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Abstract

Outpatient clinics are an important part of chronic disease management, including that of celiac disease. During the
coronavirus disease 2019 (COVID-19) global pandemic, telephone and online video consultations with health care profes-
sionals have substantially increased. This study aimed to explore the experience and opinions of adults, with celiac disease,
toward face-to-face clinic appointments and alternatives, such as telehealth. Semistructured qualitative interviews with
37 patients were undertaken (75% White Caucasians, 25% South Asians; 29 patients were not adhering to the gluten-free
diet). Interviews were recorded, transcribed, and analyzed by NVivo. Frequently reported issues with face-to-face appoint-
ments included travel and car parking costs, needing to take time off work, and frequent changes to appointment time. In
addition, South Asian patients highlighted issues with linguistics barriers. Telephone consultations were considered acceptable
and practical by the majority of patients based on ease and convenience. Online video consultations were favored by just
9 patients, however it is acknowledged that since the COVID-19 pandemic, there has been a greater exposure to this type of
technology. These patient experiences can inform health care service development and are not biased by external health
concerns connected with in-person visits during the pandemic.
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recognized that there are issues faced by patients with the
OPC experience, and the Royal College of Physicians 2018
report recommend “alternatives to face-to-face consultations
should be made available to patients . . .” There is an overall
paucity of research in exploring patients view, that is, the
issues they encounter on a day-to-day basis in relation to
OPC, especially so in ethnic minority populations. In view
of the current coronavirus disease 2019 (COVID-19) pan-
demic, alternatives to OPCs have been rapidly developed,
with telephone clinics and online video consultations being
delivered by health care professionals globally (15,16).

Introduction

Outpatient clinics (OPCs) are an integral part of patient
management in day-to-day clinical practice in the hospital
setup, and according to 1 estimate, in England alone, 121.6
million OPC appointments were made with 78% attendance
achieved (1). While several pathways exist for referral to
OPC (2), 50% of patients are referred by the general practi-
tioner (GP) (3). Additionally, excluding the accident and
emergency department, the majority (85%) of secondary
care activity happens in the OPC (3,4), where increasing
demand has been noted in the past decade (5). From a
patients’ perspective, OPC appointments have been

described as a source of anxiety (6) especially for older
patients (7).

There are several studies which have looked into patient
satisfaction with the OPC (8-14), though none specific to
celiac disease (CD). Patient’s satisfaction is a key indicator
and undeniably a proxy for clinical care quality. It has been

! University of Roehampton, London, United Kingdom
2 Dudley Group of Hospitals, Dudley Group of Hospitals, Birmingham city
university, Birmingham, United Kingdom

Corresponding Author:
Humayun Muhammad, University of Roehampton, London, United Kingdom.
Email: humayun.muhammad@roehampton.ac.uk

@ @ Creative Commons Non Commercial CC BY-NC: This article is distributed under the terms of the Creative Commons Attribution-NonCommercial 4.0
@ License (https://creativecommons.org/licenses/by-nc/4.0/) which permits non-commercial use, reproduction and distribution of the work without further
BY NC

permission provided the original work is attributed as specified on the SAGE and Open Access pages (https://us.sagepub.com/en-us/nam/open-access-at-sage).


https://orcid.org/0000-0001-9670-9556
https://orcid.org/0000-0001-9670-9556
mailto:humayun.muhammad@roehampton.ac.uk
https://sagepub.com/journals-permissions
https://doi.org/10.1177/23743735211018083
http://journals.sagepub.com/home/jpx
https://creativecommons.org/licenses/by-nc/4.0/
https://us.sagepub.com/en-us/nam/open-access-at-sage

Journal of Patient Experience

Celiac disease is a chronic autoimmune disorder affecting
1% of the global population (17). It is characterized by per-
manent intolerance to gluten and in the majority of cases, the
condition responds to a gluten-free diet (GFD) which is the
only treatment currently available (18). This stated, adherence
to a GFD can be very challenging, requiring knowledge and
behavior change (19,20). This is one of the key reasons, reg-
ular follow-up appointments are considered best practice, with
international and national guidelines recommending annual
reviews for patients with CD (21,22). In the United Kingdom,
there is a diverse offering of annual review provision for
adults with CD (23) and concerns with both access and the
content of follow-up appointments have been voiced (24).

South Asian patients with CD are poorly represented in
the published literature, Muhammad et al (25) highlighted
that while South Asian patients were generally satisfied with
the information received from their consultant and dietitian
(97% and 100%, respectively), more than half reported dif-
ficulties following the GFD (76% agreed with the statement
“I don’t understand what foods I can eat”). It is important the
views of patients with CD with different ethnicities, who are
not adhering to the GFD or attending annual reviews, are
heard to enable the health care service to reach those in
particular need.

The aim of this study was to interview and explore the
potential challenges faced by Caucasian and South Asian
patients with CD in relation to OPCs and acceptability of
alternatives, such as telehealth.

Methods

Short semistructured qualitative telephone interviews were
conducted to collect information on patients’ views and
experiences of OPCs. Participants were recruited from Uni-
versity Hospital of Leicester, identified through a database
of CD patients. The study was undertaken in 2016, prior to
the COVID-19 pandemic. Inclusion criteria required patients
to be over the age of 18 years, resident in Leicester, and have
histologically confirmed CD. A random selection of patients
from the data base was approached via postal invitation
(n = 255); 135 of the invitations were accepted, giving a
return rate of 53%. Thirteen pilot interviews were conducted
to gather data to refine the topic guide, none of the data
generated in these initial interviews was used for the final
analysis. This approach guided the author toward rapport and
wording issues and also helped with the timing of the inter-
view. The interviews included questions relating to their
experience of OPC appointments and their views on other
methods for review appointments. Thirty-seven interviews
were conducted, further interviews were cancelled as theme
saturation effect was observed.

Participants completed a short validated questionnaire by
Leffler and colleagues (26) to enable researchers to establish
if they were likely to be adhering to the GFD or not. Forty
patients had a Coeliac Dietary Adherence Test (CDAT)
score >13, this was classified as not adhering to the GFD.

Participants were selected to represent a range of dietary
adherence, gender, and ethnicities. The interviews were con-
ducted (with ethnic language support where necessary)
according to a topic guide which served as a formal structure
for conducting the interview. Although it is acknowledged
that a topic guide does not provide a rigid structure; such
interviews are flexible and open to accepting respondents’
spontaneous descriptions and narratives. The interviews
lasted between 20 and 30 minutes. The completed interviews
were recorded, transcribed, and then codified using qualita-
tive techniques and the data were subsequently analyzed to
reveal key themes using NVivo version 11 (QSR Interna-
tional). Participants were interviewed until the point that the
topics were saturated (n = 37) and no further participants were
invited for interviews.

Results

Of 37 participants, 28 were White Caucasian (76%) and
9 were South Asian and there was a female predominance
(n = 29; 78%). The age of participants ranged from 18 to
85 years (median = 49, interquartile range = 33-60). A large
proportion (n = 28) were classified as not adhering to the
GFD; of whom 21 were White Caucasian (75%) and 7 South
Asian (25%). All patients had seen a dietitian and clinician in
an OPC at some stage since their diagnosis.

All patients who were adhering to the GFD (n = 9)
reported liking OPCs and they had only positive comments
about them. All patients liked the way dietitians explained
CD and the patient-related literature they had received.
Moreover, the way in which the clinician described the dis-
ease to them was well liked by all patients.

“.great clinic with dietitian she explained all the possible issues
and she was motivating me as well” “Generally good”, “I am

satisfied and it is a good experience” ‘“very empathetic
dietitian”.

Themes in Relation to the Content of the OPC
Appointment

The OPCs by either clinician or dietitian were regarded as
friendly (n = 28), full of information (n = 33), and useful
(n = 15), but a few patients found them difficult (n = 4) and
useless (n = 3). The general issues were divided into pre-
and intra-appointment issues. Among the former group, tak-
ing time off for an appointment was a major issue, mainly
females (n = 22) found it a source of nonspecific anxiety.
Similarly, patients (n = 3) reported issues related to arran-
ging transport for the appointment.

“I have an issue with them, I have to take time off”, “ .have to
take time off the work”, ““ .time off. so possibly it is difficult for
me” and ““. at time difficult to arrange time for appointment you
see.”. “logistically speaking it is not a good experience.”.
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Figure 1. Patient focused issues related to outpatient clinics by adults with celiac disease. Red are the most important themes followed

by amber and green.

Intra-appointment issues were related to the duration of
appointment (n = 7), and the general feeling was that of
short (n = 7) and rushed (n = 5) appointment “.everybody
seems to be in a hurry”, “.but you cannot discuss all you want
to talk about” “.limited time.” Several others (n = 7) thought
doctors were explaining things to them in a technical lan-
guage (n = 3) and there was poor eye contact (n = 4) during
clinical interview: “. poor eye contact and the doctor kept on
writing in the notes. he even ignored a couple of my ques-
tions.” Furthermore, 4 patients commented on the lack of
ability of the clinician/dietitian to answer all questions
“...did not like the appointment, I was confused about cer-
tain things. could not get the answers.” Moreover, 2 patients
reported lack of empathy from clinicians and or dietitians but
they did not want to feed that back because they did not want
to upset people. The main points of patient concerns with
OPC are depicted in the diagram below (Figure 1).

Themes Related to the Process of the OPC
Appointment

Car parking. Car parking was the most frequently mentioned
negative issue with regard to hospital appointments (n = 25).
Parking was considered unpredictable (n = 23), difficult to
find a parking space (n = 20), and expensive (n = 17).
Additionally, it was difficult to get into the car park and to
exit the main barrier (n = 7). Patients also highlighted other
negative aspects such as the inability to pay through debit or
credit card (n = 10) and that the parking payment machines
would only accept coins and would not give change (n = 11).
Also, the parking payment machines were designed so that
one had to pay for a predetermined amount of time, which

meant that there was potential for overpayment or risk fines,
as asserted by the patients:

“...think the hospital car park is a serious main issue . costly and
always eager to charge more. that is the real issue . . . with clinical
appointments. .charges are on the mount and people pay a fine
because they are late to collect their cars “ . . . many issues such as
parking which is not cheap these days. used to be reasonable a few
years ago. but now it is all about money you see., and “.Parking is
another issue, very strange issue not sure how to describe it.”

In relation to car parking, the punitive intentions of the
private parking company for minor parking violation led to
anxiety. The majority of patients (n = 28) suggested aboli-
tion of car park charges for patients, for example, such as in
Welsh hospitals or just a nominal parking fee.

Repeat cancellation and waiting time. Other issues with OPCs
were repeated cancellations and changes in time of atten-
dance (n = 10) and prolonged waiting times (n = 11); these
were further aggravated by the over parking issues and
related anxiety. Repeat cancellation caused rearranging time
off with employers (n = 7), distress (n = 3), rearranging
transport (n = 6), and feelings of diagnostic delay (n = 3).

“well they keep on changing, I had it changed 2 times on average
as far as I know”, “.lots of alteration, you do wait for them and
then someone goes on leave or clinic is cancelled. eleventh hour
cancellation” and “Well they keep on changing and you have to
wait again, there are days when you are happy to talk about your

health and there are days where are you not. you see.”

Privacy in the OPC. Privacy in clinic was another issue raised
by the participants (n = 23):
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“...you are seen by many people in the same clinical area
where other people are sitting. They might know you. privacy
is non-existent in the NHS. people shouting your name. Mr this
and that. Mrs this and that. honestly .[sounding frustrated]”
Serious issues with the privacy. no way I am going to discuss
my personal problems there”, I have heard people talking aloud
and even in the clinical room you can hear what the other
person is saying, no privacy at all. How can you bring up emo-
tional subjects when people are listening to you outside?

Cost to patients and environment. Cost was an issue for a
majority of patients (n = 33) in particular travel (n = 17)
and parking (n = 12) related costs. A few patients (n = 3)
also suggested that travel to hospital on transport came at
cost to the environment and a different mode, that is, tele-
phone clinic was suggested as an alternative.

Alternatives to face-to-face outpatient appointment. Telephone
interaction was considered acceptable (n = 25) and practical
(n = 24) by the patients based on ease (n = 33), flexibility
(n = 29), and convenience (n = 19) by the patients. Theme
analysis showed that patients approved of it as a practical
intervention based on their experience of using the telephone
in both personal and professional lives. It was considered
important for privacy (n = 27) and ease of communication
(n = 18). In addition, the telephone clinic gave control to the
patients to stop the conversation when they wanted to (n =
20). There were, however, concerns such as lack of face-to-
face contact for the participants (n = 4), which may lead to
an uncomfortable situation, as body language cannot be seen
and read by either the health care professional or the patient.

“I prefer the telephone, one to one”, “

OK”, “telephone fing [thing] is the best”, “certainly telephonic

interview with a leaflet or skype etc.”, I think telephonic inter-

view/CD link etc. “telephonic interview or talking as you

s

Telephonic teaching is

mentioned.” “Telephone I think is better choice.’

However, it is noteworthy that when telephone group
discussion/clinic was presented as an option of interaction,
the majority (n = 25) opposed the idea.

“not really . difficult and not a very good idea” “‘many people
and talking together. not sure I will be heard. so sorry, “Not an
attractive idea. I am sorry”

Online one-to-one appointment video links were favored
by 9 patients. An online film link was favored (n = 20), but
only in relation to web-based teaching, not to replace OPC.
Compact discs, DVDs, or books were only favored by 2 of
the participants. Mixed feelings were noted about email and
text messages.

“I get so many email and . Well I might not get through them you
see.” “Emails have their own issues. [ mean spam etc. “Emails,
hmm. good. will give it a try, not sure it will affect me a lot”

South Asian patients and clinical appointments. All South Asian
patients (n = 9) were born outside the United Kingdom and
had spent more than 10 years living in the United Kingdom.
One of the general comments was difficulty understanding
doctors because of linguistic barriers (n = 3) and about the
availability of interpreters in clinic (n = 4).

P

“.by telling us in our language . . . personal interpreters.”, “Drs
should speak to us in easy language.”, “. we understand English
but we are not language masters ... ", “we need interpreters.

s

explaining things to us in our language.”, “.in a language we
understand.”, ““. not in my language. and very patchy.”, “good
explanation in our local languages might be useful. after all
there are many Asian doctors they can explain things to us in

our languages.”

Two patients were concerned about the religious impli-
cations of GFD but other than that, the majority of the issues
were the same, that is, car parking (n = 7), delays in appoint-
ment (n = 5), and cost associated with travel to OPC.

Discussion

This study is first to ask adults with CD about their experi-
ence of attending OPCs and their preferences for future pro-
vision. The Royal College of Physicians report highlighted
similar issues around OPC for a broad range of disciplines,
and valuable suggestions were put forwarded to improve the
system with the needs of the patients clearly present within
discussions (3). A strength of the current study was the
diverse group of adults with histology confirmed CD diag-
nosis, inclusive of adults of different ethnic groups and those
not adhering to the GFD.

The issues of waiting time has previously been identified
and suggestions forwarded with strategies coined to tackle
the issue (27-31). Our study has brought to surface the effect
of waiting time on patients, their work, and daily lives
including transport arrangements and feelings of delay either
in treatment of diagnostic workup. Research has shown that
this indeed is one of the major factors for patients’ dissatis-
faction regarding clinics and correcting this factor may
improve satisfaction (from 50%-74%) among patients (32).
Our study highlights that delay and cancellation of appoint-
ments is a source of anxiety for patients but it is also
accepted that the issue is multifactorial and apart from hos-
pital cancellations and lack of staff there are also patients
who arrive late affecting the flow and waiting time of the
clinic as well as those who do not attend (DNA) (33).

Car parking emerged as a major issue for the majority of
the patients in terms of cost, fear of civil notices, and diffi-
culty to find places to park. These issues are not unique to
patients with CD and have been highlighted previously
(34,35), a factor that even determined choice of hospital for
treatment (36) and an element of satisfaction with service
(37). Our study reiterates the importance of the issue in a
unified fashion and issues were raised about car parking
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ticket machines and the punitive nature of the Trust for
overparking.

The participants reported a relative lack of privacy in the
OPC environment. This concern has been raised in other
disciplines (38—40), and needs due consideration as privacy
is one of the fundamental ethical and legal rights of the
patients (41). It is not surprising that issues of privacy are
directly related to patient satisfaction (42,43). This area too
needs further detailed interview-based research, as there is a
difference of perception in relation to the concept of privacy
as it is multifactorial and differs between cultures (42,44,45).
It may be suggested that the structure of the OPC should be
changed in a way that consultation rooms are away from the
waiting area and doors should be soundproof.

Our study indicates the acceptability of telephone clinics
as an alternative to hospital-based OPC appointments, this is
in agreement with a recent finding from of a larger cohort of
Italian adults with CD (16). In view of the COVID-19 pan-
demic, there has been a rapid move toward telephone clinics
and online video consultations globally (15,16), given the
fact that by their inherent nature, telephone clinics are con-
tactless, cost effective, acceptable, and practical. A reduction
in patients who DNA was observed when telephone consul-
tations were offered compared with face-to-face consulta-
tions (46). An observational study reported patients with
CD who had a telephone clinic with a nurse were more likely
to receive an annual review, have their symptoms assessed,
and their diet reviewed compared with those who had GP
follow-up provision (47). A controlled, prospective study
demonstrated improved GFD adherence after a telephone
clinic that was sustained for 6 months. The authors proposed
a flexible approach to allow patients to choose whether they
would prefer a telephone clinic rather than attend an out-
patient appointment at a hospital (48), recognizing it may
not be suitable for patients with hearing difficulties, linguis-
tic barriers, or those who have issues with telephone or inter-
net access. The importance of personalized advice by a
health care professional with expertise in CD was reiterated
in the study. While “Telehealth” has been used sporadically
in other areas with varying success (49), very little research
has been undertaken in patients with CD.

There are certain limitations in this study; only patients
with CD were interviewed and thus the views cannot easily
be generalized to other patient groups. Although we did
include the views of South Asians as well as Caucasians,
given the numbers the study’s findings cannot be general-
izable to all cultures and backgrounds and thus further
research is required to encompass a broader range of patients
whereby our study can inform the research design. One final
word, this study was conducted 4 years prior to the severe
acute respiratory syndrome coronavirus 2 pandemic and
there is a possibility that patients may have changed their
opinion. It has been reported that studies exploring patient
satisfaction with telehealth during the pandemic may be
artificially inflated during COVID-19 due to external health
concerns connected with in-person visits (50).

In summary, face-to-face appointments with health care
professionals do have fundamental problems which can be
partially overcome by telephone and online consultations.
We recommend further exploration and evaluation of their
use in clinical practice for potential continued service pro-
vision after the COVID-19 pandemic.
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