A review of changes in presentation of Coeliac Disease within
our centre and comparison with 2009 data set
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Introduction

Presenting symptoms at diagnosis of Coeliac disease

Coeliac disease (CD) is a lifelong autoimmune condition
primarily affecting the small intestine. It is characterised
by symptoms which include bloating, diarrhoea, nausea,
constipation, tiredness and weight loss. Some patients
will also be asymptomatic but with strong family history or
an autoimmune condition. Treatment is life long exclusion
of gluten from the diet.
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Aim
To assess the presenting symptoms of CD in patients
within our centre and compare to previous data presented
in 2009.

Method
A prospectively maintained departmental database was
used to identify all children diagnosed with CD since the
1/2
new ESPGHAN/BSPGHAN guidelines were adopted by
our centre in 2013.

Results





173 patients were diagnosed within the study time.
Median age at diagnosis was 7.83yrs
102/173 (59%) reported more than one presenting
symptoms
14/173 (8%) were reported as asymptomatic

Reported co-morbidity





18/173 (10%) patients had type 1 diabetes mellitus at
time of diagnosis of CD, 5/18 were asymptomatic
3/173 (2%) were diagnosed with hypothyroidism
2/173 (1%) were diagnosed with Trisomy 21
42/173 (24%) had a family history CD

Comparison of current data with 2009 data


Median age at diagnosis is comparable (7.25yrs in 2009
cohort c/w 7.83yrs in current cohort)



More typical symptoms of coeliac disease such as poor
weight gain and diarrhoea becoming less common



Poor weight gain at time of diagnosis decreased from
17.4% patients in 2009 c/w 14% in current cohort
The incidence of diarrhoea at time of diagnosis
decreased from 46.5% in 2009 c/w 25% in current cohort
Abdominal pain was comparable with 51% in 2009 and
50% in 2016 cohort




In the current cohort there was a reduction in number of
patients presenting with co-morbidities (51% in 2009
group c/w 38%) and also a reduction in number of patients
reporting to have no symptoms at time of diagnosis (14%
patients in 2009 cohort c/w 8% in current cohort).
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Conclusion
Presenting symptoms







Abdominal pain was most frequently reported symptom
(45/173, 50%)
Abnormal appetite was reported in 33% of patients and
abnormal energy levels in 47% patients
Constipation was reported in 16% of patients at time of
presentation
14% of patients reported weight loss or poor weight gain
at time of diagnosis
10% of patients presented with anaemia
8% of patients reported no symptoms

The presenting symptoms of Coeliac Disease have
changed compared with our data set in 2009. Abdominal
pain was the most frequently reported symptom in both
data sets. There has been a reduction in patients
presenting with co-morbidities and asymptomatic patients.
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Introduction and Aims
Although the prevalence and health impact of Coeliac Disease (CD) is considerable, research on the impact of CD and its symptoms on out-of-pocket costs, healthcare
resource use and overall economic burden of the disease is still limited.
Aims: to quantify the cost - and its variation over time - of CD in the UK to:
(iii) family and friends
of the person with coeliac
disease

(ii) the NHS, in terms of use of
healthcare services due to symptoms
and management of the disease

(i) people with
coeliac disease, in
terms of out-ofpocket expenses

Methods
Study design: A retrospective postal survey, similar to one
we conducted in 2006 was carried out at the end of 2015.
Participants: A representative, geographically stratified, sample of 4000
individuals diagnosed with Coeliac Disease, drawn from the membership list of
Coeliac UK, with the expectation of obtaining a response rate of 40% (~1,600
responses), which was successfully achieved.

Collected data: data on socio-demographic characteristics of respondents, time to
and since diagnosis, type and duration of symptoms, quality of life, resource use
and costs incurred pre- and post-diagnosis by the patient (e.g. private
consultations, food supplements), the NHS (e.g. GP visits, prescriptions), and
family/friends (e.g. feeling limited in daily life situations).
Statistical analysis: descriptive and regression-based methods used to disentangle
the key drivers of differences in the economic burden of CD before and after
diagnosis among different socioeconomic strata of the population over time.

Selected Results
Table 1: Socio-demographic characteristics of the participants
in the 2015 survey
Characteristics
No. of patients (%)
Current (2015) age of
55.7 (20.1)†
respondent
Age of respondent at diagnosis
44.2 (19.5)†
(years)
Gender
Male
432 (27.3%)
Female
1151 (72.7%)
Annual family income (gross)
Less than £10,000
115 (7.7%)
£10,000 - £20,000
319 (20.4%)
£20,001- £30,000
223 (14.9%)
£30,001 - £40,000
199 (13.3%)
£40,001- £50,000
152 (10.2%)
£50,001 - £60,000
80 (5.4%)
£60,001- £70,000
75 (5.02%)
More than £70,000
156 (10.5%)
Not disclosed
174 (11.7%)
UK Region of residency
England
1183(74.7%)
Wales
74 (4.7%)
Scotland
124 (7.8%)
Northern Ireland
41 (2.9%)
Not reported
162(10.2%)
† Mean and standard deviation

Table 2 – Cost per person year of private healthcare services and
other products before and after diagnosis
Costs

Before diagnosis
Mean (Std. Dev.)
£23.8 (279.6)
£5.07 (60.3)
£1.2 (14.9)
£7.5 (37.2)

Private doctors
Private dietitians
Private allergy testing
OTC medication to
alleviate symptoms
Dietary products
£5.6 (32.9)
Figure 2 –supplements
Quality of Life by income
Nutritional
£2.9 (18.8)
Books or DVDs on
£1.06 (11.02)
symptoms

After diagnosis
Mean (Std. Dev.)
£34.3 (519.5)
£9.8 (73.3)
£8.1 (170.5)
£9.4 (54.6)
£68.6 (304.5)
£19.9 (94.7)
£8.2 (33.6)

Table 3 – NHS use after diagnosis
NHS service
Routine medical
examination
GP

1 to < 5 years
Mean (Std Dev)
2.03 (3.83)

TIME SINCE DIAGNOSIS
5 to <10 years
10 to <20 years
Mean (Std Dev)
Mean (Std Dev)
0.96 (1.46)
0.68 (0.98)

>20 years
Mean (Std Dev)
0.35 (0.62)

1.51 (3.54)

0.73 (1.55)

0.56 (1.27)

0.21 (0.42)

Dietitian

1.13 (1.81)

0.43 (0.55)

0.24 (0.37)

0.07 (0.12)

Gastroenterologist

0.84 (2.77)

0.34 (0.71)

0.26 (0.45)

0.09 (0.17)

In terms of NHS use, in the early years after diagnosis, respondents (excluding those diagnosed for less
than one year) reported to have on average one GP consultation and one routine medical examination
per year, with half of respondents also reporting one dietitian consultation and/or one referral to the
gastroenterologist per year, in relation to their coeliac disease. However, the use of these healthcare
services dropped dramatically as time since diagnosis increased (Table 3).
When asked how restrictions on
prescription of GF food affected the
affordability of an adequate GF diet,
21% of respondents admitted they
could not always afford to purchase
the same amount or variety of GF
food that they were used to having
on prescription, and another 21%
were only just managing. However,
less than 1% of respondents said
they no longer followed a strict GF
diet. As Figure 1 shows, these
restrictions on prescriptions had a
larger negative impact on people at
lower income levels.
After diagnosis, people with
Figure 1- Affordability of GF substitute foods by family income
coeliac disease incurred a
after restrictions on prescription of GF foods
number of out-of-pocket
expenses related to the management of their condition, some of which are presented in Table 2.
The largest amount of expenditure after diagnosis was, however, the increase in food shopping
bills. The mean increase in the yearly food shopping bill of respondents after diagnosis was £861
(Std. Dev. 705.8). A similar pattern of changes had been experienced, after diagnosis, also by the
respondents to the 2006 survey, whose average increase in the shopping bill for food was £679
(Std. Dev. 576) (in 2006 prices) per person per year.
The majority of family members/friends of the person with CD confirmed that they felt limited in a
number of daily life situations (e.g. restaurants) as a result of restrictions associated with their
relative/friend with CD. Furthermore 61% of them indicated they were moderately or extremely
worried about the health and wellbeing of the person with CD following her/his diagnosis.

Discussion
After diagnosis people with coeliac disease incurred a number of substantial out-of-pocket expenditures related to the management of their conditions including private
medical consultations, OTC medications/dietary products to alleviate symptoms (Table 2) and a large increase (£861: Std. Dev. 705.8) in their yearly food shopping bill.
Use of NHS services was higher in the years immediately after diagnosis but dropped dramatically as time since diagnosis increased (Table 3).
Coeliac disease and its management was reported to have a negative impact also on people (family and friends) close to the person with the condition.
Our results show significant additional out-of-pocket and NHS costs associated with CD after diagnosis. Unless ameliorated, the high costs of adhering to a gluten-free diet
may challenge adherence in low income groups.
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