have control”- FG3P2 

It can be seen that the descriptions of each subtheme needed to be broad enough to encompass all 

experiences at each stage of the diet intervention, and each subtheme was chosen to represent this.  
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Table 3 Subthemes produced through thematic analysis of transcriptions and the resulting themes. 

Themes Subthemes 

Physical 

Symptoms 

Health 

Sleep 

Social 

Social 

Work 

Family 

Psychological 

Mental health 

Emotional health 

Long term prospect 

Understanding of 

disease 

Support 

Support from health 

professionals 

Support from others 

with FI 

Diet 

Elimination diet 

Convenience 

Enjoyment of food 

Compliance 

Restriction 

 

The themes and subthemes are also represented diagrammatically (Figure 3) to illustrate the 

relationship between all themes and the central QoL topic. All the QoL themes are linked to each 

other, no QoL theme stands alone, and each is affected by the others. The social and support themes 

were determined to be particularly intertwined, this is evident by such quotes as; 
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“I’ve got a very kind friend who actually went to all the trouble… of cooking a lunch that was 

completely from the textbook” FG3P6 

In this quote it was evident that social aspects were also often considered as part of the participant’s 

support network.  

 

Figure 3 The relationship of the themes produced from the focus groups and the central topic of QoL. 
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Throughout the transcription of the focus groups, it was clear that some of the participants used ideas 

expressed by others as inspiration for wording their own experience. Words and phrases were often 

repeated by other participants of the focus group to illustrate their point. Whilst this could be seen as 

a potential limitation of using focus groups, it often encouraged the other participants to express their 

opinions and feel more relaxed. It was clear that each participant had vastly different experiences with 

FI and the RPAH elimination diet and challenge protocol and so the influence of others in the focus 

group was minor in terms of repeating phrases. 

The discussion within each focus group was different, in part related to the personalities of the 

participants and the group dynamic. The group with the largest numbers was also comprised only of 

females, and this group generated the most conversation in divulging their experiences in the most 

detail. They also produced the most quotes. It is unclear if women’s QoL is affect by FI more than 

men’s; however, it was evident that the women in the final group were more open to discussing their 

experience, both positive and negative.  

Psychological 

Although the themes were not analysed quantitatively, it was evident that the psychological 

subthemes were the dominant topic discussed and expressed by the participants. Of these sub 

themes; emotional health, mental health and understanding of disease were the most prominent 

topics discussed. Often the emotional and mental health of the participants was discussed without 

prompting, indicating that these were aspects of their QoL that were affected by FI the most. This was 

a somewhat expected result as disease is known to impact psychology (1,7), however there were many 

more positive psychological comments that were not foreseen by the researchers.  

“… I used to get a free floating anxiety now I don’t get it, I feel peaceful in myself. And that is good, 

that’s a really big bonus.” FG3P2 

Some patients clearly stated that their mental and emotional health had been negatively impacted by 

FI, but since going through the RPAH elimination diet and challenge protocol they had seen a major 

improvement. 

“If I hadn’t had to go through this, and come out with such a positive experience, I don’t think I 

would’ve had that self-discovery… you know learning how disciplined I can be and discovering that I 

can actually manipulate and control my anxiety” FG3P4 

Another subtheme that was identified throughout the focus groups was the understanding of disease. 

Participants again mentioned this in both a positive and negative manner; 
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“The information that you get from doing the elimination diet is actually really empowering because 

you suddenly feel in control again which I think is the big difference”- FG2P4 

“And I don’t know, I don’t talk about it to anybody because nobody really understands”- FG2P5 

These quotes demonstrate the flexibility required from the descriptions of the subthemes (Appendix 

4). 

Diet 

Diet was the next most dominant theme identified by participants, which encompasses mention of 

the RPAH elimination diet and challenge protocol, convenience of the diet, enjoyment of food, 

compliance to the diet intervention and any mentions of the dietary restrictions. It was not surprising 

that these topics were one of the most dominant themes as these topics are often brought up in 

consultations at the RPAH Allergy Unit as observed through clinical observation which was conducted 

as part of Chapter 3. 

The enjoyment of food seemed to be the most negatively impacted of the diet subthemes; 

“I think I’d love to not be on this diet. So yeah I really like to, I’d really like to able to drink tea!” 

FG3P1  

However, it was somewhat unexpected to hear the amount of positive comments regarding these 

topics; 

“Going on the elimination diet was the only time I really felt fabulous again” FG3P7 

“I’d rather go through the elimination diet and all the rest of it to come out at the other end” FG3P6 

In particular, many participants did mention the inconvenience and irritation that was involved with 

the dietary restrictions which challenged their compliance; 

“It’s very frustrating, takes a lot of will power to stay on it" FG3P3 

Though they were ultimately grateful for the positive outcome and deemed the diet to be well worth 

the struggle; 

"But no it’s a good diet, as far as I’m concerned.” FG3P3 

“Despite all the restrictions it is a billion percent, so much happier than where I was. It is 

incomparable” FG3P4 

Physical 

The physical theme was mentioned by participants and incorporates previous symptoms and current 

health status, including sleep quality. The overall tone of the comments was recounting their 
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progression of the disease itself, which then led on to how the physical impairment affected other 

aspects of their QoL.  

“It is stupendously great now I, my symptoms from my eczema are probably 98% cleared up, my 

anxiety is lowered, I have less bowel movements, I do sleep better, I have more energy, I can focus, I 

can concentrate for the first time ever” FG3P4 

This is a significant example of how the QoL themes are intertwined and related to each other and 

therefore cannot be considered as separate entities.  

It was mentioned by some participants that they had to adjust what they considered to be "normal" 

as the symptoms of FI had been affecting them for such a long time; 

“Prior to the diet my normal, over share, my normal everyday was nine bowel movements a day... 

which I thought was completely normal. When I was early on in the diet I, I remember going to have 

a bowel movement twice in one day and I panicked, and I ate foods again that would make me go to 

the toilet because I thought my god it’s all backing up inside me, like I was, it was so panicking that is 

now my normal, two maybe three” FG3P4 

Social and Support 

Social relationships were mentioned by the participants, many of which mentioned struggling in social 

situations, but have now adjusted to their new lifestyle.  

“It is difficult socially, however um, fortunately for me we have really good café near us where I 

meet up with people they can have what they can have, I can have my decaf and everybody’s happy 

because the food’s good and it works” FG3P6 

Support was included as a theme as it was mentioned that participants enjoyed being able to talk with 

others and feel understood by the staff at the RPAH Allergy Unit;  

“I think the support I’ve received here has been excellent” -FG1P2 

 

However, a lack of support in the wider medical community was mentioned a number of times; 

“I had been to the doctors you know; I think they thought it was psychosomatic as did my family” 

FG1P5 

The support theme, whilst the least prominent, was included as a major theme as opposed to a 

subtheme as it represents the need of dietitians to consider QoL in clinical practice and illustrates the 

understanding and communication between various health practitioners. 



16. 

Previous Research 

The themes identified as part of this study are similar to those described in other disease specific tools 

used for GIT, skin, CNS conditions (8,12,13). Therefore, it can be determined that the QoL themes 

identified in this study are similar, though not directly comparable, to those produced in similar studies 

on diseases with related symptoms.  

The study by Simpson (RPAH Allergy unit, unpublished work), looking at the health practitioners 

perspective on QoL, determined that the main themes of QoL to be included in a FI specific QoL tool 

were: socialising, eating and enjoyment of food, psychological and support (Simpson, RPAH Allergy 

unit, unpublished work). The current sections of the FI QOL tool developed by Simpson (RPAH Allergy 

unit, unpublished work) (Appendix 6) are: social, eating and enjoyment of food, sleep, emotional 

health, physical limitation, and a general section about their condition. The subthemes of this current 

study are similar to Simpson’s (RPAH Allergy unit, unpublished work) despite the researcher not having 

previously examined Simpson’s themes, so it can be concluded health professionals and patients’ 

perspectives on QoL are similar in relation to the effects that FI has on QoL. In this case, the 

practitioners were clearly aware of factors affecting QoL in these patients. It was anticipated that 

different themes may have been identified, but these results highlight that the clinicians and literature 

provide suitable insights into patient concerns in this setting. 

Recommendations 

The questions that are included in Simpson’s FI QOL tool (Simpson, RPAH Allergy unit, unpublished 

work)(Appendix 6) include many of the subthemes identified as part of this study; however, some 

adjustments need to be made regarding which themes should potentially include more questions. To 

allow clear details of how QoL in each domain is affected, the number of questions in the FI QoL tool 

should reflect the QoL domain most likely to be affected by FI (1). It is also recommended that the FI 

QOL be completed by patients before, during and after the RPAH elimination diet and challenge 

protocol, as it is expected that their QoL will change significantly throughout the various stages of 

diagnosis and dietary management. Through regular assessment of the effect of the dietary 

intervention on QoL, the patient burden will be reduced and compliance will increase as the patient 

is considered holistically. This tool can be validated with FI patient groups and against other validated 

general and health specific QoL tools to determine the tools validity.  

Limitations 

This study was conducted on a relatively small sample of patients from the RPAH Allergy Unit.  For 

future research, a larger sample group of patients would be beneficial as this would add to the validity 

of the results. 
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Theoretical saturation was obtained with three focus groups, however as qualitative data is inherently 

subjective, the more researchers used to obtain consensus of the data would have added to the 

validity of the results. This however, was determined to be impractical with the time and resource 

constraints involved.  

Care should be taken when using this tool on young adults, as the average age of the group was 53 

years. Younger adults may have different aspects of their QoL altered by FI and the diet intervention. 

For example, they may be more affected by the dietary restrictions and the difficulty in socialising. As 

these results were obtained through qualitative methods, care should be taken when extrapolating 

results to larger groups as they can only be theoretically generalised. 

Conclusion 

It was clear that each patient experienced different changes in their QoL before and during the RPAH 

elimination diet and challenge protocol. Their psychological health was the most affected and should 

therefore be given emphasis in a FI QoL tool. The QoL themes expressed by the patients were similar 

to those included in the existing tool, however it is also evident that their QoL is affected in both 

positive and negative. 
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Appendix 

Appendix 1 Email invitation to patients 

Subject - RPAH Quality of Life Study Information 

Dear [Name], 

You are invited to participate in a research study which aims to explore your experiences with food 

intolerance. If you are yet to attend an appointment at the Royal Prince Alfred Hospital Allergy Unit 

or have not been diagnosed with food intolerance, we are still interested in learning about your 

experiences. This study is being conducted by Dr Robert Loblay, Dr Anne Swain, Dr Velencia Soutter, 

Ms Kirsty Le Ray, Ms Carling Chan, Ms Annabel Clancy, Ms Phoebe Starling, and Ms Claire Pentecost 

in the Department of Clinical Immunology at Royal Prince Alfred Hospital. This study has two aspects 

outlined below.  

 (1) Focus Groups  

The focus groups will run in the early evening for approximately 1½ to 2 hours and will be conducted 

at the Royal Prince Alfred Hospital Allergy Unit. In this session you will have the opportunity to discuss 

your experiences in relation to living with food intolerance, with a small group (8-10) of fellow study 

participants. Partners are also welcome to attend. There will also be the option to participate in the 

focus group via video conference. For more information please read the attached participant 

information sheet. If you are interested in participating in this study, please complete the 

questionnaire link below.  

(2) Questionnaire 

This aspect of the study involves completion of a short questionnaire which takes approximately 5 

minutes to complete, and will cover questions regarding your symptoms, any food reactions you have 

noticed, and your availability to attend a focus group session. Please click here to complete the 

questionnaire.   

Participation is completely voluntary. Please note that attendance at the focus groups will be 

considered as implied consent. If you would like further information or have any questions about any 

aspects of this study, please do not hesitate to contact - email: research@allergy.net.au; phone: 02 

9515-3322. This study has been approved by the Ethics Review Committee (RPAH Zone) of the Sydney 

Local Health District. Any person with concerns or complaints about the conduct of this study should 

contact the Executive Officer on (02) 9515-6766 and quote protocol number X16-0134. 

https://www.surveymonkey.com/r/95G98P9
mailto:research@allergy.net.au
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Please be assured that, whatever your decision about the study, it will have no effect on the care that 

you receive from the Allergy Unit, now or in the future.  

Thank you for considering this invitation.  

Yours sincerely, 

Robert Loblay, Anne Swain, Velencia Soutter, Kirsty Le Ray, Carling Chan, Annabel Clancy, Claire 

Pentecost, Phoebe Starling 
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Appendix 2 Questionnaire from Survey Monkey 
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Appendix 3 Questions for Focus Groups 

Intro 
 

This study aims to increase our understanding of how food intolerance affects quality of life 
in patients with food intolerance. Participation is entirely voluntary, and you can withdraw at 
any time without having to give a reason. Whatever your decision, please be assured that it 
will not affect your medical treatment or your relationship with the staff who are caring for 
you. If at any time during the discussion you become distressed or embarrassed, you are free 
to leave without having to give a reason. All aspects of the study, including results, will be 
strictly confidential and only the investigators will have access to the information you provide.  
 
Examples of quality of life indicators include: 
 

 physical abilities 

 sleep  

 emotional well-being 

 social life, leisure activities 

 family life and relationships 

 work performance 
 

1. When you think about the time before you started the elimination diet, in what ways 
was your quality of life affected by;  

a. Symptoms 
b. Food 

 
2. When you think about the time you were on the elimination diet and challenge 

protocol, in what ways was your quality of life affected by; 
a. Symptoms 
b. Diet 

 
3. When you think about the time after the elimination diet, in what ways was your 

quality of life affected by; 
a. Symptoms 
b. Food 

 
4. If you didn’t experience symptoms, in what ways do you think your life would be 

different?  
 

5. Have you ever tried, or been recommended, another diet to try and manage your 
symptoms? If so, who recommended it/ how did you find out about it? 

 

6. Is there anything else you would like to comment on in regards to food intolerance 
symptoms or diet and how these affect you? 
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Appendix 4 Description of Subthemes 

Subtheme Description 

1 

 

Symptoms Any mention of physical symptoms, impact of symptoms 

on physical ability, both negative and positive 

2 Social relationships Social life including impact, strategies to manage impact, 

improvements, interactions with family and friends, 

dining out, travel plans etc. 

3 Mental Mentions of mental health and coping mechanisms 

including anxiety, depression, stress, acceptance, feeling 

in control. Any effects of mental health on daily living e.g. 

hardship 

4 Emotional Feelings expressed in relation to living with FI and the 

RPAH elimination diet, challenge protocol and liberalising. 

Including frustration, resentment, annoyance, happiness 

etc. Effects of emotional health on general living 

5 Work life Work life impacted, strategies to cope with impact, impact 

on ability to perform work tasks 

6 Health Concerns or acknowledgement that everyone has a 

different "healthy", adjusting to a different concept of 

healthy, comments about general health status. Mentions 

of gaining or losing weight as a result of FI, the diet, or 

comments made about how weight and health would be 

different without FI 

7 Support from DRs Comments about the level of support, understanding, 

knowledge and reassurance made by doctors and health 

professionals both in the community and the Allergy unit.  
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8 Family  Positive and negative anecdotes regarding how family 

members support and understand FI, ways in which FI has 

impacted other family members and family gatherings 

9 Compliance Any allusions to not complying with the diet, difficulty in 

complying, and accepting symptoms as a result of not 

complying 

10 Restriction Any mentions of restricting foods, the effect of 

restrictions, variety or lack thereof 

11 Long term prospects Both positive and negative outlook on the future including 

symptom relief, disease progression, and progress of the 

diet and challenge protocol/ liberalising 

12 Understanding of disease Mentions of understanding of FI and symptoms, by the 

patient, friends, family, wider community or other health 

professionals 

13 Sleep Effect of symptoms on sleep quality, impact of diet on 

sleep quality 

14 Convenience Any reference to food availability, ease of finding foods in 

restaurants, cooking skills and food preparation, cost of 

diet 

15 Support from other 

patients 

Remarks regarding support from other people with FI or 

allergies, positive and negative.  

16 Enjoyment of food Comments about getting more or less enjoyment out of 

food, including food preferences, missing out on foods, 

enjoying/ not liking cooking 

17 Elimination diet Reference to the procedure of the RPAH elimination diet 

and challenge protocol including liberalising the diet, and 

mention of the hand book. 
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Appendix 5 Selection Criteria for Patients 

Criteria for identifying suitable patients for QoL focus groups: 

Criteria 1 

 Adult  

 No prior appointment at the Allergy Unit  

 Initial doctor appointment within the next six months 

 

Criteria 2 

 Adult  

 Attended allergy Unit appointment in the last 12 months  

 Marked as ‘Responder’ to the RPAH Elimination Diet and Challenge Protocol  
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Appendix 6 Food Intolerance Quality of Life Questionnaire (Draft) 

 Food Intolerance Quality of Life Questionnaire 

 

The term condition as used throughout this questionnaire refers to the various symptoms you experience (skin, respiratory, 

gastrointestinal and nervous system reactions), which may have an impact on your current quality of life over the past 4 

weeks.  

Please answer the following 44 questions completely honestly without interruptions: 

  
Not at all Slightly Moderately Very much Extremely 

 Regarding your condition…      

1 Do you feel like you understand your condition?      

2 
Have you felt troubled because it has been 

unpredictable? 
     

3 Have you felt concerned that it is serious?      

4 Have you felt concerned that it is getting worse?      

5 Have you felt worried that it will never go away?      

6 

Have you felt frustrated because you are not able 

to find suitable information to help or gain 

symptom relief? 

     

7 

Have you felt confused by the different 

information you have received about it (E.g. 

friends, medical team, internet)? 

     

8 
Have you felt that other doctors/ health 

professionals believe your symptoms are real? 
     

9 Have you felt satisfied with the treatment?       

10 
Have you felt frustrated by having to 

take medication/s regularly to manage it? 
     

Physical limitations 

These questions are about activities you might do in a usual day and whether or not your condition has influenced them 

during the past 4 weeks 

  Not at all Slightly Moderately Very much Extremely 
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 Regarding your condition...      

11 
Have you felt able to perform your usual daily 

activities? 
     

12 
Have you felt that it is difficult to remember things 

or concentrate? 
     

13 

Have you felt that you spend a lot of time 

managing it (E.g. planning, organising, and 

shopping)? 

     

14 
Have you felt that your life revolves or is centred 

on it? 
     

15 
Have you felt that the financial cost of managing 

it troubles you? 
     

16 

Have you felt limited in your use of personal 

hygiene products (E.g. make-up, shaving cream, 

showering products)? 

     

17 

Have you felt the need to limit your exposure to 

smells and fumes by avoiding places like cinemas, 

department stores, petrol stations or people who 

wear perfumes or deodorants? 

     

18 Have you felt that it makes it difficult or stressful 

to holiday/travel? 
     

Sleep 

These questions relate to sleep and whether or not it has been influenced as a result of your condition over the past 4 weeks 

  
Not at all Slightly Moderately Very much Extremely 

 Has your condition….      

19 Affected your sleep?       

20 Made you feel fatigued or tired?      

Emotional health 

These questions relate to how your feelings and emotions have been over the past 4 weeks as a result of your condition 

  
Not at all Slightly Moderately Very much Extremely 

 Has your condition….      
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21 Made you feel concerned or frightened?      

22 Made you feel embarrassed or less self-confident?      

23 Made you feel angry of frustrated?      

24 
Made you feel helpless or that you have no 

control? 
     

Social 

These questions relate to relationships, ability to go out, support and understanding from others over the past 4 weeks 

  
Not at all Slightly Moderately Very much Extremely 

 Has your condition....      

25 
Affected your relationship with your spouse or 

partner? 
     

26 
Impacted your relationships with your friends and 

family? 
     

27 
Impacted your relationships with your work 

colleagues? 
     

28 
Made you feel that you neglect people close to 

you? 
     

 Regarding your condition…      

29 
Have you felt accepted and supported by the 

people around you? 
     

30 Have you felt able to talk openly about it?       

31 
Have you felt frustrated that you often have to 

explain it to people around you? 
     

32 
Have you felt like people trivialise or don’t 

understand it? 
     

33 

Have you felt like a hindrance on other people 

because they make an effort to accommodate for 

you? 

     

34 

Have you felt like it has impacted your ability to go 

out or socialise (restaurants, dinner parties, 

functions)? 
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35 Have you felt like you have had to cancel or 

delay social plans? 
     

Eating & enjoyment of food 

These questions relate to your eating and enjoyment of food regarding your condition over the past 4 weeks 

  Not at all Slightly Moderately Very much Extremely 

 Has your condition…      

36 Interfered with your eating behaviour and diet?      

37 Made eating less enjoyable?      

38 
Made you feel frustrated that it is unclear which 

foods contribute to your symptoms? 
     

39 
Made you feel that your condition limits the types 

and amount of food you can eat? 
     

40 
Made you feel worried about eating food you 

have never tried before? 
     

41 Made you feel self-conscious about eating out?      

 Regarding your condition…      

42 
Are you troubled that you must personally check 

whether you can eat something when eating out? 
     

43 Are you bothered that you must read food labels?      

44 
Are you bothered that the ingredients of products 

change? 
     


