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Purpose: Inflammatory bowel disease (IBD) is treated with medications to induce and maintain remission.

However, many people with IBD do not take treatments as prescribed. Identifying and understanding reasons behind medication non-
adherence in IBD is critical.

Patients and Methods: Semi-structured interviews were recorded and transcribed verbatim. Braun and Clarke’s principles of
reflexive thematic data analysis were followed.

Results: Twenty people living with IBD were purposively selected and interviewed. Four main themes were identified: 1) Context:
adherence was impacted by the context of care individuals received, daily activities, physical and emotional well-being and relation-
ship with others; 2) Battles: with IBD, with healthcare professionals and/or with IBD medication; 3) Medical treatment: treatment type,
efficacy, side-effects and treatment requirements influenced adherence, as did an individual’s treatment beliefs; and 4) Knowledge,
learning, understanding and experience of IBD as a condition and its treatment typically promoted adherence. Yet treatment
information was frequently not offered by healthcare professionals, leading individuals to self-educate and develop personal under-
standing, which with experience, influenced their adherence, both positively and negatively.

Conclusion: Medication adherence is a journey, influenced by multiple determinants. IBD diagnosis is a critical stage where
individuals require compassionate care from both multidisciplinary health professionals and personal networks. Clear treatment
information should be provided, with self-education encouraged through trusted resources. To promote adherence and establish
treatment routines, patients must feel fully informed, confident and comfortable in their shared decision-making on treatment that

will suit their lifestyle.

Plain Language Summary: Many people living with inflammatory bowel disease (IBD) do not take their medication as recom-
mended. This is known as non-adherence. Numerous reasons for this exist, which may be down to the individual patient or influenced
by healthcare professionals. Finding out more about these reasons for non-adherence to IBD treatment could support individuals living
with IBD who are struggling physically or psychologically, help answer questions, strengthen patient—clinician relations, whilst saving
costs and time on unused medications and healthcare resources.

Interviews with twenty people living with IBD were conducted 1:1, to find out more about why they do and do not take their IBD medications.

The interviews outlined four main themes relating to why people living with IBD may be non-adherent. Firstly, non-adherence was
impacted by a range of contextual factors, also, by the “battles” patients had during their “IBD journey”. Multiple treatment issues
experienced affected non-adherence. Finally, knowledge, learning and understanding individuals gained, and experiences they went
through, related to whether they took or did not take their IBD medication as prescribed.
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The IBD “journey” is challenging, with multiple physical, psychological and emotional influences. A critical time of this “journey”
is when a patient is diagnosed with IBD. At this point, they require supportive, understanding care from their healthcare professionals,
whilst being educated and advised on IBD and treatment. Patients must be part of this decision-making treatment process. Healthcare
professionals and patients can then work together to develop a personalised treatment programme and help promote patient adherence.
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Exploring reasons for non-adherence to prescribed medication,
as perceived by people living with Inflammatory Bowel Disease:
A Qualitative Study
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Conclusions
» Compassionate care is needed from multidisciplinary healthcare professionals.

» Clear medical treatment information should be provided, with self-education encouraged via trusted resources

» Patients must feel fully informed, supported, confident & comfortable in shared treatment decision-
making, suiting their lifestyle, helping establish treatment routines.

Reference: King, K., Norton, C., Jammeh, A., Chalder, T. & Czuber-Dochan, W.
Patient Preference and Adherence. 2025.

Introduction

Inflammatory Bowel Disease (IBD) is a chronic incurable, inflammatory disease characterized by relapsing-remitting
presentation and includes predominantly Crohn’s disease (CD) and Ulcerative Colitis (UC). Worldwide, there were 4.90
million cases of IBD in 2019," an almost 50% increase since the 1990s.? In the United Kingdom, estimated prevalence of
UC is almost 600 cases per 100,000 people and for CD, 400 per 100,000 people. Symptoms range from mild to severe,
including acute illness, abdominal and joint pain and bloody diarrhoea.>> IBD interventions encompass a range of

therapies, including medication, nutritional and surgical approaches. Management of IBD aims for “tight control” of
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inflammation,® inducing and maintaining symptomatic, endoscopic, and histological remission while minimising disease
progression and complications.” However, optimal therapeutic efficacy requires strict adherence,® with non-adherence
rates reaching up to 72% across different medications and healthcare settings.’

Non-adherence in people living with IBD is associated with more than a five-fold risk of relapse and increased
disease severity.'® Uncontrolled IBD can lead to loss of treatment response,'" surgery,® disabilities'>'* and psychological

co-morbidities,'*!° 15,16

with high healthcare and societal costs.

Despite extensive literature, the determinants of non-adherence remain complex and inconsistently reported.'’
Adherence barriers can be intentional or unintentional, modifiable or non-modifiable.!” Non-modifiable factors include
age, gender, and marital status.'®> Modifiable factors encompass practical barriers (forgetfulness, poor organisation,
treatment inconvenience), insufficient treatment knowledge, psychological factors (depression, anxiety, negative treatment
beliefs), and clinical variables such as treatment type (specifically aminosalicylates or biologics), regimen complexity,
disease activity, and side-effects.'”

Researching and understanding adherence is complex due to difficulties in defining and measuring adherence,
identifying high-risk patients, and supporting medication-taking behaviours.'® It is therefore important to assess attitudes

towards taking medication for IBD, from the patients’ point of view'’

to further appreciate their experiences.
Understanding patients’ engagement in medication prescribing and monitoring is also critical to appreciate non-adherent

behaviours.

Aim

This study aimed to determine perceived factors contributing to intentional and unintentional non-adherence to pre-
scribed IBD medications, in individuals living with IBD. Further, we sought to explore patient recommendations for
adherence promotion strategies, support programmes, and aspirations for improved IBD management, informing future
adherence interventions.

Materials and Methods
Study Design

In-depth, one-to-one semi-structured qualitative interviews were audio recorded and transcribed verbatim.

Participants
A target sample of approximately 20 adults (>18 years) with a confirmed diagnosis of CD, UC, or IBD unclassified
(IBDU) were recruited online via Crohn’s and Colitis UK and Bowel Research UK. Eligibility criteria included current
prescription of at least one IBD medication and the ability to provide informed consent.

Purposive sampling ensured diversity in diagnosis (UC, CD, IBDU) and duration, medication types (oral, injectable,
rectal), adherence status (adherent or non-adherent), and demographic background. Efforts were made to include
underserved populations,? as they may face greater adherence challenges.?'

Data Collection
Individual online interviews were conducted via MS Teams (June—September 2023) using a piloted topic guide
(Supplementary Table 1) informed by systematic and scoping reviews.'"*' The guide covered demographic and clinical

history, prescribed IBD medication, side-effects, adherence behaviours, medication access, and the impact of treatment
on daily life.

Data Analysis
Data familiarisation involved repeated transcript reading and audio review.”” Reflexive thematic analysis (RTA),

2324 was performed using inductive coding.*’

following Braun and Clarke’s principles,
Transcriptions were analyzed using a paper and pen method, Excel spreadsheets and NVivo software version 14.26

Initial open coding identified emerging themes (e.g. “being a good patient” and “adherence honesty”), supplemented by
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deductive coding informed by existing literature and researcher experience.”® Preliminary themes and sub-themes were
refined iteratively, with statements coded explicitly or implicitly. Description-focus coding identified recurring adher-
ence-related themes and perspectives. Second level analysis involved construction of each major theme through
aggregation of several focussed codes.

Figure 1 outlines the four main themes and accompanying sub-themes identified.

Attributes of IBD medication adherence and non-adherence were summarised to compare results”>~*2° relating to the
IBD “journey”, mapped around a range of models and frameworks (Figure 2 and Supplementary Figures 1 and 2).>°~%>

Figure 2 outlines the cognitive constructs of the Health Belief.

Trustworthiness

Key components of qualitative research rigour (credibility, confirmability, dependability and transferability)** were
addressed wherever possible. Reflexivity was integrated consistently throughout the designing, data collection and
analysis to mitigate potential researcher bias.

The Thematic Analysis (TA) group included researchers with expertise in multi-method designs, qualitative inter-
views, nursing, and psychology, alongside three individuals with IBD, enhancing the authenticity of participants’ voices,
promoting rich and varied discussions regarding codes and themes. Coders received TA training and support from the
lead researcher (KK).

All interviews were conducted by KK, with no prior participant relationships. Field notes and a reflexive journal were
maintained. Data saturation determined the endpoint for interviews.*®> Verbatim transcription was performed by a
professional transcriber, with anonymization prior analysis.

1.1) Context of IBD Care
1.2) Context of Personal Life

1.3) Context of Physical & 2.1) Battle with HCPs
Psychological Well-being 2.2) Battle with IBD
1.4) Comparison with Others 2.3) Battle with Tx

Theme 3: Medical
Treatment

3.1) Medical Tx

4.1) Unanswered Questions &
Lack of Accurate, Personalised
Information

4.2) Self-education

3.2) Tx Effectiveness
3.3) Tx Requirements

3.4) Tx Values & Beliefs

4.3) Information Preferences

Figure | Themes and Sub-themes.
Abbreviations: HCPs, Healthcare Professionals; IBD, Inflammatory Bowel Disease; Tx, Treatment.
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Self-Efficacy
“But I just need to take this medication, be a good
girl and take the medication and things will be fine”
(P20, F, 37years, UC).

Demographic & MOTIVATION Adherence
Socio-Economic J OR

Factors ( Perceived Benefits ) Non-Adherence

“They 're doing more harm than good if I'm honest, because I

actually stopped them for I think it was like three or four days
to kind of see myself and I felt so much better”

\_ (P5, M, 33years, UC). J
4 Perceived Barriers )\
“If you've had a night of having bowel flare-ups putting a
suppository in is not comfortable...you almost want to skip
that step because you are obviously really raw down there...
If I've been vomiting during the night I am far less likely to

want to take the pills in the morning...you don’t want to take
those if you've got a raw throat and vomiting.”
k (P14, F, 32years, UC). J

Figure 2 The Health Belief Model.
Abbreviations: CD, Crohn’s Disease; F, Female; M, Male; P, Participant; UC, Ulcerative colitis.

Each transcript was independently coded by two TA group members. KK coded all transcripts, supported by three
supervisors (WCD, TC, CN). Coders collaborated through online and face-to-face meetings, resolving discrepancies
through discussion. Initially, 316 codes were identified and refined into themes and sub-themes.

Ethics

Ethical approval was granted by King’s College London research ethics committee (HR/DP-22/23-34676). Informed
written consent to take part in the research was obtained from all participants, prior to the commencement of the study.
This included publication of anonymized responses / direct quotations. Anonymity and confidentiality were maintained
by allocating participants numbers. Participants could withdraw at any time and request data withdrawal within two
weeks post-interview. This study complies with the Declaration of Helsinki.

Results
Recruitment
Fifty-three individuals expressed interest in the study and received information sheets; two declined, six were not eligible
and 15 did not complete the eligibility questionnaire. Of the 30 eligible participants, three were not invited due to
purposive sampling saturation.

Twenty-seven were invited for interview, six did not respond and 21 were interviewed. One participant later
withdrew. Nineteen participants consented to optional video recording, with one opting for audio recording only.
Interviews lasted 60—133 minutes, (mean 85.5 minutes), totalling 28.5 hours.

Socio-Demographic and Clinical Data

Socio-demographic and clinical characteristics for the 20 participants are summarised in Table 1. Ages ranged from 25 to
65 years; 65% were female. Seventeen participants identified as White British, with the remainder identifying as Asian
British or African. Most (12) were diagnosed with UC, and the mean duration since diagnosis was approximately 10

years.
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Table | Participant Demographic and Clinical Characteristics

Items Mean (Range) or
Number
Age in years: mean (range) 39.2 years (25-65)

Sex (number)
Female 13
Male 7

Confirmed Diagnosis of IBD (number)

CD 7

uc 12

IBDU |

Time since diagnosis in years, months (mean) 9 years, | 1.5 months

IBD flares in the last 2 years (number)
0

-2

34

5

Ongoing disease activity without remission in the last 2 years

Ui W N W N

Year of last IBD flare (number)
Pre 2016

2016-2017

2018-2019

2020-2021

2022-2023

—_ AN = =

Severity of IBD symptoms during last flare (number)
Mild 4
Moderate 14

Severe 2

Maintenance / Flare-up Medication Type (number)
5-ASAs: Mesalazine / Octasa / Asacol / Salofalk / Clipper / Mezavant / Pentasa 17
Steroids: Budesonide / Clipper / Prednisolone / Prednisone 12
Immunosuppressants: Azathioprine / Methotrexate 4

Biologics: Adalimumab / Infliximab / Ustekinumab / Vedolizumab 8

Additional Gastrointestinal medications: (number)
Amitriptyline / Buscopan / CosmoCol / Docusate sodium / Loperamide / Mebeverine (x2) / Movicol / Omeprazole (x2) / | 13

Peptac liquid / Prucalopride / Rabeprazole

Maintenance Medication Administration Mode (number)
Intravenous 3
Oral: Granules / Powder / Tablets 19
Rectal: Enema / Foam / Suppository
Subcutaneous

Additional Gastrointestinal medications: Oral liquid / powder / tablets 11

Flare-up Medication Administration Mode (number)
Intravenous

Oral

Rectal: Foam / Suppository

o N M O

Subcutaneous

Note: Values are mean (range), number, or range.
Abbreviations: CD, Crohn’s disease; IBD, inflammatory bowel disease; IBDU, inflammatory bowel disease unclassified; UC, ulcerative colitis.
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Table 2 Themes, Sub-Themes and Example Quotes Reflecting Participants’ Experiences on Adherence to IBD Medication

Theme & Respective Quote

Sub-Themes and Respective Quotation

Example Quotes

(1) Context
“When | don’t have the context for
why | should be taking something,
then it’s hard to justify.”” (P8, F, 33 years,
ucC).

1.1) Context of IBD healthcare

“Just another day in the office for them [HCPs]. So in terms of
support, it was very minimal ... here’s your Crohn’s and colitis
booklet, you know, get out the door.” (P5, M, 33 years, UC).

Diagnosis

a) “But | just need to take this medication, be a good girl and take the
medication and things will be fine... Being a good girl in terms of sticking
to schedule and making sure you do as you are told effectively... So |
know | am not a bad person but you do not want to be disobedient to
the advice you have been given...” (P20, F, 37 years, UC).

b) “l was given a slap on the wrist by my IBD nurse for missing some
enemas in the past. But at the moment, because it's making me feel
better not having them, I'd say like, yeah, | probably am being a naughty
boy but...” (P5, M, 33 years, UC).

c) “The fact | was honest and | wasn’t told off makes me think I'll carry on
doing that [being non-adherent].” (P4, F, 50 years, UC).

d) “The main reason is conflicting information amongst healthcare
professionals and that’s the reason | stopped. You know, my private
doctor told me to stop taking my medication and then | went through a
flare up. And then | started taking it again. But then | have my NHS
doctor telling me that | had to take it for the rest of my life. You know
the difference in opinion and practice.” (P7, F, 26 years, UC).

1.2) Context of personal life
‘“Sometimes you just forget, it’s just one of those things. It’s just
another thing to remember isn’t it?” (P2, F 44 years, CD).

a) “If for example we are on holiday or we do not have tea at home
because we are going out for a meal or if anything happens that stops my
routine then | am very likely to forget it. Holiday being the worst culprit, |
think. | do take them with me but | usually end up bringing most of them
back.” (P6, F, 56 years, CD).

b) “One of the reasons | miss taking my pills is because | have to request
a prescription every month. Once a month is not often but it comes
around quickly and quite often, | will have ran out of tablets before
ordering them which means | miss a day or two of taking them.” (P2, F, 44
years, CD).

c) “Possibly the biggest challenge to adherence with erm, biologics is that
reliance on dodgy companies that are meant to deliver and may not
deliver” (P1, F, 34 years, CD).

d) “That first year there were certainly times especially with a couple of
the more expensive medications I'd maybe skip the last couple of days
just to get to next pay day and make sure | could pay for that” (P14, F, 32
years, UC).

(Continued)
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Table 2 (Continued).

Theme & Respective Quote

Sub-Themes and Respective Quotation

Example Quotes

1.3) Context of physical and psychological well-being
“Im on the edge of a cliff...” (P2, F 44 years, CD).

a) “When you feel really, really well you think well | really didn’t need to
be taking all of that medication every day because | feel well. But then you
get into a cycle of you become unwell. So that’s not a good route to go
down.” (PII, F, 65 years, UC).

b) “If you have had a night of having bowel flare-ups putting a suppository
in is not comfortable... And you almost want to skip that step because
you are obviously really raw down there... If | have been vomiting during
the night | am far less likely to want to take the pills in the morning... You
do not want to take those if you have got a raw throat and vomiting”
(P14, F, 32 years, UC).

c) “So ironically when | am feeling well, | tend to stop, that’s when | am
going to stop taking them even though they are the things that are going
to stop me from getting ill. That does not make any sense does it but
that’s how it works | think... | am not quite sure what | think the
medication is going to do to me, but just mentally | do not think you feel
like you want to put something else in your body when your body is not
feeling well, which is a bit weird if it could help you but...” (P2, F, 44
years, CD).

d) “How I'm feeling in terms of my emotional and mental health. I'd say
when I'm feeling low, | feel less motivated to look after myself and
medication falls under that for me.” (P13, F, 25 years, UC).

1.4) Comparison with others
“Why me?l... Why can’t | just be like everyone else?” (P21, F, 34
years, IBDU).

a) “The entire time | was on Azathioprine or the biologic, which was
probably collectively 3" years | never ever felt to a mildly normal human
level of energy. | felt like a zombie.” (P20, F, 37 years, UC).

b) “I prefer to think it's normal what | am doing and | am not, because
there is a lot of guilt as well about blaming yourself which | think you do
with chronic disease to start with anyway... It takes away some of that,
oh | am a bad patient. That’s how | jokingly described myself.” (P4, F, 50
years, UC).

c) “I was lucky to have my partner and mum reminding me to take my
meds, counting it out for me when | didn’t feel up for it or | was a bit
confused.” (P13, F, 25 years, UC).

|e 39 3ury



615707 IUSJBYPY PUE 3dUBIYI.I IUdNIEd

:sdyy

66€T

2.1) HCP Battle
‘“You just feel you are fighting constantly.” (Pl I, F, 65 years, UC).

a) “They did a stool test first just to check if | had any bacteria or
anything like that and it was quite a battle, a long battle.” (P21, F, 34 years,
IBDU).

b) “But to begin with you just go in like a lamb to the slaughter” (P11, F,
65 years, UC).

c) “Really we're fighting about this... We [HCP and respondent] have this
battle type of thing. So that’s what | find” (P17, F, 54 years, UC).

d) “That kind of like kicked off the chronic on and off, that like fighting for
me pushing back every step of the way cause I'm like well look we just
need more steroids to give the Mercaptopurine time.” (Pl, F, 34 years,
CD).

2.2) IBD Battle
“It’s just gonna be a constant battle. A long-term battle.” (P5, M,
33 years, UC).

a) “At the point when you are taking medication and the flare-up is still
raging...”

b) “It’s always gonna be an everchanging battle with adherence with IBD.
Because you're gonna be changing medicines, you're gonna be, you know,
up and down with your mental health, with how you feel, your flare ups.”
(P5, M, 33 years, UC).

c) “Sometimes even despite doing all the right things and... You feel like
you do all the right things, you take your medication on the right day, the
right time as prescribed and you are still flaring up.” (P14, F, 32 years,
uQ).

d) “You have your down days where you just think oh my God why
cannot | get rid of this? | am healthy-ish, | am working, | am trying to do
the right thing and | just do not understand why it will not stop. On those
days you do feel a little bit down and a bit defeated.” (P17, F, 54 years,
uQ).

2.3) Treatment Battle

“It’s like a truck hit me. It was like my body was instantly a
vegetable again and | couldn’t even barely walk for six or seven
weeks.” (P20, F, 37 years, UC).

a) “It seems like we've thrown the non-injectable drugs at me and now
we've run out so now we're going to throw some injectable drugs at you
and see what sticks.” (P8, F, 33 years old).

b) “You've got an arsenal of medications that you can use, and you vary
the dose and vary which ones you are using as and when and that makes
it a bit problematic to adhere to.” (P4, F, 50 years).

c) “l also know that I'm not seriously flaring at the moment so I'm
thinking well let me save the big guns for when I'm seriously flaring” (P17,
F, 54 years, UC).

d) “I would say my game of adult chicken running into the road type of
thing is seeing how far | can push it before it maybe is wrong... It’s just
seeing how far you can push it and then | suppose just not complying
with everything because you do not fully want to comply.” (P17, F, 54
years, UC).

(Continued)
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Table 2 (Continued).

Theme & Respective Quote Sub-Themes and Respective Quotation

Example Quotes

3.1) Treatment type
“l really didn’t like the steroids.” (P16, F, 32 years, CD).

a) “Don’t get me wrong, they [steroids] do the trick and they do what
they’re supposed to do, and they definitely help, but it’s definitely not
something | want to be taking” (P5, M, 33 years, UC).

b) “I felt horrendous, like horrible. | felt like | am this age and | am having
to take this medication for the rest of my life, what about the side effects,
what about the impact of this medication that’s going to have on my
body? | just did not like that idea of having to take medication at such a
young age for the rest of my life every single day.” (P21, F, 34 years,
IBDU).

c) “I was very anxious about taking the Prednisolone and very anxious
about experiencing any of the side effects or potentially all of the side
effects which on the sheet in the box ran for pretty much the whole
length of it. So | definitely delayed that” (P10, M, 37 years, CD).

d) “I'll do anything | can to not have to take them because | hate them.”
(P4, F, 50 years, UC).

3.2) Treatment effectiveness
‘““The doctor said it’s not doing much good, so I'll just skip a
night.”” (P6, F, 56 years, CD).

a) “If it’s been successful from day one you will probably stick to it.” (P17,
F, 54 years, UC).

b) “They didn’t really make a difference and was like OK well this
reaffirms what | already know, like it doesn’t seem to be related to
ulcerative colitis because this medication they gave me is not working.”
(P8, F, 33 years, UC).

c) “They’re doing more harm than good if 'm honest, because | actually
stopped them for | think it was like three or four days just to kind of see
myself and | felt so much better” (P5, M, 33 years, UC).

3.3) Treatment requirements
“Pm definitely not taking them with food like ’'m supposed to.”
(P2, F, 44 years, CD).

a) “Some are before meals or some are after meals or some are with
food, some are without food, some are morning. It’s a nightmare to
manage.” (P19, M, 36 years, UC).

b) “There was Mesalazine suppositories... I'd come back to the [hotel]
room and they’d all melted.” (P20, F, 37 years, UC).

c) “l used to hate them because | couldn’t bring myself to stick something
into my own skin... Over time that has gone better but I'm still not
comfortable with sticking needles into myself.” (P9, M, 39 years, CD).
d) “If they are a funny shape they can be a little difficult to swallow, which
then half of it ends up in your mouth at which point does taste absolutely
horrendous and you might need to find something very quickly to eat
after you have downed to kind of get rid of that taste. It’s also not fun
when they get caught in your throat” (PI, F, 34 years, CD).

1e 32 Supy|
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3.4) Treatment values and beliefs

“l might have lied a bit in the past, like not majorly but I’d say,
oh I’m taking four of those a day when I’m only taking two.” (P4,
F, 50 years, UC).

a) “I'm so strict about trying not to let things fall back to that point
[diagnosis], that | don’t think | really let myself be anything other than
completely adherent” (P10, M, 37 years, CD).

b) “If there’s no one following up, it’s very easy to kind of lose the
motivation and you think well no one’s going to know no one’s going to
care if ... | don’t take it” (Pl, F, 34 years, CD).

c) “I'm probably a little bit sceptical about medication again because one
size doesn’t fit all... | think you've got to be treated as a whole as
opposed to a part... You can’t just expect a tablet to be the cure. It’s
never that simple.” (P17, F, 54 years, UC).

d) “As well as it just being sort of novel [taking treatment]. Whereas
now, | suppose, it’s not quite as exciting (laughs). It’s just sort of a daily
routine that | am vaguely aware of, probably with me for the rest of my
life. Like, like brushing your teeth, | suppose... So probably one in four
injections, | will have what we will call a wobble, (laughs) of some kind...”
(P12, M, 26 years, CD).

(4) Knowledge, Learning, Understanding
and Experience

“I was going into another unknown
journey... And you never, ever see an end
to it”’ (P11, F, 65 years, UC).

4.1) Unanswered questions and lack of accurate, personalised
information

‘““You are left in the dark with a lot of things... I’'ve got colitis, so
what does that mean, where do | go, what’s going to happen?
... (P11, F, 65 years, UC).

a) “I did not adhere because | did not understand the condition well
enough and | thought it had gone away... | do not really want to be taking
medication | do not necessarily need anymore, that’s gone away, that’s
the end of that... | am not sure if | had been told this is forever or
whether | just did not take that in.” (P4, F, 50 years, UC).

b) “She [Nurse] said something to me, which stopped me, which really
changed my treatment viewpoint... She felt that there would be a cure
within like 15 to 20 years... | am guessing intent like to try and be
positive about like, this is gonna get better... But what that did was then
made me more or less concerned about side effects because | was like it
will be fine, | will be cured soon.” (P19, M, 37 years, UC).

c) “I don’t have enough sufficient tailored advice here that I'm not
confident I'm getting the full set of information about my specific
condition... | would value the contribution of an individual more I think.”
(P3, M, 31 years, UC).

d) “But initially | think that because it was not made clear to me what |
had or why | was not given enough detail and context about being
prescribed something so that made me more reluctant to take it
especially when it was non-oral... | just did not take them because | am
like what's the point? | do not know what | have, | do not know why |
need this?...” (P8, F, 33 years, UC).

(Continued)
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Table 2 (Continued).

Theme & Respective Quote

Sub-Themes and Respective Quotation

Example Quotes

4.2) Self-education

“It wasn’t a healthcare professional that told me this, I know it
was a friend... That was the best advice | ever got and that has
made a huge difference.” (P4, F, 50 years, UC).

a) “l knew nothing about that. Nothing about it... Until | got a name for it
and | looked it up. And a lot of things now you can look up yourself
online to see the side effects and the dangers.” (P11, F, 65 years, UC).
b) “l would never take anything without reading when you get prescribed
a tablet or whatever it is for something | never, ever would put it in my
mouth until | had read the whole leaflet that came with it, because there
are so many and also sometimes you have been prescribed things and it’s
said on it clearly not suitable if you have got colitis and | have been
prescribed something and | think wait a minute.” (PI1, F, 65 years, UC)
c) “...I1 fell down a hole on the internet and read that if you take less
immunosuppressants it can cure your impaction, which was a crazy thing
that | even believed but | did. | halved my immunosuppressant dose, did it
for two weeks.” (P13, F, 25 years, UC).

4.3) Information preferences

““Super clear context for why | need to be adherent. That
information is really helpful... Why this medication, because it
will have this impact on my body.” (P8, F, 33 years, UC).

a) “To be told how important it is that they take them. But just to be
trained on that would be helpful... It’s that initial after you have been
diagnosed that’s the crucial part | think where you need to be told about,
your medications explained to you, the adherence explained to you. That
definitely was not done when | was diagnosed.” (P2, F, 44 years, CD).
b) “When | was on the steroids they said something like non-adherence
may lead to bowel damage if we do not get your bleeding under control
or it may lead to malnutrition. It links to scary things like it links to
consequences... But also saying that yes it’s your choice if you do not
take them but if you do not adhere to it this will happen.” (P13, F 25
years, UC).

c) “If I'd have known a lot of the things to begin with, I'd probably have
said I'll not bother taking that” (PI I, F, 65 years, UC).

d) “It’s quite important to get feedback from test results because | can
decide then well maybe | should be taking these powders more regularly
because | have got inflammation that needs bringing under control even if
they are not doing much good maybe they are doing some good.” (P6, F,
56 years, CD).

Abbreviations: CD, Crohn’s Disease; GP, General Practitioner/Family Doctor; HCP, Healthcare Professional; IBD, Inflammatory Bowel Disease; IBDU, Inflammatory Bowel Disease Unclassified; F, Female; M, Male; P, Participant; UC,

Ulcerative colitis.
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Themes

Four main themes and corresponding sub-themes were identified (Figure 1). These are described below, supported by
verbatim quotes (Table 2), referenced by participant details (eg., P (participant number), M/F (male/female), age, CD /
UC / IBDU (Crohn’s disease/ulcerative colitis/IBD unclassified)).

Theme I: Context. “When | don’t have the context for why | should be taking something, then it’s hard to
justify” (P8, F, 33 years, UC)

The context in which medication was prescribed was a key determinant of adherence. Influencing factors included IBD
care, personal life, physical and psychological well-being and interpersonal relationships. In the absence of a supportive
context, non-adherence was more likely (Table 2, Theme 1 quote).

Context of IBD Care. “Just another day in the office for them [HCPs]... it was just, here’s your Crohn’s and colitis
booklet, you know, get out the door” (P5, M, 33 years, UC)

Many participants’ “IBD journey” began with feeling dismissed by HCPs regarding their symptoms. This was often
followed by painful investigations and multiple misdiagnoses, before receiving a confirmatory diagnosis, which for most
brought relief.

At the point of initial medication prescription, considered critical for adherence support, many felt lost and
unsupported. Guidance on treatment, particularly the necessity of long-term adherence for managing their chronic
condition, was often insufficient (Table 2, sub-theme 1.1 quote).

Adherence was reported as high at diagnosis by all but one participant, driven by a strong desire to improve with
HCPs’ support and prescribed treatment.

Some patients, particularly women, sought to adhere to treatment instructions and be seen as a “good” patient, by
“doing as they were told”. This dynamic was perceived by some as paternalistic (Table 2, quote 1.1a). Non-adherent
patients considered themselves, as “naughty”, akin to a schoolchild, feeling “put in their place” or “kept in line” by their
HCP, and unable to question their instructions (Table 2, quote 1.1b).

Several participants described non-adherence as “getting away with it”, implying they had done something wrong,
and might face consequences if discovered. One participant acknowledged that pressure of being a “good patient” could
lead to adherence dishonesty. Occasionally participants admitted being non-adherent and anticipated reprimand from
HCPs. When this did not occur, it encouraged their non-adherence (Table 2, quote 1.1c¢).

Participants often found contacting HCPs challenging, leading to feelings of being uncared for with a lack of
monitoring, which impacted adherence. Younger females particularly expressed frustration with care, leading to isolation
and decreased motivation to follow prescribed medication regimens. This disengagement intensified during the COVID-
19 pandemic as limited face-to-face interactions prevented patients from discussing treatment concerns, increasing the
likelihood of non-adherence.

The perceived lack of HCPs’ empathy, reported by most participants, contributed to a diminished sense of trust and
respect for their clinicians. Some questioned the HCPs’ competence, amplified by unclear, inconsistent medication advice
causing uncertainties and adherence barriers (Table 2, quote 1.1d).

In contrast, those who felt listened to, supported and respected as part of a reciprocal relationship with their healthcare
team found this conducive to promoting adherence.

Context of Personal Life. “Sometimes you just forget, it’s just one of those things. It’s just another thing to remember,
isn’t it?” (P2, F, 44 years, CD)
Multiple individualised factors, including personal and professional roles, holidays and medication costs, were identified
as impacting adherence. Often daily life was reportedly difficult to fit around treatment. Forgetting was a main
contributor, typically due to unintentional lapses or remembering too late and feeling too “lazy” to take medication at
that point (Table 2, sub-theme 1.2 quote).

Some females found themselves distracted with daily life, namely making dinner and childcare, working, leaving the
house and socialising, thus affecting adherence. Most individuals emphasised the importance of routine for maintaining
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adherence, with some noting that taking medication became automatic after many years. Almost half of participants
found lack of or change in routine, such as travelling or holiday, led to unintentionally or intentionally non-adhering
(Table 2, quote 1.2a). Conversely, one individual felt a scheduled disruption (e.g., holidays), enhanced their adherence.

Infusion treatments also disrupted routines, particularly for those working, due to attending hospital and the effect of
the procedure. Inability to access medication was another barrier highlighted by many participants, particularly females.
Some factors, such as planning, organisation and treatment prioritisation, were potentially within their control and
contributed to management challenges, including running out of medication (Table 2, quote 1.2b). Some, particularly
those with CD, had limited control of their treatment accessibility, whether due to pharmacists, General Practitioners
(GPs) or “Homecare providers” delivery (Table 2, quote 1.2¢).

Treatment costs posed an adherence challenge for several interviewees, particularly those diagnosed in their 20°s and
facing financial difficulties (Table 2, quote 1.2d). Even for individuals who were financially comfortable, the high cost of
treatment impacted adherence. Some participants, however, felt their appreciation of treatment costs to the health service,
made them conscious of wasting money, promoting adherence. Conversely, one participant expressed concerns regarding
pharmaceutical companies profiting from drug sales, deterring her from adhering.

The importance of being in control of treatment on a day-to-day basis was emphasised by almost half of participants.
Several found managing their condition and having responsibility for their treatment empowering. Experience with IBD
also played a role, with patients understanding the importance of self-management, proactively advising HCPs on what
worked for their body to facilitate adherence. A few males reported abdicating control over medication choices and
demonstrated minimal adherence responsibility. A few also accepted taking their treatment as a necessity and pragma-
tically regarded it as something that had to be done.

Context of Physical/ Psychological Well-Being. “I'm on the edge of a cliff” (P2, F 44 years, CD)
Adherence or non-adherence were influenced by varying degrees of physical and psychological wellness, with some
participants describing their state as being vulnerable and at risk (Table 2, sub-theme 1.3 quote).

Medication was most likely missed when individuals felt physically well perceiving treatment as unnecessary
(Table 2, quote 1.3a). Conversely, others experienced non-adherence when feeling physically unwell. Despite knowing
their medication could help, they reported either not being motivated to take it or being concerned that medication may
cause further discomfort or symptoms would persist (Table 2, quote 1.3b). Both reasons for non-adherence were difficult
to explain logically for some (Table 2, quote 1.3c).

Many participants aimed to adhere to their treatment regime to maintain physical well-being. For two males,
minimising future physical damage and regaining a better quality of life lost to IBD were critical, achievable through
adherence as a preventive measure. Others expressed doubt about taking medication. Previous or other current health
conditions and related treatments, healthcare or bodily choices (e.g., being pregnant), supported medication adherence in
a few participants.

Being in a poor, changeable emotional state, described as a “rollercoaster”, including depression, stress or experien-
cing treatment concerns, was an adherence barrier for some (Table 2, quote 1.3d).

Some females discussed how a lack of treatment control contributed to feelings of desperation and helplessness, with
the IBD controlling their lives. This prompted them to seek complementary therapies in attempt to regain control. Many
female participants expressed ongoing difficulty accepting their IBD diagnosis without a known cause and treatment
serving as a consistent reminder of their chronic disease. They often remained in denial, unwilling to accept being “sick”
with a chronic illness, not acknowledging the absence of a cure or viewing medication as a temporary measure; all of
which promoted non-adherence. However, a few participants found that accepting their IBD and its associated challenges
facilitated adherence.

Comparison with Others. “Why me!... why can’t | just be like everyone else?” (P21, F, 34 years, IBDU)

Many participants compared themselves with others, both those living with IBD and those without (Table 2, sub-theme
1.4 quote). This comparison affected their relationships with family and friends, their willingness to disclose their
condition, seek support and, ultimately, their adherence. This was influenced by the perceived severity of their IBD
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diagnosis, their understanding of it, and a desire to “be normal”. Half of participants did not consider themselves
“normal” due to their diagnosis (Table 2, quote 1.4a). Language such as zombie, non-human and even naming their IBD
“Hades” (God of the Underworld) were used to describe themselves, particularly in relation to treatment. Two
participants felt singled out by their IBD, expressing the sentiment “why me?” However, even when medication made
individuals feel “relatively normal”, this paradoxically hindered adherence, as it led to them to focus on life, forget about
their IBD and their treatment. The desire to be “normal” without treatment was another reason for non-adherence.
Normalizing their IBD non-adherence was also important for reducing guilt and the feeling of being a “bad patient”,
while justifying their behaviours (Table 2, quote 1.4b).

Some interviewees, particularly females, experienced shame and embarrassment due to the lack of normality
associated with IBD, especially in relation to sensitive and awkward treatments, such as rectal treatments. This prevented
many from disclosing their condition, leading to less emotional support from others. Individuals often felt misunderstood,
reinforcing feelings of loneliness.

In contrast, two younger males explicitly stated their IBD did not cause them embarrassment, with several
participants emphasising the importance of accessing support for managing their condition. Adherence was often better
when an individual’s family, peers, employers, IBD services and charities were made aware of their IBD diagnosis.
Appreciation for this adherence support received from family members and partners was reinforced by some younger
participants (Table 2, quote 1.4c).

Listening and comparing their IBD journeys to others was particularly therapeutic for two females, having a
powerful, positive impact on their adherence. Many positive comparisons were made with others. Some considered
themselves “lucky”, despite their chronic diagnosis, while others expressed feeling “grateful”, or thought it was “good to
have an answer”. Gratitude was also expressed towards preferred treatment, particularly when it suited their daily life,
allowing straightforward medication ingestion, and ultimately helped manage their IBD effectively.

Theme 2: A Long-Term Battle. “It’s always gonna be an ever-changing battle with adherence with IBD.” (P5, M, 33
years, UC)

Many participants described their journey as a battle, fight, conflict or collision, using intense terminology when
reflecting upon their healthcare experiences (Table 2, Theme 2 quote). These were primarily female, of all ages and
IBD diagnoses.

HCP Battle. “You just feel you are fighting constantly”” (PI1, F 65 years, UC)
The “battles” commenced immediately, from the initial stages of the IBD journey during investigatory phases with
patients consistently disagreeing with HCPs (Table 2, sub-theme 2.1 quote; quote 2.la). Patients expressed feeling
helpless, at the mercy of clinicians (Table 2, quote 2.1b).

The conflict continued when being prescribed treatment, with patients opposing their proposed regime. They visited
their HCP, “armed” with information and sometimes situations “kicked off”, increasing the likelihood of non-adherence
(Table 2, quotations 2.1c, 2.1d).

IBD Battle. “It’s just gonna be a constant battle. A long-term battle.” (P5, M, 33 years, UC)

Others spoke of the ongoing, daily physical, psychological, emotional, social and practical battles they found themselves
having (Table 2, sub-theme 2.2 quote), when their IBD was “raging” (Table 2, quote 2.2a). Treatment switching
exacerbated this conflict with IBD (Table 2, quote 2.2b).

Some individuals were determined to persevere, viewing IBD as a fight to be won. Some believed victory lay in
adherence to treatment, while others, despite strict compliance, still framed their experience as a struggle, raising
concerns about medication efficacy (Table 2, quote 2.2c).

This feeling of defeat was also expressed when non-adherence was explicitly reported (Table 2, quote 2.2d).

Treatment Battle. “It’s like a truck hit me. It was like my body was instantly a vegetable again and | couldn’t even barely
walk for six or seven weeks.” (P20, F, 37 years, UC)
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Interviewees described conflicts with their IBD medication, feeling that prescribed treatment was forcefully imposed by
their care team, metaphorically “hitting” or “whacking” them (Table 2, sub-theme 2.3 quote, quote 2.3a). Some reported
being “pumped full” of chemicals and “knocked” into remission, while enduring side-effects that affected adherence. To
manage flare-ups, some relied on a “back-up” pack of emergency medication which supported adherence when needed.

However, even when treatment knowledge was classified as an “armoury”, and treatment was weaponry to “battle
through side-effects” and combat IBD, this still had potential to facilitate non-adherence (Table 2, quotations 2.3b, 2.3c).

An IBD diagnosis was described as a “game-changer” with medication perceived as the opposition when individuals
resisted treatment. Non-adherence was sometimes framed as a strategic move against it (Table 2, quote 2.3d).

Theme 3: Medical Treatment. “That’s not a super important drug. If | miss a day that’s fine.” (P8, F, 33 years, UC)
Many participants highlighted various factors influencing adherence to medical treatment, both positively and negatively.

Treatment Type. “I really didn’t like the steroids.” (P16, F, 32 years, CD)

Nearly half of individuals held preconceived ideas about certain medications and associated risks, particularly steroids,
which affected adherence despite treatment effectiveness (Table 2, sub-theme 3.1 quote; quote 3.1a). This issue was
extremely prevalent for immunosuppressants during and after the COVID-19 pandemic, as patients feared increased
vulnerability due to a weakened immune system. Conversely, some viewed less potent drugs as less essential (e.g.,
Mesalazine), justifying non-adherence (Table 2, Theme 3 quote).

Concerns about long-term medication risk, including pancreatic failure, liver damage, cancer and reduced fertility,
also deterred adherence (Table 2, quote 3.1b). Two females (aged 50 and 65 years) reflected on the potential risks they
had exposed themselves and their unborn children to, after taking aminosalicylates and steroids long-term. They regretted
their adherence and experienced guilt, which negatively affected their current adherence.

Awareness of side-effects even if not personally experienced, often led to concern, discouraging some from initiating
treatment (Table 2, quote 3.1c), and prompting consideration of complementary and alternative therapies. Side-effects
frequently impacted quality of life leaving many respondents feeling unwell. For several, this was the main reason for
non-adherence, leading them to deprioritise medication and, in some cases, discontinue it (Table 2, quote 3.1d). This
often led to ongoing anxiety about recurrent side-effects, increasing the likelihood of future non-adherence and
prompting some to take treatment breaks despite the risk of flare-ups. However, if side-effects had minimal impact on
life quality, a small number of participants would adhere.

Treatment Effectiveness.“The doctor said it’s not doing much good, so I'll just skip a night.” (P6, F, 56 years, CD)
When treatment effectively managed an individual’s IBD, adherence was highly likely, particularly when initiated at
diagnosis (Table 2, quote 3.2a). A positive perception of medication, coupled with optimism about its potential to manage
IBD, encouraged adherence and for some, was more influential on adherence than HCPs advice. Despite effective
treatment, some individuals reported not adhering to their full regimen.

Ineffective medication was also a reason for non-adherence, particularly in those who felt worse after taking
treatment. Reinforcement from HCPs that treatment was ineffective contributed to non-adherence in some respondents
(Table 2, sub-theme 3.2 quote). This inability to manage IBD symptoms sometimes intensified doubts about the diagnosis
and prescribed treatment (Table 2, quotations 3.2b, 3.2¢). Two participants who reported non-adherence, likened
treatment to a “sticking plaster”, viewing it as merely “masking” the IBD rather than offering a cure.

Treatment Requirements. “I’'m definitely not taking them with food like I'm supposed to.” (P2, F, 44 years, CD)
Factors such as medication administration guidance (e.g., with or after food), dosage, regimen, frequency, access to
treatment and storage were all potential determinants of non-adherence. The recommendation to take treatment with food
caused daily difficulties for some individuals (Table 2, sub-theme 3.3 quote; quote 3.3a).

Transporting medication and necessary equipment (e.g., needles) while travelling and subsequent storage, also
significantly influenced adherence, both intentionally and unintentionally (Table 2, quote 3.3b).

2406 https: Patient Preference and Adherence 2025:19



King et al

Many participants reported that administration methods impacted their adherence, most particularly the rectal route.
This was considered a barrier especially for males and three females, due to it being “unfamiliar” and “uncomfortable”
(both during and after insertion), often following a flare-up, as well as the associated “stigma”. Subcutaneous treatment
posed challenges for three interviewees, primarily due to a fear of needles (Table 2, quote 3.3c).

Oral medication, preferred by many, was easily managed and facilitated adherence. Yet, its simplicity led one
participant to feel this was easier to forget. Issues such as difficulty swallowing, the size, shape and taste of tablets
contributed to non-adherence in a few individuals (Table 2, quote 3.3d). Powdered or dissolvable treatments were
particularly disliked due to their taste and preparatory requirements. Eight participants received intravenous treatment for
their IBD. Half describing it as “fine” or “nice” preferring it over subcutaneous injections. Infusions were especially
popular among male interviewees, who valued the face-to-face care. This, combined with receiving treatment in hospital,
provided reassurance about effectiveness, maintaining motivation to adhere. A few felt intravenous treatment indirectly
promoted adherence, as the decision to take the medication was made for them. No adherence concerns were reported
regarding infusions. Practical challenges of attending hospital appointments were expressed but did not impact upon
adherence.

Dosage or frequency of treatment regimen also impacted non-adherence. High dosages or frequencies and new
regimes negatively affected taking medication for some. Males expressed mixed views regarding regimens; one
considered a daily routine not as important to adhere to than an infrequent dose, which he would take greater care to
avoid missing. Yet another felt a less regular regime was more challenging, due to not being as accustomed to it.

Treatment Values and Beliefs. “I might have lied a bit in the past like not majorly, but I'd say, oh I'm taking four of those a
day when I’'m only taking two.” (P4, F, 50 years, UC)

Many participants discussed their beliefs and values regarding treatment priorities, and motivation. Multiple explicitly
expressed a strong desire to prioritise their health, often citing the belief that taking treatment was the “right thing to do”,
motivating them to be adherent (Table 2, quote 3.4a).

For several participants, adherence involved making personal sacrifices or attempting to please HCPs. However, when
interviewees felt their HCPs were less invested in their care due to insufficient monitoring, their motivation to adhere
diminished (Table 2, quote 3.4b).

Some held strong beliefs regarding maintaining their health but were sceptical of medication “being the answer”,
feeling non-pharmaceutical approaches were more effective to treat IBD. Thus, they were not always adherent (Table 2,
quote 3.4c¢).

A few individuals were strongly opposed to taking IBD treatment or perceived medication as “bad”, even when
physically unwell. This resistance was influenced by their upbringing, personal experiences, good health status, or
negative preconceptions.

Others did not view their treatment as a high priority or considered it “serious”. Three middle-aged participants
expressed complacency about adherence, as they perceived the medication importance diminishing over time. Some
joked about missing doses, trivialising their non-adherence or felt the “novelty” of taking medication had worn off,
leading to reduced commitment (Table 2, quote 3.4d).

Downplaying non-adherence and / or their IBD symptoms to their HCPs, particularly if they believed it might affect
their treatment plan, was reported by six individuals. Most could not justify this behaviour, while those who did,
dismissed it as self-protection to avoid stronger medicine (Table 2, sub-theme 3.4 quote). One participant intentionally
blamed other HCPs (GPs, Pharmacists) and their inaccessibility, for her non-adherence, considering this as not lying, but
“extending the truth”.

Theme 4: Knowledge, Learning, Understanding and Experience. “| was going into another unknown journey...
and you never, ever see an end to it”” (PI1, F, 65 years, UC)

Being fully informed and reassured about IBD and its treatment from diagnosis was critical for adherence. The timing,
source, and content of information had a significant influence, either positive or negative, on taking medication as
prescribed.
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Unanswered Questions and Lack of Accurate, Personalised Information. “You are left in the dark with a lot of things...
I've got colitis, so what does that mean, where do | go, what’s going to happen?” (P11, F, 65 years, UC)

Many participants reported uncertainty and unanswered questions about their condition and treatment when first
diagnosed (Table 2, Theme 4 quote; sub-theme 4.1 quote). Four females initially underestimated the seriousness of
their IBD, believing it would “go away” leading to their “recovery” (Table 2, quote 4.1a).

Inaccurate information about a potential IBD cure motivated adherence for two males, thinking medication was only
temporary. One male was specifically advised by an IBD nurse that a cure for ulcerative colitis would be available within
a set timeframe, influencing his decision to initiate treatment (Table 2, quote 4.1b).

Information received from participants’ healthcare teams was often generic, unhelpful and minimal, lacking a person-
centred approach, consequently reported as a main determinant for non-adherence (Table 2, quote 4.1c).

Several respondents recalled feeling confused and uncertain about their prescribed IBD treatments, with little
explanation of why it should be taken. This lack of context increased the likelihood of not initiating, adhering to, or
continuing medication (Table 2, quote 4.1d). Some participants did not fully understand the importance of adherence to
an established routine for treatment effectiveness. Such modest awareness contributed to increased side-effects, poor
quality of life, negative medication perceptions, and non-adherence. A few individuals reported not being informed about
treatment costs or available support systems, such as prescription pre-payment certificates, leading them to non-adhere to

save money.

Self-Education. “It wasn’t a healthcare professional that told me this, | know it was a friend... that was the best advice |
ever got and that has made a huge difference.” (P4, F, 50 years, UC)

Lack of information from HCPs led many participants to self-educate about IBD and find “their own way” (Table 2,
quote 4.2a). This independent research led some to reflect on and occasionally reconsider their medication choices. For
others, it reinforced their belief that they knew what was best for their bodies, and subsequently distrusting medical
advice. Yet, reading treatment information leaflets or participating in IBD research was infrequent and primarily done to
obtain up-to-date, accurate guidance for making informed treatment decisions (Table 2, quote 4.2b).

Sharing of IBD advice and education through peers living with IBD was found by some participants to have greater
influence on their medication adherence than information provided by HCPs, due to the delivery of information and
different dynamic (Table 2, sub-theme 4.2 quote). However, one female strongly believed that treatment recommenda-
tions from peers could be potentially dangerous if incorrect. Seeking information from less reliable, opinion-based
sources, such as websites and chat forums was also considered harmful by some, negatively shaping medication beliefs
and behaviours (Table 2, quote 4.2c).

Information Preferences. “Super clear context for why | need to be adherent. That information is really helpful... why
this medication, because it will have this impact on my body.” (P8, F, 33 years, UC)

Overall, participants preferred to receive information directly from their HCPs. Having sufficient medication knowledge
provided some with the sense of autonomy enabling them to express their care and treatment preferences whilst feeling
heard. When treatment was clearly explained, how it worked and why adherence was important, taking it as prescribed
appeared easier (Table 2, sub-theme 4.3 quote).

However, only one participant felt sufficiently reassured by their care team regarding their medication programme,
ingesting techniques and potential side-effects. Many participants felt that explanation about treatment and the impor-
tance of adherence were lacking, yet would have been beneficial (Table 2, quote 4.3a). Being informed by HCPs that
treatment plans are personalised, and that people respond differently to medication was also considered important. This
reinforced the need for patience during the treatment journey while remaining adherent. Awareness of treatment risks had
a variable influence on adherence. Some participants preferred detailed information, with individualised advice addres-
sing their specific needs and concerns, which increased their likelihood of adhering to prescribed medication (Table 2,
quote 4.3b). For others, being fully informed about treatment risks was considered “dangerous”, as it could lead to non-
adherence (Table 2, quote 4.3c). Instead, they preferred to place their trust in HCPs.
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Self-advocating was widely encouraged as a means of increasing treatment awareness and potentially improving
adherence. Although one female highlighted the difficulties in knowing what to ask.

Some patients emphasised the need for regular monitoring and meaningful feedback, particularly through test results,
to enhance their adherence by keeping them informed with accurate data (Table 2, quote 4.3d).

Discussion

This study aimed to determine the perceived reasons behind both intentional and unintentional non-adherence to
prescribed medications among individuals living with IBD. It provides a comprehensive account of the various factors
influencing adherence, personal knowledge, and individual perceptions.

To understand medication-taking behaviours from diagnosis and throughout the IBD “journey”, the study applies
several models and frameworks to interpret the four identified themes. The Health Belief model (HBM)***! explains
which cognitive constructs determine adherence behaviours (Figure 2). The Necessity and Concerns Framework>? (NCF)
suggests that these behaviours are influenced by an individual’s perceived medication need and concerns about potential
side-effects and long-term consequences. Additionally, the COM-B model of behaviour change® offers a comprehensive
perspective, identifying three key factors that influence adherence. These factors are “Capabilities” (appropriate
resources), “Opportunities” (environment facilitating change) and “Motivation” (appropriate habits / decisions directing
behaviours) (Supplementary Figures 1 and 2).

“The IBD Journey”

Diagnosis

The diagnostic stage of the IBD journey is stressful and overwhelming, comparable to any chronic condition. Patients
along with family, partners, carers or friends may have numerous concerns and questions. The framework for interven-
tions designed to support early treatment engagement™* recommends utilising this critical period to identify and target
causes of non-adherence prior medication initiation. By reinforcing treatment priority early on,'® care can be persona-
lised, making patients feel valued, increasing the likelihood of both initial and long-term adherence.'” The development
of trust, respect and empathy between HCPs and patients during this stage is crucial for fostering a supportive network
(Supplementary Table 2, Clinical Practice Strategies & Tips). Yet, many interviewees in this study reported feeling that

their symptoms were not taken seriously by HCPs. This led to repeated investigations, prolonged pain and diagnostic
delays. It also undermined the patient-HCP relationship and limited the effectiveness of communication, ultimately
increasing the risk of future non-adherence.*> These issues were further exacerbated during the COVID-19 pandemic,
when many participants reported feeling isolated and disconnected due to the inaccessibility of HCPs, leading them to
neglect treatment adherence. Previous research has also highlighted instances where the authenticity of patients’
symptoms was questioned.***” Our findings align with other studies that emphasise the importance of HCPs genuinely
listening to and validating patient concerns®® (Supplementary Table 2, Communication with HCPs). The Necessity and

Concerns Framework (NCF)*? underscores the need for such understanding, suggesting that adequate consultation time is
essential, especially for newly diagnosed patients.*® This not only helps build stronger patient-clinician relationships but
also reduces the need for unnecessary invasive procedures, fostering a more trusting and collaborative environment that
supports adherence.?®

Initial Prescription

When prescribing treatment, clear, supportive guidance, aligned with World Health Organisation (WHO) recommenda-
tions, enhances long-term adherence.*® This guidance can be optimised through practical demonstrations, clearly labelled
treatment packaging and open discussions that address patient concerns, all of which, strengthen the likelihood of long-
term adherence*' (Supplementary Table 2, Treatment).

Our findings showed that treatment type, such as steroids or immunosuppressants, often influenced decisions to
adhere, based upon pre-conceived beliefs or direct experiences. If a medication is perceived as effective in managing
IBD, adherence is typically reinforced, minimising future non-adherence.>* This can be seen as a “perceived benefit” in

Patient Preference and Adherence 2025:19 hetps: 2409


https://www.dovepress.com/article/supplementary_file/531675/531675%20Revised%20Supplementary%20Material.docx
https://www.dovepress.com/article/supplementary_file/531675/531675%20Revised%20Supplementary%20Material.docx
https://www.dovepress.com/article/supplementary_file/531675/531675%20Revised%20Supplementary%20Material.docx
https://www.dovepress.com/article/supplementary_file/531675/531675%20Revised%20Supplementary%20Material.docx
https://www.dovepress.com/article/supplementary_file/531675/531675%20Revised%20Supplementary%20Material.docx

King et al

the HBM>**! (Figure 2). However, if medication is perceived as ineffective, associated with side-effects or entails
complex requirements, this increases non-adherence; all potential “perceived barriers” of the HBM>**! (Figure 2). Some
participants believed their IBD had “gone away” during remission, a finding consistent with previous research****
leading them to discontinue treatment. This supports the “perceived susceptibility” component of the HBM>®3!
(Figure 2), whereas if an individual perceives a low probability of relapse (“perceived severity”: Figure 2) adherence
is less likely. To mitigate this risk, HCPs should engage in discussions with patients around the potential for treatment
ineffectiveness, and alternative therapeutic options.

Simplifying regimens and aligning them with daily routines fosters adherence habits, as supported by research®
(Supplementary Table 2, Treatment). Patient preference incorporation'’ enhances self-efficacy (Figure 2),>%3! encoura-

ging open dialogue and better clinical outcomes® (Supplementary Table 2, Communication with HCPs).

HCP Information Provision and Guided Learning

This study identified unmet educational needs regarding IBD treatment. Participants lacked information on medication type,
efficacy, side-effects, risks and benefits. In response, individuals self-educated based on their capabilities and opportunities
(COM-B),® utilising resources such as charities, peer experiences and the internet (Supplementary Table 2, Learning &

Educational Resources). Peer support, often thought as more influential than HCP advice, has been previously recognized in
promoting understanding and adherence.*® However, inaccuracies and biases in patient forums serve as “cues to action” within
the HBM (Figure 2), shaping beliefs and behaviours towards treatment and HCP team. To address this, HCPs must guide
active learning and reinforce key facts (Supplementary Table 2, Clinical Practice), whilst providing accessible, accurate and

supportive resources, in line with COM-B.** Yet patient education alone has shown inconsistent, short-term adherence
promotion.”' Educational services must therefore be diverse, including IBD charity contacts within patient correspondence,
in-person groups, and both digital and print materials. Tools such as the “drug facts box”, a simple diagram with side-to-side

comparisons of medical interventions, can further enhance treatment understanding.*’

Ongoing Monitoring and Screening

As the patient progresses through their journey, continuous monitoring allows HCPs to provide consistent support.
Timely, meaningful feedback on test results helps patients stay informed and address queries. Home-test faecal
calprotectin has been well received as an objective outcome measure.*® Such care strengthens HCP-patient relationships,
promotes patient accountability, and increases the likelihood of honest adherence reporting. Medication adherence and
disclosure were influenced by treatment attitudes and HCP communication. Clinical language often reinforces patient
passivity, positioning doctors in authority.*” This fosters childlike narratives, as seen in participants describing them-
selves as “naughty” or “good” reflecting ingrained hierarchical perspectives.*® Shifting towards collaborative terminol-
ogy can enhance trust and shared decision-making, thereby addressing power imbalances (Supplementary Table 2,

Communication with HCPs). Patient access to personal electronic health records, regardless of their condition, may
further promote a patient-centred approach.*® However, this may exclude individuals without internet access or appro-
priate electronic devices.”'

Many participants described an ongoing “battle” with HCPs, where the intended support was perceived as obstacles.”
This was more frequently reported by female interviewees, aligning with research linking female gender to greater
healthcare dissatisfaction and treatment concern.*> Participants also viewed their IBD as a struggle against both their
condition and a perceived loss of normality, consistent with previous findings.'” This distress was often exacerbated by
treatment itself.’®>' Psychological factors such as depression, anxiety, stress, and acceptance or denial of illness

17,38

significantly impact adherence (Supplementary Table 2, Emotions).

Given these challenges, identifying patients at risk of non-adherence is crucial.>® A simple yet effective strategy is for
clinicians to ask how often patients miss a dose, potentially encouraging more honest disclosure.*® It is acknowledged,
however, that clinical practice time restraints and prioritisation of patient issues may impact this recommendation.
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Long-Term Care

As HCPs involvement decreased over time, many respondents became more independent, making personal treatment
decisions and feeling confident in self-management. This aligns with COM-B?* and the NCF,*? where motivation and
perceived treatment necessity may decline, affecting adherence.>*>* Such behaviours arose from patient choice and / or
insufficient monitoring, leading individuals to assume control, consistent with both the framework for interventions®* and
a systematic review.'’

When long-term care remained accessible, with effective communication, treatment autonomy> and personalised

guidance, participants felt supported (Supplementary Table 2, Communication with HCPs). This facilitated information

sharing,* reassurance, and positive reinforcement, reducing feelings of isolation.>® A scoping review of successful adherence
interventions found that all effective strategies involved talking therapies.”’ Psychological support from trained HCPs,
complemented IBD charity helplines, actively addressing concerns. While openness with care teams can be challenging,
self-advocacy is encouraged (Supplementary Table 2, Communication with HCPs), as these approaches contribute to better

adherence.”>%>? Personalised, in-person interventions were most effective and well-received by interviewees.”’

External barriers, including limited treatment accessibility and delivery, also impacted adherence. A recent Crohn’s
and Colitis UK report found that 62% of respondents experienced homecare medicine service difficulties in the past six
months.%® Streamlining systems and improving medication access could reduce non-adherence. Similarly, a systematic
review'” identified planning and organisation as key modifiable risk factors in IBD non-adherence. Patients can mitigate
these challenges through proactive treatment management, including ordering, storing, and scheduling doses. Calendars,
diaries, and reminders, consistently effective adherence tools, were emphasised by interviewees as valuable aids*®
(Supplementary Table 2, Practicalities), with digital tools being increasingly popular. Yet, technology-based strategies

can be restrictive, both in terms of functionality and usability.?'

Strengths

The charity online recruitment procedure facilitated a spread of participants, attracting volunteers from diverse back-
grounds, representing various ages, diagnoses, and IBD experiences. All interviews, conducted by one researcher, were
held virtually promoting ease of participation. A wide range of IBD medication types were discussed, encompassing
regimen, administration mode, storage and accessibility, each of which can determine adherence. Data saturation was
reached, confirming comprehensive data collection.

Multidisciplinary HCPs within the analysis group collaborated with patient representatives ensuring the patient voice
was clearly reflected, enhancing the depth of data exploration through rich and varied discussions. Thematic analysis was
structured and rigorous, promoting the trustworthiness of the findings.

Multiple models and frameworks were employed to interpret findings, providing a nuanced understanding of the data.

Limitations
Most interviewees identified as White British, which limited diversity of our sample and reflects the typical demographics of
IBD UK charity members volunteering for research. Future research should aim to explore the experience of under-
represented cultural groups to ensure their voices are heard, and health services are aligned with their needs and requirements.
Furthermore, self-selection of participants introduces bias, potentially representing specific adherence behaviours.
Interviewing individuals at a single time-point regarding their subjective IBD treatment experiences is susceptible to memory
distortion and may not capture the evolution of their adherence “journey”. Longitudinal qualitative research would be valuable in
following individuals from diagnosis and beyond, providing insights into how medication adherence evolves over time.

Conclusion
IBD medication adherence is a journey, influenced by multiple determinants, which may be patient-centred or shaped by
HCPs.

To promote adherence and avoid the “adherence battle”, it is crucial for HCPs to provide sufficient context at the
diagnostic stage, justifying the need for treatment and addressing any queries thoroughly. Establishing a strong HCP-
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patient relationship, built on honest and open communication, is key to reinforcing the importance of maintaining
adherence. The prescribed regimen should align with an individual’s lifestyle, with their preferences considered to foster
patient autonomy. Opportunities to educate patients about their IBD and treatment should be maximised, promoting self-
advocacy and learning through the provision of trusted, evidence-based and clear resources. HCPs must consistently
monitor both the physical and psychological well-being of their patients, ensuring they remain accessible, consistent and
empathic.

Providing regular feedback is essential to keep patients informed and motivated. Only with these comprehensive and
supportive strategies can the “adherence battle” be won.

Abbreviations
CD, Crohn’s disease; GP, General Practitioner/Family Doctor; F, Female; IBD, inflammatory bowel disease; IBDU,
inflammatory bowel disease unclassified; M, Male; P, Participant; RTA, Reflexive thematic analysis; UC, Ulcerative colitis.

Data Sharing Statement

All data collected for the purposes of this study are handled and stored in accordance with the United Kingdom’s (UK’s)
General Data Protection Regulation (UK GDPR) and the UK’s Data Protection Act 2018. The data underlying this article
are available in the article and in its online Supplementary Material.

Identifying information about the participants were removed from the data. Each participant was assigned a unique
participant code, which was used on all of their data. A separate document that links the study codes to the identifying
information has been digitally stored and protected. Only the research team had access to this document.

Consent for Publication
The authors confirm that this manuscript, including related data, tables and figures, has not been published previously
elsewhere or is under consideration for publication. The authors confirm that the article contents can be published.

Acknowledgements

We would like to express our deepest gratitude to the thematic analysis team; Research Student Awa Jammeh and Patient
and Public Involvement (PPI) members Kathleen Bone, Tanya Wood and Ian Burns, all of whom substantially
contributed to the process of thematic analyzing our interviews. We also extend our thanks to all participants who
dedicated their time and shared experience.

Author Contributions
To confirm, in line with your requirements, all authors have met the following criteria:

1. Made a significant contribution to the work reported, whether that is in the conception, study design, execution,
acquisition of data, analysis and interpretation, or in all these areas.

2. Have drafted or written or substantially revised or critically reviewed the article.

3. Have agreed on the journal to which the article will be submitted.

4. Reviewed and agreed on all versions of the article before submission, during revision, the final version accepted for
publication, and any significant changes introduced at the proofing stage.

5. Agree to take responsibility and be accountable for the contents of the article.

The Lead author is prepared to explain the presence and order of these individuals.

Funding

This work was generously supported by the National Institute for Health and Care Research (NIHR) Doctoral Fellowship
programme [NIHR302646 to K.E.K] and have made this research possible. The views expressed are those of the authors
and not necessarily those of the NIHR or the Department of Health and Social Care.

2412 https: Patient Preference and Adherence 2025:19


https://www.dovepress.com/article/supplementary_file/531675/531675%20Revised%20Supplementary%20Material.docx

King et al

Disclosure

The abstract of this paper was presented at the 20th Congress of the European Crohn’s and Colitis (ECCO) as a poster
presentation with interim findings. The poster’s abstract was published in “Poster Abstracts” in the Journal of Crohn’s
and Colitis, Volume 19, Issue Supplement 1 January 2025: https://academic.oup.com/ecco-jcc/article/19/Supplement 1/
12457/7972101ogin=false. KK, AJ and TC have no conflicts of interest to declare. CN declares the following conflicts
of interest: speaker fees from: Janssen, WebMD, Medscape, Merck Pharmaceutical, Tillotts Pharma UK, Lilly and Pfizer

advisory board. WCD declares speaker fees from Dr Falk Pharma and research funding from Bristol Myers Squibb,
Crohn’s and Colitis UK and Bowel Research UK.

References

1. Wang R, Li Z, Liu S, Zhang D. Global, regional and national burden of inflammatory bowel disease in 204 countries and territories from 1990 to
2019: a systematic analysis based on the Global Burden of Disease Study 2019. BMJ Open. 2023;13:¢065186. doi:10.1136/bmjopen-2022-065186
2. Shivashankar R, Tremaine WJ, Harmsen WS, Loftus EV. Incidence and prevalence of Crohn’s disease and ulcerative colitis in Olmsted County,
Minnesota from 1970 through 2010. Clin Gastroenterol Hepatol. 2017;15(6):857-863. doi:10.1016/j.cgh.2016.10.039
. King D, Reulen RC, Thomas T, et al. Changing patterns in the epidemiology and outcomes of inflammatory bowel disease in the United Kingdom:
2000-2018. Aliment Pharmacol Ther. 2020;51(10):922-934. doi:10.1111/apt.15701

4. Burisch J, Kiudelis G, Kupcinskas L, et al. Natural disease course of Crohn’s disease during first 5 years after diagnosis in a European population-

based inception cohort: an Epi-IBD study. Gut. 2019;68(3):423-433. doi:10.1136/gutjnl-2017-315568

. Taylor CC, Millien VO, Hou JK, Massarweh NN. Association between inflammatory bowel disease and colorectal cancer stage of disease and

survival. J Surg Res. 2020;247:77-85. doi:10.1016/j.js5.2019.10.040

6. Norton C, Czuber-Dochan W, Artom M, Sweeney L, Hart A. Systematic review: interventions for abdominal pain management in inflammatory

bowel disease. Aliment Pharmacol Ther. 2017;46(2):115-125. doi:10.1111/apt.14108

. Colombel J-F, Panaccione R, Bossuyt P, et al. Effect of tight control management on Crohn’s disease (CALM): a multicentre, randomised,

controlled Phase 3 trial. Lancet. 2018;390:2779-2789. doi:10.1016/S0140-6736(17)32641-7

Bastida G, Nos P, Aguas M, et al. The effects of thiopurine therapy on health-related quality of life in inflammatory bowel disease patients. BMC

Gastroenterol. 2010;10:26. doi:10.1186/1471-230X-10-26

9. Spekhorst LM, Hummel TZ, Benninga MA, van Rheenen PF, Kindermann A. Adherence to oral maintenance treatment in adolescents with
inflammatory bowel disease. J Pediatr Gastroenterol Nutr. 2016;62(2):264-270. doi:10.1097/MPG.0000000000000924

10. Kane S, Huo D, Aikens J, Hanauer S. Medication nonadherence & outcomes of patients with quiescent ulcerative colitis. Am J Med. 2003;114:39—
43. doi:10.1016/s0002-9343(02)01383-9

11. Chan W, Chen A, Tiao D, Selinger C, Leong R. Medication adherence in inflammatory bowel disease. Intest Res. 2017;15(4):434-445.
doi:10.5217/ir.2017.15.4.434

12. Perry J, Chen A, Collins G, Chang J, Kohler F, Leong R. Medication non-adherence in inflammatory bowel diseases is significantly associated with
disability. J Gastroenterol Hepatol. 2015;30(Suppl 3):135-136. doi:10.5217/ir.2018.00033

13. Peyrin-Biroulet L, Cieza A, Sandborn WJ, et al. Disability in inflammatory bowel diseases: developing ICF Core Sets for patients with inflammatory
bowel diseases based on the international classification of functioning, disability, and health. Inflamm Bowel Dis. 2010;16:15-22. doi:10.1002/ibd.21010

14. Gast A, Mathes T. Medication adherence influencing factors—an (updated) overview of systematic reviews. Syst Rev. 2019;8:112. doi:10.1186/
s13643-019-1014-8

15. Lenti MV, Selinger CP. Medication non-adherence in adult patients affected by inflammatory bowel disease: a critical review and update of the determining
factors, consequences and possible interventions. Expert Rev Gastroenterol Hepatol. 2017;11(3):215-226. doi:10.1080/17474124.2017.1284587

16. Testa A, Castiglione F, Nardone OM, Colombo GL. Adherence in ulcerative colitis: an overview. Patient Prefer Adherence. 2017;11:297-303.
doi:10.2147/PPA.S127039

17. King K, Czuber-Dochan W, Chalder T, Norton C. Medication non-adherence in inflammatory bowel disease: a systematic review identifying risk
factors and opportunities for intervention. J Pharm. 2025;13(1):21. doi:10.3390/pharmacy13010021

18. Kane SV, Cohen RD, Aikens JE, Hanauer SB. Prevalence of nonadherence with maintenance mesalamine in quiescent ulcerative colitis. J
Gastroenterol. 2001;96:2929-2933. doi:10.1111/j.1572-0241.2001.04683.x

19. Kawakami A, Tanaka M, Ochiai R, et al. Difficulties in taking aminosalicylates for patients with ulcerative colitis. Gastroenterol Nurs. 2012;35
(1):24-31. doi:10.1097/sga.0b013e31824033f7

20. National Institute for Health Research. Improving inclusion of under-served groups in clinical research: guidance from the NIHR INCLUDE
project. UK: National Institute for Health Research; 2020. Available from: www.nihr.ac.uk/documents/improving-inclusion-of-under-served-
groups-in-clinical-research-guidance-from-include-project/25435. Accessed January 17, 2025.

21. King K, McGuinness S, Watson N, Norton C, Chalder T, Czuber-Dochan W. What do we know about medication adherence interventions in
inflammatory bowel disease, multiple sclerosis and rheumatoid arthritis? A scoping review of randomised controlled trials. Patient Prefer
Adherence. 2023;17:3265-3303. doi:10.2147/PPA.S424024

22. Johnson JL, Adkins D, Chauvin S. A review of the quality indicators of rigor in qualitative research. Am J Pharm Educ. 2020;84(1):7120.
doi:10.5688/ajpe7120

23. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. 2006;3(2):77-101. doi:10.1191/1478088706qp0630a

24. Boyatzis RE. Transforming Qualitative Information. Thematic Analysis and Code Development. London: Sage; 1998.

25. Michie S, van Stralen MM, West R. The behaviour change wheel: a new method for characterising and designing behaviour change interventions.
Implementation Sci. 2011;6(1):42. doi:10.1186/1748-5908-6-42

26. Bergin M. NVivo 8 and consistency in data analysis: reflecting on the use of a qualitative data analysis program. Nurse Res. 2011;18(3):6-12.
doi:10.7748/nr2011.04.18.3.6.c8457

W

W

~

*®

Patient Preference and Adherence 2025:19 hetps: 2413


https://academic.oup.com/ecco-jcc/article/19/Supplement_1/i2457/7972101?login=false
https://academic.oup.com/ecco-jcc/article/19/Supplement_1/i2457/7972101?login=false
https://doi.org/10.1136/bmjopen-2022-065186
https://doi.org/10.1016/j.cgh.2016.10.039
https://doi.org/10.1111/apt.15701
https://doi.org/10.1136/gutjnl-2017-315568
https://doi.org/10.1016/j.jss.2019.10.040
https://doi.org/10.1111/apt.14108
https://doi.org/10.1016/S0140-6736(17)32641-7
https://doi.org/10.1186/1471-230X-10-26
https://doi.org/10.1097/MPG.0000000000000924
https://doi.org/10.1016/s0002-9343(02)01383-9
https://doi.org/10.5217/ir.2017.15.4.434
https://doi.org/10.5217/ir.2018.00033
https://doi.org/10.1002/ibd.21010
https://doi.org/10.1186/s13643-019-1014-8
https://doi.org/10.1186/s13643-019-1014-8
https://doi.org/10.1080/17474124.2017.1284587
https://doi.org/10.2147/PPA.S127039
https://doi.org/10.3390/pharmacy13010021
https://doi.org/10.1111/j.1572-0241.2001.04683.x
https://doi.org/10.1097/sga.0b013e31824033f7
http://www.nihr.ac.uk/documents/improving-inclusion-of-under-served-groups-in-clinical-research-guidance-from-include-project/25435
http://www.nihr.ac.uk/documents/improving-inclusion-of-under-served-groups-in-clinical-research-guidance-from-include-project/25435
https://doi.org/10.2147/PPA.S424024
https://doi.org/10.5688/ajpe7120
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1186/1748-5908-6-42
https://doi.org/10.7748/nr2011.04.18.3.6.c8457

King et al

27.
28.

29.
30.

31.

32.

33.

34.

35.

36.
37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

S1.
52.

53.

54.

55.

56.

57.

58.

59.

60.

Wong L. Data analysis in qualitative research: a brief guide to using NVivo. Malays Fam Physician. 2008;3(1):14-20.25606106.

Thapwong P, Norton C, Rowland E, Czuber-Dochan W. Our life is a rollercoaster! A qualitative phenomenological study exploring the impact of
IBD on family members. Inflamm Bowel Dis. 2024;28:izae028. doi:10.1093/ibd/izae028

Braun V, Clarke V. Reflecting on reflexive thematic analysis. Qual Res Sport Exerc Health. 2019;11(4):589-597. doi:10.1080/2159676X.2019.1628806
Hochbaum GM. Public participation in medical screening programs: a socio-psychological study. Public Health Service Publication No. 572.
Washington, DC: United States Government Printing Office; 1958. Available from: https://nysl.ptfs.com/aw-server/rest/product/purl/NYSL/s/
51e7a638-c546-413a-a993-42dd40dba75a. Accessed January 20, 2025.

Rosenstock IM. Why people use health services. Milbank Mem Fund Q. 1966;44:94-127. doi:10.1111/j.1468-0009.2005.00425.x

Horne R, Chapman SC, Parham R, Freemantle N, Forbes A, Cooper V. Understanding patients’ adherence-related beliefs about medicines
prescribed for long-term conditions: a meta-analytic review of the Necessity-Concerns Framework. PLoS One. 2013;8(12):e80633. PMID:
24312488; PMCID: PMC3846635. doi:10.1371/journal.pone.0080633

Hennink MM, Kaiser BN, Marconi VC. Code saturation versus meaning saturation: how many interviews are enough? Qual Health Res. 2017;27
(4):591-608. doi:10.1177/1049732316665344

Chapman S, Frostholm L, Chalder T, et al. Preventing medication nonadherence: a framework for interventions to support early engagement with
treatment. Health Psychol Rev. 2024;18(4):884-898. doi:10.1080/17437199.2024.2385525

Vavricka SR, Spigaglia SM, Rogler G, et al. Systematic evaluation of risk factors for diagnostic delay in inflammatory bowel disease. Inflamm
Bowel Dis. 2012;18:496-505. PMID: 21509908. doi:10.1002/ibd.21719

Cox C, Fritz Z. Presenting complaint: use of language that disempowers patients. BMJ. 2022;377:€066720. doi:10.1136/bm;j-2021-066720

Park J, Saha S, Chee B, Taylor J, Beach MC. Physician use of stigmatizing language in patient medical records. JAMA Network Open. 2021;4:52.
doi:10.1001/jamanetworkopen.2021.17052

Wheat CL, Maass M, Devine B, Thornton TA, Grembowski D, Ko CW. Educational needs of patients with Inflammatory Bowel Disease (IBD) and
non-adherence to medical therapy-a qualitative study. Inflamm Bowel Dis Disord. 2016;1(1):1-8. doi:10.4172/2476-1958.1000106

Engel T, Ungar B, Ben-Haim G, Levhar N, Eliakim R, Ben-Horin S. Re-phrasing the question: a simple tool for evaluation of adherence to therapy
in patients with inflammatory bowel disease. United Eur Gastroenterol J. 2017;5(6):880-886. doi:10.1177/2050640616687838

De Vries TPGM, Henning RH, Hogerzeil HV, Fresle DA. World Health Organization (WHO) guide to good prescribing: a practical manual.
Geneva: WHO Action Programme on Essential Drugs; 1994. Available from: https:/iris.who.int/handle/10665/59001. Accessed July 25, 2025.
Conn VS, Ruppar TM, Chan KC, Dunbar-Jacob J, Pepper GA, De Geest S. Packaging interventions to increase medication adherence: systematic review
and meta-analysis. Curr Med Res Opin. 2015;31(1):145-160. PMID: 25333709; PMCID: PMC4562676. doi:10.1185/03007995.2014.978939

Van der Have M, Oldenburg B, Kaptein AA, et al. Non-adherence to anti-TNF therapy is associated with illness perceptions and clinical outcomes in
outpatients with inflammatory bowel disease: results from a prospective multicentre study. J Crohn s Colitis. 2016;10:549—555. doi:10.1093/ecco-jcc/jjy083
Kamp KJ, Luo Z, Holmstrom A, Given B, Wyatt G. Self-management through social support among emerging adults with inflammatory bowel
disease. Nurs Res. 2019;68(4):285-295. doi:10.1097/nnr.0000000000000354

Banerjee R, Pal P, Adigopula B, Reddy DN. Impact of demographic, clinical and psychosocial variables on drug adherence and outcomes in Indian
patients with inflammatory bowel disease. J Clin Gastroenterol. 2021;55(10):€92-9. doi:10.1097/mcg.0000000000001480

Franco FC, Oliveira MC, Gaburri PD, Franco DC, Chebli JM. High prevalence of non-adherence to ulcerative colitis therapy in remission: knowing
the problem to prevent loss. Arq Gastroenterol. 2022;59(1):40-46. doi:10.1590/S0004-2803.202200001-08

Greenley RN, Kunz JH, Walter J, Hommel KA. Practical strategies for enhancing adherence to treatment regimen in inflammatory bowel disease.
Inflamm Bowel Dis. 2013;19(7):1534-1545. doi:10.1097/MIB.0b013e3182813482

Siegel CA. Making therapeutic decisions in inflammatory bowel disease: the role of patients. Curr Opin Gastroenterol. 2009;25(4):334-338.
PMID: 19417646; PMCID: PMC2892188. doi:10.1097/MOG.0b013e32832b764b

Wei SC. P685 Patient’s performance and feedback by using home test faecal calprotectin as an objective reported outcome. J Crohn's Colitis.
2018;12(supplement 1):S457. doi:10.1093/ecco-jcc/jjx180.812

Richards T. Words that annoy, phrases that grate. BMJ Opinion. 2017. Available from: https://blogs.bmj.com/bmj/2017/04/07/tessa-richards-words-
that-annoy-phrases-that-grate/. Accessed December 1, 2024.

Pittet V, Vaucher C, Maillard M, Girardin M, Rogler G, Michetti P. Information needs and concerns of patients with inflammatory bowel disease:
what can we learn from participants in a bilingual clinical cohort? PLoS One. 2016;11(3):¢0150620. doi:10.1371/journal.pone.0150620

Grennan D, Wang S. Steroid side effects. JAMA. 2019;322(3):282. doi:10.1001/jama.2019.8506

Glass TR, Cavassini M. Asking about adherence — from flipping the coin to strong evidence. Swiss Med Weekly. 2014;144:w14016.1-7. doi:10.4414/
smw.2014.14016

Moss AC, Lillis Y, Edwards George JB, et al. Attitudes to mesalamine questionnaire: a novel tool to predict mesalamine nonadherence in patients
with IBD. Am J Gastroenterol. 2014;109(12):1850-1855. doi:10.1038/ajg.2014.158

Carmody JK, Plevinsky J, Peugh JL, et al. Longitudinal nonadherence predicts treatment escalation in paediatric ulcerative colitis. Aliment
Pharmacol Ther. 2019;50(8):911-918. doi:10.1111/apt.15445

Lasa J, Correa G, Fuxman C, et al. Treatment adherence in inflammatory bowel disease patients from Argentina: a multicenter study. Gastroenterol
Res Pract. 2020;2020:1-9. doi:10.1155/2020/4060648

Bugwadia A, Dunn A, Bensen R, Wren A. Inflammatory Bowel Disease IBD Community preferences for psychosocial support: the role and scope
of peer support for youth with IBD. Gastroenterol. 2024;166(3):S107. doi:10.1053/j.gastro.2023.11.245

Linn AJ, van Weert JC, van Dijk L, Horne R, Smit EG. The value of nurses’ tailored communication when discussing medicines: exploring the
relationship between satisfaction, beliefs and adherence. J Health Psychol. 2016;21(5):798-807. doi:10.1177/1359105314539529

Zand A, Nguyen A, Stokes Z, et al. The development of a screening tool to identify and classify nonadherence in inflammatory bowel disease.
Crohn's Colitis. 2019;360(1):0tz035. doi:10.1093/crocol/otz035

Yen L, Wu J, Hodgkins P, Cohen RD, Nichol MB. Medication use patterns and predictors of nonpersistence and nonadherence with oral 5-
aminosalicylic acid therapy. J Manag Care Spec Pharm. 2012;18(9):701-712. doi:10.18553/jmcp.2012.18.9.701

Crohn’s & Colitis UK (CCUK). House of lords public services committee inquiry. Homecare medicines services. Submission from Crohn’s &
Colitis UK. 2025. Available from: https://crohnsandcolitis.org.uk/media/w5kd2wef/ccuk -pcs-homecare-inquiry-written-submission.pdf. Accessed
December 12, 2024.

2414 https: Patient Preference and Adherence 2025:19


https://doi.org/10.1093/ibd/izae028
https://doi.org/10.1080/2159676X.2019.1628806
https://nysl.ptfs.com/aw-server/rest/product/purl/NYSL/s/51e7a638-c546-413a-a993-42dd40dba75a
https://nysl.ptfs.com/aw-server/rest/product/purl/NYSL/s/51e7a638-c546-413a-a993-42dd40dba75a
https://doi.org/10.1111/j.1468-0009.2005.00425.x
https://doi.org/10.1371/journal.pone.0080633
https://doi.org/10.1177/1049732316665344
https://doi.org/10.1080/17437199.2024.2385525
https://doi.org/10.1002/ibd.21719
https://doi.org/10.1136/bmj-2021-066720
https://doi.org/10.1001/jamanetworkopen.2021.17052
https://doi.org/10.4172/2476-1958.1000106
https://doi.org/10.1177/2050640616687838
https://iris.who.int/handle/10665/59001
https://doi.org/10.1185/03007995.2014.978939
https://doi.org/10.1093/ecco-jcc/jjy083
https://doi.org/10.1097/nnr.0000000000000354
https://doi.org/10.1097/mcg.0000000000001480
https://doi.org/10.1590/S0004-2803.202200001-08
https://doi.org/10.1097/MIB.0b013e3182813482
https://doi.org/10.1097/MOG.0b013e32832b764b
https://doi.org/10.1093/ecco-jcc/jjx180.812
https://blogs.bmj.com/bmj/2017/04/07/tessa-richards-words-that-annoy-phrases-that-grate
https://blogs.bmj.com/bmj/2017/04/07/tessa-richards-words-that-annoy-phrases-that-grate
https://doi.org/10.1371/journal.pone.0150620
https://doi.org/10.1001/jama.2019.8506
https://doi.org/10.4414/smw.2014.14016
https://doi.org/10.4414/smw.2014.14016
https://doi.org/10.1038/ajg.2014.158
https://doi.org/10.1111/apt.15445
https://doi.org/10.1155/2020/4060648
https://doi.org/10.1053/j.gastro.2023.11.245
https://doi.org/10.1177/1359105314539529
https://doi.org/10.1093/crocol/otz035
https://doi.org/10.18553/jmcp.2012.18.9.701
https://crohnsandcolitis.org.uk/media/w5kd2wef/ccuk_-pcs-homecare-inquiry-written-submission.pdf

King et al

Patient Preference and Adherence DOVGPI'ESS
Taylor & Francis Group
Publish your work in this journal

Patient Preference and Adherence is an international, peer-reviewed, open access journal that focusing on the growing importance of patient
preference and adherence throughout the therapeutic continuum. Patient satisfaction, acceptability, quality of life, compliance, persistence and
their role in developing new therapeutic modalities and compounds to optimize clinical outcomes for existing disease states are major areas of
interest for the journal. This journal has been accepted for indexing on PubMed Central. The manuscript management system is completely
online and includes a very quick and fair peer-review system, which is all easy to use. Visit http://www.dovepress.com/testimonials.php to read
real quotes from published authors.

Submit your manuscript here: https://www.dovepress.com/patient-preference-and-adherence-journal

Patient Preference and Adherence 2025:19 [ £] X in a 2415


https://www.dovepress.com
http://www.dovepress.com/testimonials.php
https://www.facebook.com/DoveMedicalPress/
https://twitter.com/dovepress
https://www.linkedin.com/company/dove-medical-press
https://www.youtube.com/user/dovepress

	Introduction
	Aim

	Materials and Methods
	Study Design
	Participants
	Data Collection
	Data Analysis
	Trustworthiness
	Ethics

	Results
	Recruitment
	Socio-Demographic and Clinical Data
	Themes
	Theme 1: Context. “When I don’t have the context for why I should be taking something, then it’s hard to justify.” (P8, F, 33 years, UC)
	Context of IBD Care. “Just another day in the office for them [HCPs]… it was just, here’s your Crohn’s and colitis booklet, you know, get out the door.” (P5, M, 33 years, UC)
	Context of Personal Life. “Sometimes you just forget, it’s just one of those things. It’s just another thing to remember, isn’t it?” (P2, F, 44 years, CD)
	Context of Physical/ Psychological Well-Being. “I’m on the edge of a cliff.” (P2, F, 44 years, CD)
	Comparison with Others. “Why me?… why can’t I just be like everyone else?” (P21, F, 34 years, IBDU)

	Theme 2: A Long-Term Battle. “It’s always gonna be an ever-changing battle with adherence with IBD.” (P5, M, 33 years, UC)
	HCP Battle. “You just feel you are fighting constantly.” (P11, F, 65 years, UC)
	IBD Battle. “It’s just gonna be a constant battle. A long-term battle.” (P5, M, 33 years, UC)
	Treatment Battle. “It’s like a truck hit me. It was like my body was instantly a vegetable again and I couldn’t even barely walk for six or seven weeks.” (P20, F, 37 years, UC)

	Theme 3: Medical Treatment. “That’s not a super important drug. If I miss a day that’s fine.” (P8, F, 33 years, UC)
	Treatment Type. “I really didn’t like the steroids.” (P16, F, 32 years, CD)
	Treatment Effectiveness.“The doctor said it’s not doing much good, so I’ll just skip a night.” (P6, F, 56 years, CD)
	Treatment Requirements. “I’m definitely not taking them with food like I’m supposed to.” (P2, F, 44 years, CD)
	Treatment Values and Beliefs. “I might have lied a bit in the past like not majorly, but I’d say, oh I’m taking four of those a day when I’m only taking two.” (P4, F, 50 years, UC)

	Theme 4: Knowledge, Learning, Understanding and Experience. “I was going into another unknown journey… and you never, ever see an end to it.” (P11, F, 65 years, UC)
	Unanswered Questions and Lack of Accurate, Personalised Information. “You are left in the dark with a lot of things… I’ve got colitis, so what does that mean, where do I go, what’s going to happen?” (P11, F, 65 years, UC)
	Self-Education. “It wasn’t a healthcare professional that told me this, I know it was a friend… that was the best advice I ever got and that has made a huge difference.” (P4, F, 50 years, UC)
	Information Preferences. “Super clear context for why I need to be adherent. That information is really helpful… why this medication, because it will have this impact on my body.” (P8, F, 33 years, UC)



	Discussion
	“The IBD Journey”
	Diagnosis
	Initial Prescription
	HCP Information Provision and Guided Learning
	Ongoing Monitoring and Screening
	Long-Term Care
	Strengths
	Limitations

	Conclusion
	Abbreviations
	Data Sharing Statement
	Consent for Publication
	Acknowledgements
	Author Contributions
	Funding
	Disclosure
	References

