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Introduction

It was suggested by the Medicines

Management Team of the Clinical

Commissioning Groups in Buckinghamshire

that gluten-free prescribing could be

restricted more tightly. To dietitians, the

prescription of gluten-free food has

always seemed sacrosanct and not to

be interfered with and so, when this

was proposed, it was not an entirely

comfortable idea. However, when

considered further, and as we worked

towards a change in gluten-free

prescribing, it became apparent that this

was the right course of action for the

local NHS to take.  

Tough decisions are needed on how

to best use NHS resources.  We have a

statutory responsibility to involve the

public with these difficult decisions but,

more than that, involving people who are

affected by changes helps to ensure that

sound decisions are made. 

In Buckinghamshire we conducted

two surveys (presented below) which

demonstrate that both healthcare

professionals and the majority of our

population, including patients with coeliac

disease, support restricting the use of

gluten-free foods on prescription to 8

units per patient per month.  

The need for gluten-free

food                                 

Gluten-free food may be prescribed for

patients who meet the Advisory

Committee on Borderline Substances

(ACBS) criterion ‘established gluten

enteropathy with or without co-existing

established wheat sensitivity’.1 The

conditions to which this applies are coeliac

disease and dermatitis herpetiformis.2

Both are autoimmune conditions caused

by the body reacting to the presence of

gluten in the diet and, as a consequence

of this reaction, the immune system

causes damage to the gut. 
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Introduction 
Restricting the amount and type of gluten-free food prescribed
was suggested by Buckinghamshire’s Clinical Commissioning
Groups Medicines Management Team following similar
restrictions being proposed at border CCGs. Consuming a diet
free from gluten is essential for those with a diagnosed gluten
enteropathy, therefore consultation with both healthcare
professionals and the general public was essential.

Method 
A survey of healthcare professionals was undertaken, followed by
a public consultation. Both were undertaken in partnership with
the local Communications and Engagement team. 

Results 
74% of healthcare professionals indicated support for some form
of prescribing restriction, with 51% indicating that they considered
gluten-free food prescribing should be limited to 8 units per month.
54% of members of the public who responded indicated that they
were in favour of some form of gluten-free food prescribing
restriction with the majority favouring a restriction to 8 units of
gluten-free food per month, comprising bread, flour and pasta.

Discussion 
The same preferred option was identified in both the public
consultation and the healthcare professional survey.  Therefore, in
line with the survey outcomes, Buckinghamshire’s CCGs chose
to change gluten-free prescribing guidance away from Coeliac
UK National Prescribing Guidelines to a maximum of units per
patient per month, comprising bread, flour and pasta. New local
guidance was produced, including guidance on the most cost-
effective prescribed gluten-free foods. This is published on the
Buckinghamshire Formulary, which is available on the internet.

Conclusion 
Buckinghamshire’s CCGs did not consider that stopping all
gluten-free prescribing was appropriate.  The cost of gluten-free
staple foods remains significantly higher than the cost of
equivalent gluten containing foods, and so a system where the
NHS contributes towards these costs but the patient also
contributes seems to be a fair compromise. We consulted with
those who will be affected, as well as the wider public, to establish
the local consensus on the best overall approach.  In the current
difficult financial climate, we feel that publishing the results of
these two surveys may help others to consider a similar restriction
of gluten-free foods on prescription in their localities.
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Coeliac disease is common, it may

affect as many as 1 in 100 people in the

UK, but there is concern that, for many,

coeliac disease remains undiagnosed.2

Consumption of a diet free from gluten is

the required treatment for both coeliac

disease and dermatitis herpetiformis, and

should be continued lifelong.3

A change to local

prescribing guidance  

In 2014, following consultation with the

public, Oxfordshire CCG’s gluten-free

food prescribing guidance was changed

to advise prescribing a maximum of 8

units of gluten-free bread and flour per

patient, per month. This guidance was

intended to ensure equity and it was also

intended to be simpler for GPs to

implement than the county’s previous

guidance.  

Aylesbury Vale CCG and Chiltern CCG

(Buckinghamshire’s CCGs) began to

consider changing their own gluten-free

prescribing guidance. At this time

guidance in Buckinghamshire followed

that issued by Coeliac UK (Figure 1),

which recommends different allowances

of gluten-free foods based on patients’

age, gender, level of physical activity and,

for women, whether they are pregnant or

breastfeeding. This is hard to audit

because requirements are different for

different patients, and it is also difficult

for GP practices to monitor. 

The Buckinghamshire’s CCG guidance

at this time recommended avoiding the

prescription of non-essential gluten-free

foods such as biscuits and cakes.

Method 

Healthcare professional survey 

We knew that the Oxfordshire CCG’s

proposal resulted in a large number of

patient queries and, from this, we

surmised that proposing a restriction of

gluten-free food prescribing could be

extremely contentious. Buckinghamshire’s

CCGs decided to initially survey the views

of local healthcare professionals across

Buckinghamshire’s CCGs and the local

combined acute and community NHS

Age and sex

Child 1-3 years

Child 4-6 years

Child 7-10 years

Child 11-14 years

Child 15-18 years

Male 19-59 years

Male 60-74 years

male 75+ years

Female 19-74 years

Female 75+ years

Breastfeeding

3rd trimester pregnancy

Number of units

10

11

13

15

18

18

16

14

14

12

Add 4

Add 1

Food item

400g bread/rolls/baguettes

500g bread/flour mix

200g savoury biscuits/crackers

200g pasta

500g oats

300g breakfast cereal

2 x 110-180g pizza bases

100 - 170g xanthan gum

Number of units

1

2

1

1

1.5

1.5

1

1

Recommended amounts per month Number of units for different foods

Figure 1 - Coeliac UK National Prescribing Guidelines4

Pharmacy Management Volume 33 Issue 1

iStock.com/designer491     

http://www.pharman.co.uk


Pharmacy Management Volume 33 Issue 116

Trust to establish if there was a desire to

change the prescribing guidance that

was current at the time. This exercise

was undertaken with the local

Communications and Engagement team.

The survey comprised an explanation

of the reason for undertaking the survey

together with a comparison between

the existing prescribing guidance in

Buckinghamshire’s CCGs and Oxfordshire

CCG where:

● Buckinghamshire’s CCGs’ guidance

recommended following Coeliac UK

guidance

● Oxfordshire CCG guidance

recommended restriction to 8 units

gluten-free food per patient per month,

comprising bread and flour only.

The survey asked respondents to

choose one of 4 options as their preferred

model for future gluten-free food

prescribing, which were:

1) Stop prescribing of gluten-free foods

completely.

2) Change the current model so that

each patient with gluten enteropathy

receives 8 units per month regardless

of age, gender or activity level and

limit products prescribed to bread and

flour only (as per the Oxfordshire CCG

model).

3) Change the current model so that

each patient with gluten enteropathy

receives 8 units per month regardless

of age, gender or activity level and

limit products prescribed to bread,

flour and pasta. 

4) No change to the current model

(follow Coeliac UK guidance on

quantities to prescribe based on age,

gender and physical activity level).

We were aware that some CCGs

were considering stopping gluten-free

prescribing entirely and hence that option

was included. We deemed that pasta is a

healthy, staple food for many people, and

together with purchased gluten-free

bread and flour, purchased gluten-free

pasta remains more expensive than

gluten containing options. For these

reasons, we included an option where an

allowed 8 units included pasta as well as

bread and flour.

Public consultation 

Working together with the local

Communications and Engagement team,

a public consultation was set up through

‘Let’s Talk Health Bucks’.  This is an online

public and patient forum supporting

Buckinghamshire’s CCGs to run

engagement, consultations and surveys. 

We were keen to hear the views of

the general public, as well as those of

people with a gluten enteropathy, and to

enable this to happen the 12 week

survey was run in two stages. For the first

6 weeks the survey was only open to

those who, prior to the survey start date,

were already registered on the ‘Let’s Talk

Health Bucks’ website, thus giving a cross

section of the views of the general public.

For the remaining 6 weeks the survey

was advertised widely, including to

Coeliac UK, and the survey was opened

to all who wished to answer it.

Results  

Healthcare professional survey 

In total, 100 responses were received. The

profession and employing organisation of

respondents is shown in Figure 2. 

Respondents indicated which of the

four options for future gluten-free food

prescribing they most agreed with

(Figure 3).

In total, 74% of respondents indicated

support for some form of prescribing

restriction, with 51% indicating that they

considered gluten-free food prescribing

should be limited to 8 units per month.

4% of respondents also volunteered the

information that either they or a close

relative had coeliac disease.

Employed by:

Profession Aylesbury Vale CCG Chiltern CCG Buckinghamshire  Totals

Healthcare NHS Trust 

(Acute and Community)  

GP 22 39 N/A 61

Pharmacist 2 3 0 5

Practice manager 4 3 N/A 7

Practice nurse 0 1 1 2

Dispensary staff 0 2 0 2

Dietitian N/A 0 20 20

Consultant N/A N/A 2 2

Other (profession not stated) 1 0 0 1

Totals 29 48 23 100

Figure 2: Healthcare professional survey - respondent organisations
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As 74% of respondents indicated

support for a more restricted option than

the current Buckinghamshire’s CCGs'

guidance, the survey results from

healthcare professionals made it clear that

there was an appetite to restrict gluten-

free prescribing in Buckinghamshire. The

results of the survey were taken to our

local prescribing decision making forum

along with draft documents suggesting

restricted quantities. At this meeting it

was suggested that a public consultation

was also required.  

Public consultation 

Coeliac UK’s action in encouraging their

members to respond to the public

consultation significantly boosted the

number of respondents (Figure 4).

For those who identified themselves as

having coeliac disease or having a close

relative with coeliac disease, 84% reported

current receipt of gluten-free food on

prescription. Of those who did not receive

gluten-free food on prescription, only one

stated that they were unaware that

gluten-free food was available on

prescription, with the majority identifying

that they found the range of food

available on prescription limited or that

they bought the gluten-free food that they

preferred. Two people with coeliac disease

stated that they did not agree that gluten-

free food should be available on

prescription.

When asked to identify why they

obtained gluten-free food on

prescription, 62% of respondents stated

that gluten-free food available in

supermarkets or on the high street is too

expensive, and 41% stated that they

were eligible for free prescriptions.

Respondents also indicated how

strongly they agreed or disagreed with

several statements (Figure 6).

A number of respondents also offered

comments on the consultation, of which

44% were in support of some restriction

on gluten-free food prescribing. Nearly two

thirds of these respondents had identified

themselves as someone with a gluten

enteropathy. These comments mainly

indicated that they thought the NHS had

other higher priorities, or that 8 units per

month was a fair compromise when there

was improved provision of gluten-free

food on the high street, albeit at a higher

price than gluten containing food.

Comments that challenged the

proposed restrictions mainly focussed on

the high cost of gluten-free food on the

high street/in supermarkets (with prices

three or four times the cost of equivalent

gluten containing food quoted). There

was also concern that further restrictions

may lead to people with a gluten

enteropathy not following a gluten-free

diet and that 8 units of gluten-free food

per month would not be enough for

some people. There was a sense from

some of these comments that those with

a gluten enteropathy had a ‘right’ to

receive all their gluten-free food on

prescription, and some comments

pointed to other 'inappropriate' use of

NHS resources as areas that should be

tackled rather than restricting gluten-free

food prescribing.

Overall, 54% of respondents indicated

that they were in favour of some form of

gluten-free food prescribing restriction

with the majority favouring a restriction

to 8 units of gluten-free food per month

comprising bread, flour and pasta.

Decision reached 

The same preferred option was identified

in both the public consultation and the

health care professional survey. Therefore,

Buckinghamshire’s CCGs chose to change

Survey option % response 

Stop prescribing of gluten-free foods completely 23%

8 units per month regardless of age, gender or activity level and limit products prescribed to 25%
bread and flour only

8 units per month regardless of age, gender or activity level and limit products prescribed to 26%
bread, flour and pasta

No change to current model 18%

Other (option to add free text) 8%

Figure 3: Preference for options

Survey period Total number Respondents with Respondents with close relative 
of respondents coeliac disease with coeliac disease 

After 6 weeks 25 8% 12%

After 12 weeks 125 59% 17%

Figure 4: number of respondents

http://www.pharman.co.uk


Pharmacy Management Volume 33 Issue 118

gluten-

free prescribing guidance

away from Coeliac UK National

Prescribing Guidelines to a maximum of 8

units per patient per month, comprising

bread, flour and pasta.  

Discussion  

Following the consultation outcomes, the

following documents were developed to

support the change:

● Local patient friendly resource:

Gluten-free foods on prescription

- Patient information leaflet.

● Healthcare

professional resources: Gluten-free

foods - Health care professional

(HCP) guide and Most cost

effective prescribed gluten-free

foods - HCP guide. 

The new Buckinghamshire CCGs’

guidance came into effect on the 1st

December 2015. 

The Buckinghamshire Formulary

(http://www.bucksformulary.nhs.uk/)

was also updated with all current ACBS

listed gluten-free foods (Chapter 25), and

the most cost-effective products were

clearly identified. Cost-effectiveness was

calculated based on a comparison of cost

per 100g of similar foods, as comparable

products from different manufacturers

are often a different weight or contain

different quantities and cannot,

therefore, simply be compared one with

another. The number of units per item

prescribed was also added to the

formulary so that the formulary could be

used to easily ascertain how 8 units could

be made up using different products.

Following the public consultation,

there have been few concerns raised

about the new guidance either by

patients or healthcare professionals.

Coeliac UK made Buckinghamshire’s

CCGs aware that they strongly agreed

with the statement ‘it is difficult to find

gluten-free food on the high street’ and

cited research conducted in 20104 which

Consultation question Agree or strongly agree 

I understand the reasons for reviewing the guidelines 77%

It is right that the NHS provides some gluten-free food on prescription to those who need it 84%

People who need gluten-free food should buy some of it themselves 69%

It is difficult to find gluten-free food on the high street 29%

Figure 6: Views about statements

iStock.com/chameleonseye   
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demonstrated that, at the time it was

conducted, gluten-free food was not

widely available in corner shops and

budget supermarkets. However, in the six

years since that research was conducted,

gluten-free diets have become more

widely chosen by those who do not have

a gluten enteropathy. This trend has seen

a significant rise in the availability of

gluten-free foods even in smaller shops.

For those with a gluten enteropathy the

by-product of this trend has been greater

accessibility of the gluten-free food that

they require. 

The change to Buckinghamshire’s

CCGs' guidance was also supported by

the results of the public consultation

survey in which only 29% of respondents

with a gluten enteropathy indicated that

it is difficult to find gluten-free food on

the high street.

Coeliac UK has since released this

statement: 

‘Chiltern and Aylesbury Vale Clinical

Commissioning Groups' (CCGs)

consultation on gluten-free prescribing

ended on 28 September 2015. We've

now had confirmation that the CCG will

prescribe eight units a month from a

choice of gluten-free bread, bread rolls,

bread mixes, flour and pasta.

Although this new policy moves away

from National Prescribing Guidelines,

we're pleased to see that the CCG has

listened to the patient voice and has not

opted to completely remove gluten-free

food on prescription, one of the options

considered. We are also pleased to see

that pasta is being prescribed alongside

other important staples.’

Conclusion  

Gluten-free food prescribing can be a

contentious subject but, nonetheless, is

an area in which many CCGs are

considering some restrictions, including

some areas proposing a blanket ban on

the prescribing of gluten-free foods.  

Buckinghamshire’s CCGs did not

consider that stopping all gluten-free

prescribing was appropriate.  The cost of

gluten-free staple foods remains

significantly higher than the cost of the

equivalent gluten containing foods, and

so a system where the NHS contributes

towards these costs but the patient also

contributes seems to be a fair

compromise. If patients wish to buy extra

gluten-free foods, the cost of this extra

food should not be more than the cost of

one month’s supply of gluten containing

foods from the same food groups. In line

with the outcomes of both surveys, the

CCGs considered that it is appropriate for

people with a gluten enteropathy to

provide some of their gluten-free food

requirements themselves. Overall, the

healthcare professional survey and public

consultation both demonstrated broad

agreement with this view. 

There has been less opposition to this

fundamental change to prescribing

guidance than expected.  We believe that

this is because we have consulted with

those who will be affected, as well as the

wider public, to establish the local

consensus on the best overall

compromise.  

Declaration of interests

Alison Smith has nothing to disclose.

“In line with the outcomes of both surveys, the CCGs considered
that it is appropriate for people with a gluten enteropathy to 

provide some of their gluten-free food requirements themselves.”
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