
 
 

University of Birmingham

The psychosocial experiences of adults diagnosed
with coeliac disease
Rose, Catharine; Law, Gary U; Howard, Ruth A

DOI:
10.1007/s11136-023-03483-1

License:
Creative Commons: Attribution (CC BY)

Document Version
Publisher's PDF, also known as Version of record

Citation for published version (Harvard):
Rose, C, Law, GU & Howard, RA 2023, 'The psychosocial experiences of adults diagnosed with coeliac disease:
a qualitative evidence synthesis', Quality of life research : an international journal of quality of life aspects of
treatment, care and rehabilitation. https://doi.org/10.1007/s11136-023-03483-1

Link to publication on Research at Birmingham portal

General rights
Unless a licence is specified above, all rights (including copyright and moral rights) in this document are retained by the authors and/or the
copyright holders. The express permission of the copyright holder must be obtained for any use of this material other than for purposes
permitted by law.

•Users may freely distribute the URL that is used to identify this publication.
•Users may download and/or print one copy of the publication from the University of Birmingham research portal for the purpose of private
study or non-commercial research.
•User may use extracts from the document in line with the concept of ‘fair dealing’ under the Copyright, Designs and Patents Act 1988 (?)
•Users may not further distribute the material nor use it for the purposes of commercial gain.

Where a licence is displayed above, please note the terms and conditions of the licence govern your use of this document.

When citing, please reference the published version.
Take down policy
While the University of Birmingham exercises care and attention in making items available there are rare occasions when an item has been
uploaded in error or has been deemed to be commercially or otherwise sensitive.

If you believe that this is the case for this document, please contact UBIRA@lists.bham.ac.uk providing details and we will remove access to
the work immediately and investigate.

Download date: 29. Apr. 2024

https://doi.org/10.1007/s11136-023-03483-1
https://doi.org/10.1007/s11136-023-03483-1
https://birmingham.elsevierpure.com/en/publications/b4e543f1-14a7-41ff-b2a0-e8bcfca2bbf6


Vol.:(0123456789)1 3

Quality of Life Research 
https://doi.org/10.1007/s11136-023-03483-1

REVIEW

The psychosocial experiences of adults diagnosed with coeliac 
disease: a qualitative evidence synthesis

Catharine Rose1   · Gary U. Law1 · Ruth A. Howard1 

Accepted: 7 July 2023 
© The Author(s) 2023

Abstract
Background  Coeliac disease is a chronic autoimmune condition associated with intestinal and extraintestinal symptoms. 
Coeliac Disease is managed through strict adherence to a gluten-free diet, which, though usually effective, is challenging to 
maintain. This review synthesised qualitative research on the psychosocial experiences of adults living with coeliac disease.
Methods  Keyword searches were conducted of the academic databases CINAHL, EMBASE, MEDLINE, PsychINFO, 
SCOPUS and Web of Science for articles published (2005–2021), followed by forward and backward searches. Thematic 
synthesis of included articles was carried out on sections reporting findings or results, discussion, conclusions, and support-
ing data. The inductive thematic synthesis identified descriptive and analytical themes from the included studies.
Results  Of 1284 records identified, 17 articles from 15 original studies were included in the thematic synthesis. The major-
ity of studies were from Europe (76%), with the remainder from North America and Australia. Data represented 371 adults 
with coeliac disease (72% female; 17–85 years old, diagnosed < 1–42 years ago) across eight countries. Findings identified 
six analytical themes relating to the psychosocial experience of coeliac disease: ‘Living with ongoing risk’; ‘Losing more 
than gluten’; ‘A changed identity’; ‘A changed relationship with food’; ‘The gluten-free diet creates a multifaceted burden’; 
and ‘Learning how to live well with Coeliac Disease’.
Conclusions  Coeliac disease changes adults’ psychosocial experiences. Adaptation involves ongoing learning, and develop-
ment of psychological acceptance facilitates adjustment. Increased public education about coeliac disease may reduce stigma 
and risk. Psychosocial assessment and support could improve quality of life post-diagnosis.

Keywords  Coeliac disease · Autoimmune · Quality of life · Psychological · Qualitative · Thematic synthesis

Plain english summary

Coeliac disease is an autoimmune condition triggered by 
eating gluten that damages the small intestine and can lead 
to symptoms throughout the body. Coeliac Disease cannot be 
cured, though people can control the symptoms by following 
a strict gluten-free diet. Gluten is found in various staple 
foods, making a strict gluten-free diet restrictive and difficult 
to maintain. In this study, we wanted to discover the psy-
chological and social impacts experienced by adults living 
with coeliac disease following their diagnosis. Qualitative 
research collects evidence in people’s own words and from 
their perspectives. We brought together qualitative research 

exploring the experiences of people living with coeliac dis-
ease. We included 17 articles from 15 original research stud-
ies. We undertook a thematic synthesis to bring together 
findings from the included studies. Key findings were that 
adults living with coeliac disease experienced ongoing risk, 
a sense of loss, a changed identity, and a changed relation-
ship with food. Self-management of the condition was often 
experienced as a burden. However, many people adjusted 
to the diet and lived well with coeliac disease. Continued 
learning about coeliac disease and the gluten-free diet 
helped adults to cope with their food restrictions. Develop-
ing psychological acceptance towards coeliac disease also 
helps people adapt to the condition. This study highlights the 
need for regular follow-up, including assessment of diet and 
mental well-being. Increased public education about coeliac 
disease is needed to reduce social stigma and risk.
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Background

Coeliac Disease is a relatively common condition char-
acterised by an autoimmune reaction in the small intes-
tine triggered by dietary gluten intake [1]. Diagnosis is 
increasing worldwide, and global prevalence of coeliac 
disease is 1.4%, with the condition most commonly found 
in Europe, Australia and New Zealand [2]. Women are 
diagnosed with coeliac disease 1.5 times more frequently 
than men [2]. Coeliac Disease is a chronic condition with 
symptoms only manageable through strict adherence to 
a gluten-free diet [3]. The autoimmune reaction of coe-
liac disease damages the villi lining the small intestine. 
The condition often presents symptoms of malabsorption, 
such as diarrhoea, weight loss, and vitamin deficiencies 
[1, 4]. Symptoms range from mild to severe, and include 
extraintestinal symptoms such as reduced bone density, 
depression, headache and reproductive problems. The con-
dition may also present as asymptomatic [3, 4]. Coeliac 
Disease is associated with other autoimmune and non-
autoimmune disorders, including Type 1 diabetes and 
autoimmune thyroid disease [3].

Evidence from multiple studies shows that adults with 
coeliac disease face an increased risk of reduced psycho-
social well-being and quality of life. Meta-analyses report 
that, compared to healthy controls, those with coeliac dis-
ease are significantly more likely to develop anxiety or 
depression [5], have an increased risk of developing an 
eating disorder [5, 6], have lower health-related quality 
of life [7], and experience increased levels of fatigue [8, 
9]. Evidence for the effectiveness of the gluten-free diet 
in alleviating symptoms of depression, anxiety or fatigue 
is mixed [5, 8, 9]. A meta-analysis of prospective stud-
ies concluded that although health-related quality of life 
improves with gluten-free diet treatment, it remains lower 
in those living with coeliac disease compared to healthy 
controls [7]. Authors suggest the emotional and social bur-
den of the gluten-free diet manifests in reduced psycho-
logical well-being and quality of life [5, 7, 8].

Qualitative research that explores the psychosocial 
experiences of people living with coeliac disease has 
notably increased in the last decade. Qualitative research 
is exploratory and can identify variables not covered by 
pre-selected quantitative research measures. Qualitative 
studies can therefore provide valuable insight into the 
challenges faced by people living with coeliac disease, 
which professionals may use to develop patient support. 
An integrative review conducted by Rodriguez Almagro 
et al. [10] identified psychosocial factors that influence 
the ability to follow a gluten-free diet, including social 
and health care support, cost and labelling of gluten-free 
foods, and the impact of the gluten-free diet on personal 

identity (e.g. gender roles). This review included a num-
ber of qualitative studies, and data from children, adults 
and patients’ relatives [10]. However, no comprehensive 
evidence synthesis has been published collating qualita-
tive research specifically on adults’ experiences of living 
with coeliac disease, which is likely to differ from that 
of children and non-coeliac relatives. The current article 
addresses this gap by presenting a qualitative evidence 
synthesis of the psychosocial experiences of adults living 
with coeliac disease post-diagnosis. The authors followed 
the thematic synthesis method developed by Thomas and 
Harden [11]. They were guided by the research question, 
‘What are the psychological and social experiences of 
adults living with Coeliac Disease post-diagnosis?’.

Methods

The current qualitative evidence synthesis followed the pro-
cess presented by the Preferred Reporting Items for Sys-
tematic Reviews and Meta-Analyses (PRISMA) [12]. An 
early narrative review published in 2008 [13] identified that 
substantive work on psychosocial experiences in coeliac dis-
ease at that time was sparse and predominantly quantitative. 
This led the current authors to search the research litera-
ture published from 2005 to the present (2021). The authors 
developed a comprehensive keyword search strategy using 
the SPIDER guidance for qualitative research [14]. Search 
terms were combined representing sample, phenomenon of 
interest, design, evaluation, and research type and adjusted 
to the different electronic database platforms. Application of 
truncation and Boolean operators facilitated the electronic 
search process. Searches addressing “psychological” and 
“social” experiences were conducted separately. Table 1 
presents the search strategy. The authors searched the fol-
lowing electronic databases between 8th and 15th September 
2021: CINAHL (OvidSP); EMBASE (OvidSP); MEDLINE 
(OvidSP); PsychINFO (OvidSP); SCOPUS; and Web of 
Science.

Selection criteria

Included articles met the inclusion and exclusion criteria 
presented in Table 2.

Selection procedure

Items identified during the database search were imported 
into Zotero reference management software [15], and dupli-
cates were removed. Titles and abstracts were screened 
against the inclusion and exclusion criteria, and ineligible 
items were removed. Full-text articles were screened to 
ensure they (a) met the inclusion and exclusion criteria and 
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(b) were relevant to the research question. The author then 
conducted backwards and forwards searches of included 
articles. Figure 1 outlines the search and selection process.

Assessment of methodological limitations

An assessment of the methodological limitations of all 
included articles was conducted using The Standards for 
Reporting Qualitative Research (SRQR) tool [16], which 
is a checklist of 21 items. Scoring on the SRQR checklist 
followed the method outlined by Dominski et al. [17], which 
rates studies as low quality (scores 0–7), medium quality 

(scores 8–14), or high quality (scores 15–21). This tool was 
selected as appropriate to the design and aims of the current 
thematic synthesis using the criteria developed by Majid & 
Vanstone [18].

Data extraction and thematic synthesis

NVivo (version 12) [19] was used to code and organise the 
data and record the researchers’ thoughts throughout the 
analysis, creating an audit trail. Data relating to the psy-
chosocial experiences of living with coeliac disease within 
the ‘Findings’, ‘Results’, ‘Discussion’, and ‘Conclusions’ 

Table 1   SPIDER search strategies for ‘psychological impacts’ and ‘social impacts’ of coeliac disease

Databases searched between 8th–15th September 2021
a [S AND PI] AND [(D OR E) AND R]; b Database limits set to “adult population” and “2005—present.”
*Indicates truncation

SPIDERa Search terms for ‘psychological impacts’ Search terms for ‘social impacts’

S: Sample “Coeliac” OR “Celiac” “Coeliac” OR “Celiac”
PI: Phenomenon of Interest “psychological” OR “depression” OR “fatigue” OR 

“eating behavio*” OR “eating disorder” OR “dis-
ordered eating” OR “anorexi*” OR “bullimi*” OR 
“feelings” OR “emotion*” OR “mood” OR “quality of 
life” OR “quality-of-life” OR “psychiatri*” OR “life*”

“social” OR “social*” OR “identity” OR “*identity” OR 
“*anxiety” OR “*esteem” OR “*worth” OR “stigma*” 
OR “*stigma” OR “*dining” OR “dining*” OR “eat-
ing*”

D: Design “interview*” OR “focus groups” OR “case series” OR 
“narrative*” OR “thematic analysis” OR “grounded 
theory” OR “IPA” OR “interpretative phenomenologi-
cal” OR “experiential studies” OR “narratives” OR 
“case series” OR “ethnography” OR “qualitative” OR 
“mixed-methods”

“interview*” OR “focus groups” OR “case series” OR 
“narrative*” OR “thematic analysis” OR “grounded 
theory” OR “IPA” OR “interpretative phenomenologi-
cal” OR “experiential studies” OR “narratives” OR 
“case series” OR “ethnography” OR “qualitative” OR 
“mixed-methods”

E: Evaluation “view*” OR “perception*” OR “*experience*” OR 
“attitude*” OR “impact*”

“view*” OR “perception*” OR “experience*” OR “atti-
tude*” OR “impact*”

R: Research type “qualitative” OR “mixed methods” OR “mixed-meth-
ods”

“qualitative” OR “mixed methods” OR “mixed-methods”

Table 2   Inclusion and exclusion criteria

Inclusion Exclusion

Study design Original research articles using any qualitative design. Pub-
lished in peer-reviewed journals

Quantitative designs, reviews. conference proceedings, letters, 
essays, opinion pieces, theses (published or unpublished)

Language Published in the english language, or published with full 
translation.

Non-english language articles

Focus Studies evidencing the psychological or social impacts of liv-
ing with coeliac disease, post-diagnosis

Studies not primarily investigating either psychological or social 
impacts of coeliac disease post-diagnosis. Studies reporting 
neurological impacts (e.g. epilepsy, gluten-ataxia), develop-
mental conditions (e.g. ADHD, ASD), or psychiatric condi-
tions characterised by mania, psychosis, or suicidal behaviours 
(e.g. bipolar disorder, schizophrenia, suicide)

Participants Multiple adult participants with medically diagnosed coeliac 
disease. Diagnosis may be self-reported or reported in patient 
health records. Diagnosis may be obtained by any/all of the 
following: serological tests, gut-biopsy, or genetic screening

Single-case studies, auto-ethnographies, studies with child, 
adolescent, or mixed adult–child samples. Studies in which 
some/all participants had not received medical diagnosis of 
coeliac disease

Context Adults experience of daily living with coeliac disease follow-
ing their diagnosis

Experiences of relatives alone, of health professionals, of in-
patient treatment, or experiences pre-diagnosis
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sections, and supporting tables and figures were extracted 
and imported into NVivo for analysis. The thematic synthe-
sis followed Thomas and Harden's method [11], which the 
authors selected using the RETREAT guidance as appro-
priate for the current project [20]. Thematic synthesis [11] 
is suitable for heterogenous studies and allows authors to 
both summarise and create a novel interpretation of a body 
of primary data. The author conducted the thematic syn-
thesis from a limited realist perspective [21], which closely 
anchored the authors' interpretation of the primary dataset 
to a straightforward reading of the data.

The authors read and reread included articles to famil-
iarise themselves with the dataset before beginning their 
analysis. Using NVivo’s coding tools, extracted data was 
inductively free coded line-by-line [11]. Initial codes were 
organised and clustered into data-driven descriptive themes, 
which remained highly representative of the primary stud-
ies. Descriptive themes were then further organised and 
developed into a framework of primary and lower-order 
descriptive subthemes and a superordinate set of analyti-
cal themes. Analytical themes created an interpretation of 

findings across the synthesised research and answered the 
research question [11].

Assessment of confidence in findings 
(GRADE‑CERQual)

The authors assessed confidence in their findings using 
the Confidence in Evidence from Reviews of Qualitative 
Research tool (GRADE-CERQual) [22]. Findings are 
assessed across four components: methodological limita-
tions, coherence, adequacy, and relevance. Superordinate 
analytical themes may be broken into sub-themes for the 
GRADE-CERQual assessment. Assessments range from 
very minor concerns unlikely to reduce confidence to seri-
ous concerns likely to reduce confidence in findings [23]. 
Findings are initially rated as high and downgraded in areas 
where authors feel concerns are substantial enough to reduce 
overall confidence. An overall rating of confidence is devel-
oped from assessment across the four components.

Findings

A total of 1284 records were identified (Appendix 1), of 
which 32 articles underwent full-text review. Backwards 
and forwards (citation) searches identified two additional 
articles. After screening, 17 articles from 15 original studies 
were included in the thematic synthesis (Fig. 1).

Study characteristics

Table 3 presents the key characteristics of the 17 included 
articles [24–40]. Two pairs of articles are drawn from the 
same original studies: Jacobsson et al. [27] and Ring Jacob-
sson et al. [33], and Sverker et al. [39] and Sverker et al. 
[38]. Publication dates ranged from 2005–2021, with the 
majority (70%) published during or after 2015. The dataset 
represented 371 adults (72% female) diagnosed with coe-
liac disease across eight countries. The majority of stud-
ies were from Europe: Scandinavia (n = 6), the UK (n = 5), 
France (n = 1), and Spain (n = 1). Other studies were from 
North America (n = 2) and Australia (n = 2). The age range 
was wide (17–85 years), with an average age of 44.8 years. 
Most studies included a majority of adults diagnosed with 
coeliac disease ≥ 1  year. Time from diagnosis ranged 
from < 1 to 42, with most studies including participants 
diagnosed ≥ 10 years ago.

Assessment of methodological limitations

Table 4 presents the assessment of methodological limita-
tions of the included studies. Authors generally reported 
fully across the SRQR criteria, and most studies had few 
methodological limitations. Of the 17 included studies, 
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16 were rated as high quality (reporting fully across most 
checklist items). Methodological limitations identified were 
mainly a lack of researcher reflexivity, a limited description 
of the research context, and no identified research paradigm.

Thematic synthesis findings

Thematic synthesis identified six analytical themes, 16 pri-
mary descriptive subthemes, and 22 secondary descriptive 
subthemes (Table 5). Analytical themes were titled: ‘Living 
with ongoing risk’, ‘Losing more than gluten’, ‘A changed 
identity’, ‘A changed relationship with food’, ‘The gluten-
free diet creates a multifaceted burden’, and ‘Learning how 
to live well with coeliac disease.’ Appendix 2 presents the 
coding structure for the six themes, as developed in NVivo.

Theme 1. Living with ongoing risk

Despite maintaining a gluten-free diet, adults worried about 
the health risks associated with Coeliac Disease [24, 25, 
27, 29, 30, 32–40]. Risks included damage incurred pre-
diagnosis, ongoing symptoms, associated conditions, and 

heritability. Some believed the condition increased vul-
nerability to illness and fatigue or that the gluten-free diet 
treatment increased their risk of nutritional deficiencies or 
weight gain. Participants valued health professionals’ sup-
port post-diagnosis, though many distrusted health profes-
sionals whom they felt lacked knowledge about coeliac 
disease or lacked empathy about difficulties encountered 
post-diagnosis. Distrust of health professionals deterred 
participants from discussing their worries about coeliac dis-
ease post-diagnosis with practitioners. Instead, they experi-
mented, often unsuccessfully, with other sources of support 
(e.g. complementary therapies, cutting out additional foods). 
Anxious rumination about the future negative health impacts 
of coeliac disease was common. For example, in one study, a 
mother is worried that coeliac disease will cause her health 
to deteriorate and lead to her becoming dependent on her 
children: “I imagine myself as being shattered…I see myself 
being carried by my son down those stairs” [25].

Anxiety about the risk of accidental gluten ingestion in 
social situations was pervasive across studies [24–27, 29, 
30, 32–40]. Participants described receiving unreliable 
assurances about food safety and encountering frequent 

Table 4   Assessment of methodological limitations of the included studies using the SRQR tool

* Fully meets criterion; P = partially meets criterion
? Unreported/unclear
** SRQR checklist scored as in Dominski et al., [17]. Studies rated: Low quality (scores 0–7), medium quality (scores 8–14), high quality (scores 
15–21). Scores of 1 (for missing items) or 0.5 (for partially reported items) were deducted from the maximum score of 21
SRQR items: (1) Title; (2) Abstract; (3) Problem formulation; (4) Purpose/research question; (5) Qualitative approach and research paradigm ; 
(6) Researcher characteristics and reflexivity; (7) Context; (8) Sampling strategy; (9) Ethical issues; (10) Data collection methods; (11) Data col-
lection instruments and technologies; (12) Units of study; (13) Data processing; (14) Data analysis; (15) Techniques to enhance trustworthiness; 
(16) Synthesis and interpretation; (17) Links to empirical data; (18) Integration with prior work, implications; transferability, contribution to the 
field; (19) Limitations; (20) Conflicts of Interest; (21) Funding
† ,††Indicates where two papers are drawn from the same original study

Article 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 21 **SRQR rating (score)

Price & Howard [32] * * * * * * P * * * * * * * * * * * * * ? High (19.5)
Rodriguez-Almagro et al. [34] * * * * * ? ? * * * * * * * * * * * * * * High (19)
Jacobsson et al. [26] P * * * * * P * * * * * P * * * * * * * * High (19.5)
Lee et al. [29] * * * * P P P * * * * * * * * * * * * * * High (19.5)
Rose & Howard [35] * * * * P ? P * * * * * * * * * * * * * * High (19)
Houbre et al. [25] P * * * * ? P * * * * * * * * * * * * * ? High (18)
King, Kaplan & Godley [28] P * * * * * P P * * P * * * * * * * * * * High (19)
Peters et al. [31] * * * * P ? P * * * * * P * * * * * * * * High (18.5)
Garnweidner-Holme et al. [24] * * * * P P P * * * * * P * ? * * * * * * High (18)
†Jacobsson et al. [27] P * * * P ? P * * * * * * * * * * * * * ? High (17.5)
†Ring Jacobsson et al. [33] P * * * P ? P * * * * * P * * * * * * * * High (18)
Satherley, Higgs & Howard [36] * * * * P ? P * * * P * P * * * * * * * * High (18)
††Sverker, Hensing & Hallert [39] P * * * * ? P * * * * * P * * * * * ? ? * High (16.5)
††Sverker et al. [38] P * * * P ? P P * * * * P * * * * * * ? * High (16.5)
Taylor et al. [40] * * * * P ? P * * * P * P * P * * * ? * * High (16.5)
Leffler et al. [30] P * * * P ? P * ? P P * ? * * * * * * * * High (15.5)
Satherley, Howard & Higgs [37] * * * * P ? P * * P P * ? * P * * P P P ? Medium (14)



	 Quality of Life Research

1 3

misunderstandings. Anxiety resulted from participants’ 
beliefs that they needed to maintain constant vigilance and 
self-protection in social situations involving food. A female 
participant in her thirties describes her “dread” when eat-
ing out following her diagnosis: (“eating out is just awful, I 
dread it sometimes”) [29].

Theme 2. Losing more than gluten

Low mood, depressive symptoms and anger were common 
post-diagnosis and related to the losses caused by Coeliac 
Disease, which included lost favourite foods, lost sponta-
neity, lost social experiences, lost health and vitality, and 
lost time [25–27, 29, 32, 33, 37–40]. Some participants lost 
hope when the gluten-free diet failed to restore their former 

vitality or fully eradicate their symptoms. Diagnostic delays 
caused anger, as described by a middle-aged participant 
who waited 25 years to receive a correct diagnosis: “I got 
sicker and sicker…I finally found a GP who took me seri-
ously enough to send me to a specialist. I was very angry it 
took so long.” [40]. The dismissive behaviour of others also 
angered participants. For example, in one study, a partici-
pant describes attending a party to find that no gluten-free 
food had been provided: “I ate a little salad. I was sad and 
very disappointed. Excuse me for existing.” [39]. Partici-
pants’ emotional reactions to the losses caused by coeliac 
disease could affect their loved ones. For example, a par-
ticipant describes how their anger about recurring stomach 
pain affects their spouse: “she is suffering… in that I have a 
bad temper” [27]

Table 5   Analytical themes and descriptive subthemes

● Primary descriptive subthemes; ○ Secondary descriptive subthemes

Analytical themes Descriptive subthemes

Theme 1: Living with ongoing risk • Anxiety that treated coeliac disease creates ongoing health risks
o Distrusting health professionals
o Ongoing concerns about health status and symptoms
• Anxiety about the risk of dietary contamination
o Concerns about inadvertent gluten ingestion
o Losing control of food in social situations
o Self-protection always needed

Theme 2: Losing more than gluten • Feelings of depression, sadness or low mood
o Sense of loss/grief for former diet and lifestyle
o Mourning time lost to illness
o Disappointment/lost hope in gluten-free diet treatment
• Anger, irritability, and resentment
o Sense of injustice
o Envy, bitterness

Theme 3: A changed identity • Personal history reconstructed
• Social identity changed/a minority identity
o Experiencing stigma
o Isolation
o Support from the ‘Coeliac Community’

Theme 4: A changed relationship with food • Strict dietary self-management
o Increasing restrictions
o Preoccupation with food
• Fear of food
• Boredom with food
o Loss of interest in food
o Cheating; risk-taking
o ‘Feast or Famine’ behaviours

Theme 5: The gluten-free diet creates a multifaceted burden • Practical (task-related) burden
• Economic burden
• Social burden
• Psychological burden
o Value of supportive social network to ease burden

Theme 6: Learning how to live well with coeliac disease • Confidence in the gluten-free diet treatment
o Hope
• Commitment to ongoing learning and self-care
o Engaging with the learning curve
o Engaging in wider self-care activities
• Acceptance of coeliac disease and the gluten-free diet
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Theme 3. A changed identity

Many participants reconstructed their personal history post-
diagnosis [25, 26, 32, 33, 35, 40] and were often relieved 
to know coeliac disease had caused their symptoms. Some 
hypothesised about the cause of coeliac disease. For exam-
ple, one participant believed that the physical strain of work-
ing nightshifts triggered the condition: “I have never had a 
better job, but the working hours were devastating for me. 
And I understood that later (after diagnosis), that you can 
get gluten intolerance from shift work.” [33]. Some partici-
pants adopted an illness-based identity, while others felt 
their diagnosis had little or no impact on their identity (e.g. 
“Really, Coeliac Disease is just not eating gluten, don’t you 
think [34]?).

Multiple studies describe coeliac disease as a stigmatis-
ing condition [25, 27–29, 35, 40], and participants often 
describe experiencing stigma in social situations ("you are 
always ‘different’ and a bit of trouble when you go to hotels 
or to other people’s home" [35]). In one study, a participant 
describes feeling shame when eating gluten-free at work: 
“One man had his gluten-free crisp bread for lunch and his 
colleagues all laughed roughly. He felt very ashamed of his 
food intolerance.” [39]. Several studies describe coeliac sup-
port groups as supportive and informative communities for 
people living with coeliac disease, who often feel isolated 
by their condition [32, 34, 35, 40].

Theme 4. A changed relationship with food

Substantial changes in attitudes and behaviours towards food 
are common post-diagnosis [24, 25, 27, 29, 35–40]. A risk-
avoidant attitude was typical (e.g. “I don’t take risks. I can’t 
take risks. Gluten poisons me. Why would you risk being poi-
soned" [36]), and for some risk avoidance escalated into pre-
occupation with food, fears around most food, rigid refusal 
to try new foods, or refusal to eat foods they had not pre-
pared themselves. Some participants engaged in occasional 
dietary lapses to cope with the rigours of adherence which 
were sometimes, though not always, followed by feelings of 
guilt [25, 35, 37–39]. Participants often described feeling 
bored with the gluten-free diet, and strategies like hoard-
ing or overeating gluten-free treats were sometimes used to 
combat boredom. For example, one participant explained 
that “there are the foods that I make do with…I eat a lot of 
candy” [25]. Similarly, a female participant explains—“if 
it’s good, I’ll be hoarding. Sometimes I eat them all myself. I 
think that’s probably my way of dealing with it” [36]. Inter-
estingly, some participants chose to extend their dietary 
restrictions, despite having no medical direction to do this, 
often in an attempt to manage perceived negative conse-
quences of the gluten-free diet (e.g. weight gain, nutritional 
deficiencies, symptoms). These findings show that food can 

become a source of suspicion and doubt following diagnosis, 
sometimes leading to disordered eating patterns. However, 
some participants maintained a positive relationship with 
food, and the gluten-free diet appeared easier for those who 
were already confident cooks or preferred an unvaried diet.

Theme 5 The gluten‑free diet creates a multifaceted 
burden

coeliac disease creates a multifaceted burden with practical, 
social, economic and psychological aspects [24–31, 34, 35, 
38–40]. The increased planning, preparation, cooking and 
shopping required to maintain the gluten-free diet intensified 
for those with caring responsibilities or additional health 
conditions. Despite increased availability, gluten-free prod-
ucts were more expensive than standard items, which cre-
ated a financial burden. King et al. [28] describe the "dou-
ble-edged sword" of the gluten-free food trend, which has 
increased the availability of gluten-free food but has made 
less impact on general understanding of coeliac disease and 
the precautions needed to avoid cross-contamination. A par-
ticipant describes the difficulty of keeping her workplace 
safe and educating her colleagues: “I’ve said it in like three 
meetings, I’ve even left a sign in the office: could you please 
stop leaving [gluten] crumbs on the computer keyboards. 
Because they’ll eat their lunch at the computer…” [27] 
Participants felt isolated or overwhelmed by the burden of 
coeliac disease [24–27, 34, 35], described by one participant 
as a "constant responsibility that is really hard to take" [35]. 
Family support was valued [24–27, 29, 30, 32, 40], though 
overreliance on a partner could be unhelpful should the rela-
tionship end [32].

Theme 6: Learning how to live well with coeliac 
disease

Diagnosis can be a positive and validating experience. Some 
participants made downward comparisons of coeliac dis-
ease against other conditions, viewing their own diagnosis 
more positively (e.g. “Although this condition changes your 
life and your eating habits, I would rather have this than 
some other awful disease” [35]. Participants’ confidence in 
managing their condition often increased over time as they 
continued to learn about and experiment with the gluten-
free diet [24–27, 29, 32, 34–36, 40]. Some viewed the diet 
as beneficial in improving their health and encouraging 
healthier eating habits. Developing a psychological attitude 
of acceptance towards coeliac disease enabled many par-
ticipants to adapt to dietary change and accept some resid-
ual risks [25–29, 32, 35, 36, 40]. One female participant 
explained her development of an accepting attitude in the 
years since her diagnosis: “You do initially dwell on eve-
rything you can’t have and all the negatives…but you’ve 
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got to shift that mindset and focus on all the things you can 
have, and on feeling better and just on all the things you 
can try”[40].

Confidence in the findings

Overall, the included studies were well-designed, with no 
substantial weaknesses impacting coherence or relevance. 
Lack of reflexivity or discussion of the impact of research 
context on the authors' analyses recurred across studies. A 
few studies presented a relatively 'thin' dataset that impacted 
adequacy. Authors' confidence in the findings ranged from 
moderate-high (Table 6). Two pairs of papers report data 
from the same primary studies, these being Sverker et al. 
[38] and Sverker et al. [39]; and Jacobsson et al. [27] and 
Ring Jacobsson et al. [33]. The authors acknowledged this 
overlap and did not disproportionately apply data from these 
studies to any theme (Table 6).

Discussion

This study synthesised qualitative evidence of the psycho-
social experiences of adults living with coeliac disease post-
diagnosis and included data from 371 adults across 15 origi-
nal studies. People living with coeliac disease experienced 
both positive and negative psychosocial changes following 
their diagnosis. Ongoing practice and learning about the glu-
ten-free diet supported adaptation to change and increased 
confidence. Psychological acceptance of changes, losses, 
and residual risks also supports adjustment.

Our findings illustrate that adults do not always adjust to 
the gluten-free diet quickly and that some experience last-
ing changes in mood, food-related behaviours and attitudes, 
and identity. The broader literature confirms that psycho-
logical distress in coeliac disease is common, with strong 
evidence of increased anxiety and depression post-diagnosis, 
which are both associated with reduced quality of life [8, 
41]. Therefore, those diagnosed with coeliac disease should 
receive regular clinical follow-up, including psychological 
assessment, and specialist psychological support should be 
offered where needed. Our findings illustrate that a diag-
nosis of coeliac disease can change people’s relationship 
with food and lead to disordered eating behaviours. Wor-
ries about health and nutrition troubled many participants 
and sometimes led to additional self-imposed restrictions. 
There is strong quantitative evidence of an increased risk of 
eating disorders in coeliac disease [5, 6] and an association 
between disordered eating behaviours in adults with coeliac 
disease and reduced quality of life [36, 41]. Regular dietetic 
review post-diagnosis could identify eating problems and 
support people in developing a gluten-free diet that is nutri-
tionally adequate and enjoyable. An important finding from 

this thematic evidence synthesis is that there is a prevalence 
of distrust in health professionals among adults diagnosed 
with coeliac disease, and this has implications for the ability 
of practitioners to engage adults with support and clinical 
review. Practitioners must demonstrate their knowledge of 
coeliac disease and an appreciation of common challenges 
if people living with the condition are to seek out and trust 
their professional guidance.

Our findings illustrate the multifaceted burden created by 
coeliac disease. Despite the increased availability of gluten-
free food, we found that the gluten-free diet creates an eco-
nomic burden for many adults. A recent study found that glu-
ten-free food in the UK costs 2.18 times more than standard 
items, and the authors also identified a lack of gluten-free 
provision in smaller stores [42]. Our findings demonstrated 
that some social groups, including rural residents and those 
with additional health conditions, face an increased burden 
in managing coeliac disease. Practitioners and policymakers 
must recognise that those managing a lifelong gluten-free 
diet require accessible support. Our findings illustrate family 
members' important role in supporting relatives who main-
tain a gluten-free diet. Further research should explore the 
impact of an adult’s coeliac disease on other family mem-
bers and family activities. Understanding household impacts 
could inform the advice given to families when a member is 
diagnosed with coeliac disease.

The current qualitative synthesis identified that coeliac 
disease is a stigmatising condition, as concluded by other 
authors [43, 44]. Wider research shows that stigma prevents 
people experiencing mental health difficulties or hidden dis-
abilities from help-seeking [45, 46], and the stigma experi-
enced by adults living with coeliac disease may similarly 
prevent help-seeking post-diagnosis. Increased public aware-
ness of coeliac disease is needed to reduce misconceptions 
created by the ‘gluten-free fad’ [28, 44]. Our findings show 
that people with coeliac disease need to disclose their condi-
tion to ensure they receive protection and support. However, 
stigma, misunderstanding and lack of provision can make 
disclosure difficult or ineffective. Further research on factors 
associated with disclosure may support professionals in pro-
viding guidance and assistance to those adjusting to coeliac 
disease and develop effective public messaging about the 
condition. Findings revealed that connection with a coeliac 
support group reduces isolation and provides guidance, and 
the value of such support has been identified in other health 
conditions [47]. Healthcare practitioners must signpost 
adults with coeliac disease to reputable sources of external 
support and normalise the need to seek further guidance 
and help post-diagnosis. Group psychological interventions 
developed for people with coeliac disease have also been 
found to provide both psychological support and social con-
nection [48–50]. Further research is now needed on models 
of post-diagnostic support applicable to the specific issues 



Quality of Life Research	

1 3

Ta
bl

e 
6  

C
ER

Q
ua

l s
um

m
ar

y 
of

 q
ua

lit
at

iv
e 

fin
di

ng
s

Su
m

m
ar

y 
of

 re
vi

ew
 fi

nd
in

g
C

on
tri

bu
tin

g 
stu

di
es

a
C

on
fid

en
ce

 a
ss

es
sm

en
t

Ex
pl

an
at

io
n 

of
 c

on
fid

en
ce

 a
ss

es
sm

en
t a

ga
in

st 
C

ER
Q

ua
l 

cr
ite

ria

Th
em

e 
1.

 L
iv

in
g 

w
ith

 o
ng

oi
ng

 ri
sk

Fi
nd

in
g 

1.
 D

es
pi

te
 m

ai
nt

ai
ni

ng
 a

 g
lu

te
n-

fr
ee

 d
ie

t, 
ad

ul
ts

 w
er

e 
an

xi
ou

s a
bo

ut
 th

e 
he

al
th

 ri
sk

s a
ss

oc
ia

te
d 

w
ith

 c
oe

lia
c 

di
se

as
e,

 
su

ch
 a

s i
nc

re
as

ed
 ri

sk
 o

r o
th

er
 h

ea
lth

 c
on

di
tio

ns
, b

od
ily

 d
am

-
ag

e 
ca

us
ed

 in
 th

e 
pr

e-
di

ag
no

si
s p

er
io

d,
 a

nd
 g

en
et

ic
 ri

sk
 to

 
de

sc
en

da
nt

s

12
 (1

, 2
,3

, 4
, 7

, 9
, 1

0,
11

, 1
2,

 1
4,

 1
5,

17
)

H
ig

h 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 c

oh
er

en
ce

 o
r r

el
ev

an
ce

. N
o/

 m
in

or
 

co
nc

er
ns

 a
bo

ut
 a

de
qu

ac
y.

 M
od

er
at

e 
m

et
ho

do
lo

gi
ca

l 
co

nc
er

ns
 in

 th
e 

m
aj

or
ity

 o
f s

tu
di

es
 (r

efl
ex

iv
ity

). 
A

 se
rio

us
 

m
et

ho
do

lo
gi

ca
l c

on
ce

rn
 in

 o
ne

 st
ud

y 
(tr

us
tw

or
th

in
es

s)
. 

O
ve

ra
ll,

 a
 fa

irl
y 

la
rg

e 
bo

dy
 o

f e
vi

de
nc

e 
off

er
in

g 
a 

ric
h 

da
ta

se
t t

ha
t s

up
po

rts
 th

e 
fin

di
ng

Fi
nd

in
g 

2.
 P

ar
tic

ip
an

ts
 d

ist
ru

ste
d 

he
al

th
 p

ro
fe

ss
io

na
ls

, w
ho

 th
ey

 
fe

lt 
la

ck
ed

 k
no

w
le

dg
e 

an
d 

em
pa

th
y 

ab
ou

t c
oe

lia
c 

di
se

as
e.

 
Pa

rti
ci

pa
nt

s e
xp

re
ss

ed
 re

lu
ct

an
ce

 to
 se

ek
 su

pp
or

t f
ro

m
 h

ea
lth

 
pr

of
es

si
on

al
s p

os
t-d

ia
gn

os
is

. I
ns

te
ad

, s
el

f-
di

ag
no

se
s a

nd
 

al
te

rn
at

iv
e 

su
pp

or
t s

ou
rc

es
 (e

.g
. c

om
pl

em
en

ta
ry

 th
er

ap
ie

s)
 

w
er

e 
of

te
n 

so
ug

ht

Si
x 

(2
,4

,6
,9

,1
0,

12
)

M
od

er
at

e 
co

nfi
de

nc
e

M
od

er
at

e 
co

nc
er

ns
 a

bo
ut

 a
de

qu
ac

y 
(fa

irl
y 

th
in

 d
at

a)
 in

 
th

re
e 

stu
di

es
. A

 re
la

tiv
el

y 
sm

al
l o

ve
ra

ll 
bo

dy
 o

f e
vi

de
nc

e 
(s

ix
 st

ud
ie

s)
. M

od
er

at
e 

m
et

ho
do

lo
gi

ca
l l

im
ita

tio
ns

 
(r

efl
ex

iv
ity

) i
n 

fo
ur

 st
ud

ie
s. 

Th
es

e 
lim

ita
tio

ns
 re

du
ce

d 
co

nfi
de

nc
e 

in
 th

e 
fin

di
ng

Fi
nd

in
g 

3.
 F

ea
rs

 o
f a

cc
id

en
ta

l g
lu

te
n 

in
ge

sti
on

 d
ue

 to
 c

ro
ss

-
co

nt
am

in
at

io
n 

ar
e 

in
cr

ea
se

d 
in

 so
ci

al
 si

tu
at

io
ns

 w
he

re
 o

th
er

s 
pr

ov
id

e 
or

 p
re

pa
re

 fo
od

, a
nd

 m
ay

 se
rv

e 
or

 p
re

pa
re

 fo
od

 
in

ap
pr

op
ria

te
ly

, m
ay

 m
is

re
ad

 o
r m

is
un

de
rs

ta
nd

 fo
od

 la
be

ls
, o

r 
fo

rg
et

 to
 ta

ke
 p

re
ca

ut
io

ns
 a

ga
in

st 
cr

os
s-

co
nt

am
in

at
io

n

15
 (1

,2
,3

,4
, 6

,7
, 9

,1
0,

 1
1,

12
, 1

3,
14

, 1
5,

 
16

,1
7)

H
ig

h 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e 

or
 c

oh
er

en
ce

. V
er

y 
m

in
or

 
co

nc
er

ns
 a

bo
ut

 a
de

qu
ac

y.
 M

od
er

at
e 

m
et

ho
do

lo
gi

ca
l l

im
i-

ta
tio

ns
 in

 e
le

ve
n 

stu
di

es
 (r

efl
ex

iv
ity

). 
A

 se
rio

us
 m

et
ho

do
-

lo
gi

ca
l c

on
ce

rn
 in

 o
ne

 st
ud

y 
(tr

us
tw

or
th

in
es

s)
. O

ve
ra

ll,
 

a 
la

rg
e 

an
d 

m
et

ho
do

lo
gi

ca
lly

 st
ro

ng
 b

od
y 

of
 e

vi
de

nc
e 

pr
ov

id
es

 su
bs

ta
nt

ia
l s

up
po

rt 
fo

r t
he

 fi
nd

in
g

Th
em

e 
2.

 L
os

in
g 

m
or

e 
th

an
 g

lu
te

n
Fi

nd
in

g 
4.

 M
an

y 
pa

rti
ci

pa
nt

s d
es

cr
ib

ed
 e

xp
er

ie
nc

in
g 

lo
w

 
m

oo
ds

, f
ee

lin
gs

 o
f d

ep
re

ss
io

n 
or

 g
rie

f f
ol

lo
w

in
g 

th
ei

r d
ia

g-
no

si
s. 

Th
es

e 
fe

el
in

gs
 a

re
 o

fte
n 

re
la

te
d 

to
 a

 se
ns

e 
of

 h
av

in
g 

lo
st 

m
or

e 
th

an
 g

lu
te

n 
be

ca
us

e 
of

 c
oe

lia
c 

di
se

as
e,

 su
ch

 a
s l

os
t 

pl
ea

su
re

, c
ho

ic
e,

 h
ea

lth
 o

r t
im

e.
,

10
 (2

,3
,4

, 6
, 9

, 1
0,

 1
2,

 1
5,

 1
6,

17
)

H
ig

h 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e 

or
 c

oh
er

en
ce

. M
in

or
 c

on
ce

rn
s 

ab
ou

t a
de

qu
ac

y.
 M

od
er

at
e 

m
et

ho
do

lo
gi

ca
l l

im
ita

tio
ns

 in
 

se
ve

n 
stu

di
es

 (r
efl

ex
iv

ity
). 

O
ve

ra
ll,

 a
 m

et
ho

do
lo

gi
ca

lly
 

str
on

g 
bo

dy
 o

f e
vi

de
nc

e 
pr

ov
id

es
 su

bs
ta

nt
ia

l s
up

po
rt 

fo
r 

th
e 

fin
di

ng
Fi

nd
in

g 
5.

 S
om

e 
pa

rti
ci

pa
nt

s e
xp

er
ie

nc
ed

 b
ou

ts
 o

f a
ng

er
, i

rr
ita

-
bi

lit
y,

 o
r r

es
en

tm
en

t a
bo

ut
 th

ei
r d

ia
gn

os
is

 o
f c

oe
lia

c 
di

se
as

e,
 

an
d 

th
is

 o
fte

n 
re

la
te

d 
to

 th
e 

pe
rc

ei
ve

d 
in

ad
eq

ua
cy

 a
nd

 n
eg

a-
tiv

e 
im

pa
ct

 o
f t

he
 g

lu
te

n-
fr

ee
 d

ie
t

Se
ve

n 
(4

, 1
1,

 1
2,

 1
4,

 1
5,

 1
6,

 1
7)

M
od

er
at

e 
co

nfi
de

nc
e

M
od

er
at

e 
co

nc
er

ns
 a

bo
ut

 a
de

qu
ac

y 
(d

at
a 

fa
irl

y 
th

in
) i

n 
fo

ur
 

stu
di

es
. A

 re
la

tiv
el

y 
sm

al
l b

od
y 

of
 e

vi
de

nc
e.

 M
od

er
at

e 
m

et
ho

do
lo

gi
ca

l l
im

ita
tio

ns
 (r

efl
ex

iv
ity

) i
n 

al
l s

tu
di

es
. A

 
se

rio
us

 m
et

ho
do

lo
gi

ca
l c

on
ce

rn
 in

 o
ne

 st
ud

y 
(tr

us
tw

or
th

i-
ne

ss
). 

Th
es

e 
lim

ita
tio

ns
 re

du
ce

 c
on

fid
en

ce
 in

 th
e 

fin
di

ng
Th

em
e 

3.
 A

 c
ha

ng
ed

 id
en

tit
y

Fi
nd

in
g 

6.
 A

du
lts

 re
co

ns
tru

ct
 th

ei
r p

er
so

na
l h

ist
or

y 
to

 so
m

e 
ex

te
nt

 fo
llo

w
in

g 
th

ei
r d

ia
gn

os
is

 o
f c

oe
lia

c 
di

se
as

e.
 F

or
 so

m
e 

pe
op

le
, t

he
ir 

pe
rs

on
al

 id
en

tit
y 

be
ca

m
e 

fo
cu

se
d 

on
 p

hy
si

ca
l i

ll-
ne

ss
 o

r d
am

ag
e,

 w
hi

le
 o

th
er

s m
ai

nt
ai

ne
d 

a 
ne

ut
ra

l o
r p

os
iti

ve
 

se
ns

e 
of

 p
er

so
na

l i
de

nt
ity

Si
x 

(2
,3

,9
, 1

0,
 1

2,
17

)
M

od
er

at
e 

co
nfi

de
nc

e
M

od
er

at
e 

co
nc

er
ns

 a
bo

ut
 a

de
qu

ac
y 

(d
at

a 
fa

irl
y 

th
in

) i
n 

tw
o 

stu
di

es
. M

od
er

at
e 

m
et

ho
do

lo
gi

ca
l l

im
ita

tio
ns

 (r
efl

ex
iv

-
ity

) i
n 

fiv
e 

stu
di

es
. A

 sm
al

l b
od

y 
of

 e
vi

de
nc

e,
 L

im
ita

tio
ns

 
re

du
ce

 c
on

fid
en

ce
 in

 th
e 

fin
di

ng



	 Quality of Life Research

1 3

Ta
bl

e 
6  

(c
on

tin
ue

d)

Su
m

m
ar

y 
of

 re
vi

ew
 fi

nd
in

g
C

on
tri

bu
tin

g 
stu

di
es

a
C

on
fid

en
ce

 a
ss

es
sm

en
t

Ex
pl

an
at

io
n 

of
 c

on
fid

en
ce

 a
ss

es
sm

en
t a

ga
in

st 
C

ER
Q

ua
l 

cr
ite

ria

Fi
nd

in
g 

7.
 P

ar
tic

ip
an

ts
 fe

lt 
th

at
 d

ia
gn

os
is

 o
f c

oe
lia

c 
di

se
as

e 
co

nf
er

re
d 

a 
m

in
or

ity
 st

at
us

 a
s t

he
y 

no
w

 b
eh

av
ed

 d
iff

er
en

tly
 

ar
ou

nd
 fo

od
 to

 o
th

er
 p

eo
pl

e.
 S

tu
di

es
 sh

ow
ed

 c
oe

lia
c 

di
se

as
e 

to
 

be
 a

 st
ig

m
at

is
in

g 
co

nd
iti

on

13
 (1

,2
,3

,4
,5

,6
, 7

 8
,1

1,
12

, 1
5,

 1
6,

 1
7)

H
ig

h 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e.

 V
er

y 
m

in
or

 c
on

ce
rn

s a
bo

ut
 

ad
eq

ua
cy

. V
er

y 
m

in
or

 c
on

ce
rn

 a
bo

ut
 c

oh
er

en
ce

 in
 o

ne
 

stu
dy

 (fi
t b

et
w

ee
n 

da
ta

 fr
om

 th
e 

pr
im

ar
y 

stu
dy

 a
nd

 re
vi

ew
 

fin
di

ng
). 

M
od

er
at

e 
m

et
ho

do
lo

gi
ca

l l
im

ita
tio

ns
 in

 n
in

e 
stu

di
es

 (r
efl

ex
iv

ity
). 

Se
rio

us
 m

et
ho

do
lo

gi
ca

l c
on

ce
rn

 in
 

on
e 

stu
dy

 (t
ru

stw
or

th
in

es
s)

. O
ve

ra
ll,

 a
 la

rg
e 

an
d 

m
et

h-
od

ol
og

ic
al

ly
 st

ro
ng

 b
od

y 
of

 e
vi

de
nc

e 
pr

ov
id

es
 su

bs
ta

nt
ia

l 
su

pp
or

t f
or

 th
e 

fin
di

ng
Th

em
e 

4.
 A

 c
ha

ng
ed

 re
la

tio
ns

hi
p 

w
ith

 fo
od

Fi
nd

in
g 

8.
 P

ar
tic

ip
an

ts
 e

xp
er

ie
nc

ed
 su

bs
ta

nt
ia

lly
 c

ha
ng

ed
 a

tti
-

tu
de

s a
nd

 b
eh

av
io

ur
s r

el
at

ed
 to

 fo
od

 fo
llo

w
in

g 
th

ei
r d

ia
gn

os
is

 
of

 c
oe

lia
c 

di
se

as
e.

 C
ha

ng
es

 in
cl

ud
ed

 p
re

oc
cu

pa
tio

n 
w

ith
 fo

od
, 

pe
rc

ei
vi

ng
 a

ll 
fo

od
s t

o 
be

 ri
sk

y,
 a

do
pt

in
g 

ad
di

tio
na

l d
ie

ta
ry

 
ex

cl
us

io
ns

, o
nl

y 
ea

tin
g 

fo
od

s p
re

pa
re

d 
th

em
se

lv
es

, a
nd

 av
oi

d-
in

g 
ne

w
 fo

od
s

10
 (1

,2
,4

,6
, 1

2,
13

, 1
4,

15
, 1

6,
17

)
H

ig
h 

co
nfi

de
nc

e
N

o 
co

nc
er

ns
 a

bo
ut

 re
le

va
nc

e 
or

 c
oh

er
en

ce
. V

er
y 

m
in

or
 

co
nc

er
ns

 a
bo

ut
 a

de
qu

ac
y.

 M
od

er
at

e 
m

et
ho

do
lo

gi
ca

l l
im

i-
ta

tio
ns

 in
 e

ig
ht

 st
ud

ie
s (

re
fle

xi
vi

ty
). 

A
 se

rio
us

 m
et

ho
do

-
lo

gi
ca

l c
on

ce
rn

 in
 o

ne
 st

ud
y 

(tr
us

tw
or

th
in

es
s)

. O
ve

ra
ll,

 a
 

fa
irl

y 
la

rg
e 

an
d 

m
et

ho
do

lo
gi

ca
lly

 st
ro

ng
 b

od
y 

of
 e

vi
de

nc
e 

su
bs

ta
nt

ia
lly

 su
pp

or
ts

 th
e 

fin
di

ng
Fi

nd
in

g 
9.

 P
ar

tic
ip

an
ts

 so
m

et
im

es
 e

ng
ag

ed
 in

 d
is

or
de

re
d 

ea
t-

in
g 

pa
tte

rn
s o

r r
is

ky
 b

eh
av

io
ur

s t
o 

al
le

vi
at

e 
th

e 
bo

re
do

m
 o

r 
fe

el
in

gs
 o

f d
ep

riv
at

io
n 

cr
ea

te
d 

by
 th

e 
gl

ut
en

-f
re

e 
di

et
. T

he
se

 
be

ha
vi

ou
rs

 in
cl

ud
ed

 c
he

at
in

g 
on

 th
e 

di
et

, b
in

ge
-e

at
in

g,
 h

oa
rd

-
in

g 
fo

od
, a

nd
 ‘f

ea
st-

fa
m

in
e’

 e
at

in
g 

pa
tte

rn
s)

Fo
ur

 (2
,1

2,
14

, 1
6)

M
od

er
at

e 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e 

or
 c

oh
er

en
ce

 M
od

er
at

e 
co

nc
er

ns
 a

bo
ut

 a
de

qu
ac

y 
(d

at
a 

fa
irl

y 
th

in
). 

M
od

er
at

e 
m

et
ho

do
lo

gi
ca

l l
im

ita
tio

ns
 in

 a
ll 

stu
di

es
 re

ga
rd

in
g 

re
fle

x-
iv

ity
. O

ve
ra

ll,
 a

 re
la

tiv
el

y 
sm

al
l b

od
y 

of
 e

vi
de

nc
e 

re
du

ce
s 

co
nfi

de
nc

e 
in

 th
e 

fin
di

ng
Th

em
e 

5.
 T

he
 g

lu
te

n-
fr

ee
 d

ie
t c

re
at

es
 a

 m
ul

tif
ac

et
ed

 b
ur

de
n

Fi
nd

in
g 

10
. T

he
 d

at
as

et
 d

em
on

str
at

ed
 th

at
 c

oe
lia

c 
di

se
as

e 
cr

ea
te

s a
 p

ra
ct

ic
al

 il
ln

es
s b

ur
de

n 
fo

r t
ho

se
 se

lf-
m

an
ag

in
g 

th
e 

co
nd

iti
on

. T
hi

s i
s b

ec
au

se
 a

 st
ric

t g
lu

te
n-

fr
ee

 d
ie

t e
nt

ai
ls

 su
b-

st
an

tia
l e

ve
ry

da
y 

ta
sk

s a
nd

 p
re

-p
la

nn
in

g 
(e

.g
. f

oo
d 

pr
ep

ar
a-

tio
n,

 so
ur

ci
ng

 a
nd

 re
se

ar
ch

in
g 

fo
od

s, 
co

ok
in

g,
 sh

op
pi

ng
)

Ei
gh

t (
1,

2,
3,

6,
 7

,1
2,

 1
5,

 1
6)

H
ig

h 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e 

or
 c

oh
er

en
ce

. V
er

y 
m

in
or

 
co

nc
er

ns
 a

bo
ut

 a
de

qu
ac

y.
 M

od
er

at
e 

m
et

ho
do

lo
gi

ca
l l

im
i-

ta
tio

ns
 in

 fi
ve

 st
ud

ie
s (

re
fle

xi
vi

ty
). 

A
 se

rio
us

 m
et

ho
do

-
lo

gi
ca

l c
on

ce
rn

 in
 o

ne
 st

ud
y 

(tr
us

tw
or

th
in

es
s)

. O
ve

ra
ll,

 
a 

m
et

ho
do

lo
gi

ca
lly

 st
ro

ng
 b

od
y 

of
 e

vi
de

nc
e 

su
pp

or
ts

 th
e 

fin
di

ng
Fi

nd
in

g 
11

. F
in

di
ng

s d
es

cr
ib

ed
 a

 su
bs

ta
nt

ia
l e

co
no

m
ic

 b
ur

de
n 

cr
ea

te
d 

by
 th

e 
gl

ut
en

-f
re

e 
di

et
. T

hi
s i

s d
ue

 to
 th

e 
ge

ne
ra

lly
 

hi
gh

er
 c

os
ts

 o
f g

lu
te

n-
fr

ee
 it

em
s, 

lim
ite

d 
re

st
au

ra
nt

 m
ea

l 
ch

oi
ce

s, 
an

d 
lim

ite
d 

av
ai

la
bi

lit
y 

of
 g

lu
te

n-
fr

ee
 p

ro
du

ct
s i

n 
sto

re
s

Si
x 

(1
,2

,6
,8

,1
5,

16
)

M
od

er
at

e 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e.

 V
er

y 
m

in
or

 c
on

ce
rn

 a
bo

ut
 

co
he

re
nc

e 
in

 o
ne

 st
ud

y 
(fi

t b
et

w
ee

n 
da

ta
 fr

om
 o

nl
y 

on
e 

pr
im

ar
y 

stu
dy

 a
nd

 re
vi

ew
 fi

nd
in

g)
. M

in
or

 c
on

ce
rn

 a
bo

ut
 

ad
eq

ua
cy

 (t
hi

n 
da

ta
 in

 tw
o 

stu
di

es
). 

M
od

er
at

e 
m

et
ho

do
-

lo
gi

ca
l l

im
ita

tio
ns

 in
 fo

ur
 st

ud
ie

s (
re

fle
xi

vi
ty

). 
A

 se
rio

us
 

m
et

ho
do

lo
gi

ca
l c

on
ce

rn
 in

 o
ne

 st
ud

y 
(tr

us
tw

or
th

in
es

s)
. 

O
ve

ra
ll,

 a
 re

la
tiv

el
y 

sm
al

l b
od

y 
of

 e
vi

de
nc

e 
(s

ix
 st

ud
ie

s)
. 

Th
em

es
 li

m
ita

tio
ns

 re
du

ce
 c

on
fid

en
ce

 in
 th

e 
fin

di
ng

Fi
nd

in
g 

12
. P

eo
pl

e 
liv

in
g 

w
ith

 c
oe

lia
c 

di
se

as
e 

ex
pe

rie
nc

e 
ill

ne
ss

-r
el

at
ed

 so
ci

al
 b

ur
de

ns
. T

hi
s i

s d
ue

 to
 se

ve
ra

l f
ac

to
rs

, 
in

cl
ud

in
g 

th
e 

re
pe

at
ed

 n
ee

d 
to

 d
is

cl
os

e 
th

ei
r c

on
di

tio
n,

 to
 e

du
-

ca
te

 o
th

er
s a

bo
ut

 c
oe

lia
c 

di
se

as
e,

 to
 c

or
re

ct
 so

ci
al

 ig
no

ra
nc

e 
an

d 
m

is
un

de
rs

ta
nd

in
gs

 a
bo

ut
 th

e 
co

nd
iti

on
 a

nd
 th

e 
gl

ut
en

-f
re

e 
di

et
, a

nd
 th

e 
ne

ed
 to

 m
ai

nt
ai

n 
vi

gi
la

nc
e 

ov
er

 o
th

er
s’

 b
eh

av
io

ur
 

ar
ou

nd
 fo

od

12
 (1

,2
,3

,4
,5

,6
,7

,1
2,

13
 1

5,
16

,1
7)

H
ig

h 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e 

or
 c

oh
er

en
ce

. M
od

er
at

e 
co

n-
ce

rn
s a

bo
ut

 a
de

qu
ac

y 
(r

el
at

iv
el

y 
th

in
 d

at
a 

in
 tw

o 
stu

di
es

). 
M

od
er

at
e 

m
et

ho
do

lo
gi

ca
l l

im
ita

tio
ns

 re
ga

rd
in

g 
re

fle
xi

v-
ity

 (e
ig

ht
 st

ud
ie

s)
 a

nd
 sa

m
pl

in
g 

(o
ne

 st
ud

y)
). 

A
 se

rio
us

 
m

et
ho

do
lo

gi
ca

l c
on

ce
rn

 in
 o

ne
 st

ud
y 

(tr
us

tw
or

th
in

es
s)

. 
O

ve
ra

ll,
 a

 la
rg

e 
an

d 
m

et
ho

do
lo

gi
ca

lly
 st

ro
ng

 b
od

y 
of

 
ev

id
en

ce
 su

pp
or

ts
 th

e 
fin

di
ng



Quality of Life Research	

1 3

Ta
bl

e 
6  

(c
on

tin
ue

d)

Su
m

m
ar

y 
of

 re
vi

ew
 fi

nd
in

g
C

on
tri

bu
tin

g 
stu

di
es

a
C

on
fid

en
ce

 a
ss

es
sm

en
t

Ex
pl

an
at

io
n 

of
 c

on
fid

en
ce

 a
ss

es
sm

en
t a

ga
in

st 
C

ER
Q

ua
l 

cr
ite

ria

Fi
nd

in
g 

13
. P

ar
tic

ip
an

ts
 d

es
cr

ib
ed

 th
e 

bu
rd

en
 o

f m
an

ag
in

g 
co

-
m

or
bi

d 
co

nd
iti

on
s a

nd
 o

ng
oi

ng
 p

hy
si

ca
l s

ym
pt

om
s a

lo
ng

si
de

 
se

lf-
m

an
ag

em
en

t o
f t

he
ir 

gl
ut

en
-f

re
e 

di
et

Fo
ur

 (4
, 7

, 1
2,

 1
5)

M
od

er
at

e 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e 

or
 c

oh
er

en
ce

. M
od

er
at

e 
co

n-
ce

rn
s a

bo
ut

 a
de

qu
ac

y 
(r

el
at

iv
el

y 
th

in
 d

at
a 

in
 3

 st
ud

ie
s)

. 
M

od
er

at
e 

m
et

ho
do

lo
gi

ca
l l

im
ita

tio
ns

 (r
efl

ex
iv

ity
) i

n 
al

l. 
A

 se
rio

us
 m

et
ho

do
lo

gi
ca

l c
on

ce
rn

 in
 o

ne
 st

ud
y 

(tr
us

t-
w

or
th

in
es

s)
. A

 re
la

tiv
el

y 
sm

al
l b

od
y 

of
 e

vi
de

nc
e.

 T
he

se
 

lim
ita

tio
ns

 re
du

ce
 c

on
fid

en
ce

 in
 th

e 
fin

di
ng

Fi
nd

in
g 

14
. S

tu
di

es
 sh

ow
 th

at
 p

eo
pl

e 
liv

in
g 

w
ith

 c
oe

lia
c 

di
se

as
e 

ex
pe

rie
nc

e 
ha

vi
ng

 to
 sh

ou
ld

er
 th

e 
bu

rd
en

 o
f t

he
ir 

co
nd

iti
on

 
al

on
e,

 c
re

at
in

g 
ill

ne
ss

-r
el

at
ed

 e
xp

er
ie

nc
es

 o
f b

ei
ng

 is
ol

at
ed

 
an

d 
ov

er
w

he
lm

ed
 b

y 
th

ei
r c

on
di

tio
n

Si
x 

(1
,2

,3
,4

, 1
1,

12
)

M
od

er
at

e 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e 

or
 c

oh
er

en
ce

. M
od

er
at

e 
co

n-
ce

rn
s a

bo
ut

 a
de

qu
ac

y 
(r

el
at

iv
el

y 
th

in
 d

at
a 

in
 tw

o 
stu

di
es

). 
M

od
er

at
e 

m
et

ho
do

lo
gi

ca
l l

im
ita

tio
ns

 re
ga

rd
in

g 
re

fle
xi

v-
ity

 (f
ou

r s
tu

di
es

). 
Se

rio
us

 m
et

ho
do

lo
gi

ca
l l

im
ita

tio
ns

 in
 

on
e 

stu
dy

 (t
ru

stw
or

th
in

es
s)

. A
 re

la
tiv

el
y 

sm
al

l b
od

y 
of

 
ev

id
en

ce
. L

im
ita

tio
ns

 re
du

ce
 c

on
fid

en
ce

 in
 th

e 
fin

di
ng

Fi
nd

in
g 

15
. P

ar
tic

ip
an

ts
 e

xp
er

ie
nc

ed
 p

os
iti

ve
 im

pa
ct

s f
ro

m
 

so
ci

al
 a

nd
 p

ro
fe

ss
io

na
l s

up
po

rt 
in

 m
an

ag
in

g 
co

el
ia

c 
di

se
as

e.
 

Th
is

 in
cl

ud
ed

 su
pp

or
t w

ith
 c

oo
ki

ng
 m

ea
ls

, d
ie

ta
ry

 g
ui

da
nc

e 
fro

m
 h

ea
lth

 p
ro

fe
ss

io
na

ls
, a

nd
 re

ce
iv

in
g 

re
gu

la
r h

ea
lth

 c
he

ck
s

Ei
gh

t (
1,

 2
, 3

, 6
, 7

, 9
, 1

2,
 1

7)
M

od
er

at
e 

co
nfi

de
nc

e
N

o 
co

nc
er

ns
 a

bo
ut

 re
le

va
nc

e 
or

 c
oh

er
en

ce
. M

od
er

at
e 

co
n-

ce
rn

s a
bo

ut
 a

de
qu

ac
y 

(r
el

at
iv

el
y 

th
in

 d
at

a 
in

 fo
ur

 st
ud

ie
s)

. 
M

od
er

at
e 

m
et

ho
do

lo
gi

ca
l l

im
ita

tio
ns

 re
ga

rd
in

g 
re

fle
xi

v-
ity

 (f
ou

r s
tu

di
es

). 
Se

rio
us

 m
et

ho
do

lo
gi

ca
l l

im
ita

tio
ns

 in
 

on
e 

stu
dy

 (t
ru

stw
or

th
in

es
s)

. A
 re

la
tiv

el
y 

sm
al

l b
od

y 
of

 
ev

id
en

ce
. L

im
ita

tio
ns

 re
du

ce
 c

on
fid

en
ce

Th
em

e 
6.

 L
ea

rn
in

g 
ho

w
 to

 li
ve

 w
el

l w
ith

 c
oe

lia
c 

di
se

as
e

Fi
nd

in
g 

16
. S

tu
di

es
 d

es
cr

ib
ed

 a
du

lts
 b

ec
om

in
g 

co
nfi

de
nt

 in
 

th
ei

r a
bi

lit
y 

to
 le

ar
n 

ab
ou

t t
he

 g
lu

te
n-

fr
ee

 d
ie

t a
nd

 se
lf-

m
an

ag
e 

th
ei

r c
on

di
tio

n.
 T

hi
s c

on
fid

en
ce

 is
 o

fte
n 

de
sc

rib
ed

 a
s h

av
in

g 
in

cr
ea

se
d 

w
ith

 ti
m

e 
an

d 
pr

ac
tic

e

10
 (1

,2
,3

,4
, 6

,9
, 1

1,
12

, 1
4,

 1
7)

H
ig

h 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e 

or
 c

oh
er

en
ce

. M
in

or
 c

on
ce

rn
 

ab
ou

t a
de

qu
ac

y 
(r

el
at

iv
el

y 
th

in
 d

at
a 

in
 fi

ve
 st

ud
ie

s)
. M

od
-

er
at

e 
m

et
ho

do
lo

gi
ca

l l
im

ita
tio

ns
 in

 si
x 

stu
di

es
 (r

efl
ex

iv
-

ity
). 

A
 se

rio
us

 m
et

ho
do

lo
gi

ca
l c

on
ce

rn
 in

 o
ne

 st
ud

y 
(tr

us
tw

or
th

in
es

s)
. O

ve
ra

ll,
 a

 su
bs

ta
nt

ia
l a

nd
 m

et
ho

do
lo

gi
-

ca
lly

 st
ro

ng
 b

od
y 

of
 e

vi
de

nc
e 

su
pp

or
ts

 th
e 

fin
di

ng
Fi

nd
in

g 
17

. P
ar

tic
ip

an
ts

 fo
un

d 
th

at
 d

ev
el

op
in

g 
an

 a
tti

tu
de

 o
f 

ac
ce

pt
an

ce
 to

w
ar

ds
 c

oe
lia

c 
di

se
as

e 
an

d 
th

e 
gl

ut
en

-f
re

e 
di

et
 

su
pp

or
te

d 
th

ei
r a

da
pt

at
io

n 
to

 th
e 

co
nd

iti
on

. A
cc

ep
ta

nc
e 

of
te

n 
de

ve
lo

ps
 o

ve
r t

im
e

N
in

e 
(2

,3
,4

,5
,6

,9
,1

2,
14

,1
7)

H
ig

h 
co

nfi
de

nc
e

N
o 

co
nc

er
ns

 a
bo

ut
 re

le
va

nc
e 

or
 c

oh
er

en
ce

. M
in

or
 c

on
ce

rn
 

ab
ou

t a
de

qu
ac

y 
(r

el
at

iv
el

y 
th

in
 d

at
a 

in
 fi

ve
 st

ud
ie

s)
. M

od
-

er
at

e 
m

et
ho

do
lo

gi
ca

l l
im

ita
tio

ns
 in

 fi
ve

 st
ud

ie
s (

re
fle

xi
v-

ity
). 

O
ve

ra
ll,

 a
 su

bs
ta

nt
ia

l a
nd

 m
et

ho
do

lo
gi

ca
lly

 st
ro

ng
 

bo
dy

 o
f e

vi
de

nc
e 

su
pp

or
ts

 th
e 

fin
di

ng

O
ve

ra
rc

hi
ng

 th
em

es
: (

1)
 L

iv
in

g 
w

ith
 o

ng
oi

ng
 ri

sk
; (

2)
 L

os
in

g 
m

or
e 

th
an

 g
lu

te
n;

 (3
) A

 c
ha

ng
ed

 id
en

tit
y;

 (4
) A

 c
ha

ng
ed

 re
la

tio
ns

hi
p 

w
ith

 fo
od

; (
5)

 T
he

 g
lu

te
n-

fr
ee

 d
ie

t a
s 

a 
m

ul
tif

ac
et

ed
 b

ur
de

n;
 

(6
) L

ea
rn

in
g 

ho
w

 to
 li

ve
 w

el
l w

ith
 C

oe
lia

c 
D

is
ea

se
a  St

ud
ie

s:
 (1

) G
ar

nw
ei

dn
er

-H
ol

m
e 

et
 a

l. 
[2

4]
 (2

) H
ou

br
e 

et
 a

l. 
[2

5]
 (3

) J
ac

ob
ss

on
 e

t a
l. 

[2
6]

 (4
) J

ac
ob

ss
on

 e
t a

l. 
[2

7]
 (5

) K
in

g 
et

 a
l. 

[2
8]

 (6
) L

ee
 e

t a
l. 

[2
9]

 (7
) L

effl
er

 e
t a

l. 
[3

0]
 (8

) P
et

er
s 

et
 a

l. 
[3

1]
 (9

) P
ric

e 
&

 H
ow

ar
d 

[3
2]

 (1
0)

 R
in

g 
Ja

co
bs

so
n 

et
 a

l. 
[3

3]
 (1

1)
 R

od
rig

ue
z 

A
lm

ag
ro

 e
t a

l. 
[3

4]
 (1

2)
 R

os
e 

&
 H

ow
ar

d 
[3

5]
 (1

3)
 S

at
he

rle
y 

et
 a

l. 
[3

6]
 (1

4)
 S

at
he

rle
y 

et
 a

l. 
[3

7]
 (1

5)
 S

ve
rk

er
 e

t a
l. 

[3
8]

 (1
6)

 S
ve

rk
er

 e
t a

l. 
[3

9]
 (1

7)
 T

ay
lo

r e
t a

l. 
[4

0]



	 Quality of Life Research

1 3

faced by those adapting to coeliac disease and a lifelong 
gluten-free diet.

Strengths and limitations

This article reports the first qualitative evidence synthesis 
into the psychosocial experiences of adults living with coe-
liac disease. This is an important undertaking as qualitative 
research into this condition has greatly increased in recent 
years. The authors used a systematic search strategy com-
bining a range of relevant search terms. This enhanced the 
efficacy and focus, though may have excluded some relevant 
materials. Similarly, authors excluded single case studies, 
which, though lacking breadth and contrast, can provide 
interesting in-depth perspectives. Forwards and backward 
searches increased the search coverage, and the current syn-
thesis is further strengthened by the assessment of methodo-
logical limitations of all included studies. The systematic 
application of these methods has produced a comprehensive, 
up-to-date, and coherent thematic synthesis of the qualitative 
knowledge base. However, double-blind screening was not 
applied in this study and is a limitation which increases the 
risk of bias. Most included studies are from Western Euro-
pean countries, and none originate in Asia, South America 
or Africa. Due to this geographical bias, findings relate pri-
marily to the West’s diet, lifestyle, culture and healthcare 
practices and research from other global regions is now 
needed.

Reflexivity

Thematic synthesis requires interpretation and is influ-
enced by the subjective perspectives of the researchers. 
RH authored four papers included in this review, one co-
authored with CR. The authors took a reflexive approach 
throughout the study to mitigate the risk of bias. The induc-
tive approach to data analysis aimed to ensure that findings 
remained close to the experiences presented in the original 
articles rather than the authors’ preconceived ideas.

Conclusion

The authors designed the current study to identify the psy-
chosocial experiences of adults living with coeliac disease 
post-diagnosis through qualitative evidence synthesis. Find-
ings show people living with coeliac disease encounter a 
range of psychosocial changes, both negative and positive. 
Clinical implications of these findings include the recom-
mendation that those living with coeliac disease receive 
regular follow-up, including psychosocial assessment. By 
demonstrating awareness of the psychosocial changes and 

challenges coeliac disease presents, practitioners can encour-
age and support help-seeking post-diagnosis. coeliac disease 
support groups also provide a valuable source of accessible 
information and community.
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