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Executive Summary

The aim of this report is to collate existing information regarding consumer preferences for food
labelling from literature and from EU and nationally-funded projects. The outcomes of this report will
facilitate the development of information scenarios regarding food labelling. These scenarios will be
developed and tested by food allergic consumers later on in the Europrevall project.

Literature shows there are 4 important groups of people within the context of communication
on food allergy: children, parents, and adolescents and young adults. Especially the last group is at
risk of developing severe food allergy reactions.

The new EU-directive (2003/89/EC, starting from November 25" 2005) obliges the industry to
list 12 potentially allergic ingredients on the food labels. Although for food allergic patients this
amendment is very useful, there may be more problems in reading the food labels than there are
already.

Research shows that consumers would like more information on the food labels, but the
current information is already considered as being overwhelming. This discrepancy could be solved by
using modern (ICT) technologies to supply more complete and better understandable product
information.

The current EU projects have shown that (parents of) food allergic patients use different ways
to gather information about food for their infants and for themselves (INFABIO and REDALL). Many
food allergic consumers report that their food allergy has a considerable impact on their life. Food
allergic consumers are looking for complete, clear, and trustful information on the food products they
buy (InformAll and REDALL).

For this report, consumer research has been performed in Greece and in the Netherlands.
Patient group’s websites have been checked for frequently asked questions, clinicians have been
asked for information, and the input of WorkPackage 4.2.1 of Europrevall has been used. This
investigation shows that besides a lack of information, food allergic consumers deal with other
problems. They report that they spend more time on grocery shopping to find the right products. Social
activities, like eating with family or friends, or eating in restaurants causes stress, because food
allergic consumers cannot eat spontaneously anywhere.

To help consumers to have a normal life as much as possible, more information should be
given about the food products they would like to eat. Restaurants could place all ingredients used on
the menu card, or develop special menus for food allergic consumers. The manufacturers should not
only label the 12 most common allergens on food packages, but should also find ways to provide
precise information in a clear way. New ICT-technologies like Radio Frequency ldentification (RFID),
bar-coding on foods sold loose and personalised information could be used to provide information
which is more complete and easier to understand.

During the next phase of research (WorkPackage 4.1.2) of Europrevall, an ethnographic study
will be carried out to determine which information systems would be beneficial for food allergic

consumers. In particular, the research will focus on optimising selection of the products they can safely



eat. The study will also reveal whether there are cultural differences in the information preferences of

consumers in two European countries, Greece and the Netherlands.



1. Introduction/ background
The main aims of this report are:

To collate information regarding consumer preferences for food labelling from existing EU-
funded projects.

Gather existing knowledge regarding consumer preferences for information needs, particularly
regarding food labelling in general (which was identified as an issue in the Communications
Issues report of InformAll)

To identify gaps in existing knowledge relevant to future research (WorkPackage 4.1 of the
EuroPrevall project).

This report aims to bring together, for the first time, in-depth information from selected various
European sources on allergen labelling, which will facilitate the development of labelling and
information scenarios in following Workpackages 4.1.2 — 4.1.4. The report has been developed in
collaboration with the EuroPrevall partnership to ensure it is of direct relevance to risk regulators,
health workers, patient groups, and the food industry regarding effective food allergen information, and
builds directly on the output of the InformAll project’. The results of this report will be used to develop
(labelling) information scenarios in Workpackage 4.1.2 of the EuroPrevall project.

! Frewer, L. and Miles, S. (2005). InformAll Communication Issues Report. InformAll EU project. Workpackage 1.



2. Information needs of allergic consumers

2.1 Literature

Around 5 — 8% of the children and 1 — 2 % of the adults are affected by food allergy (Buttriss and
Schenker, 2002; Sicherer et al., 2001). Allergic reactions can either be mediated by immunoglobulin
(IgE) thus rapid provoke responses, or involving cell-mediated mechanisms (delayed response), or
both (Buttris and Schenker, 2002). Depending on the nature of the reaction, food allergies can be
uncomfortable, severe, or potentially fatal. Most commonly, the sufferers are advised to totally avoid
consumption of the food that triggers a reaction. Allergens can be difficult and time consuming to
manage from the perspective of food allergic patients, as sufferers may react to extremely small
amounts of the food which triggers a reaction. The most common causes of food allergy in the UK and
the US are peanuts, tree nuts, eggs, fish, cows’ milk, crustacean/molluscs/shellfish, Soya beans, and
cereals containing gluten (Hignett, 2002), although this pattern varies across Europe and
internationally.

As suggested in the Communication Issues Report of the InformAll project (Frewer and Miles,
2005), there are four groups of people whom are of immediate concern in the context of
communication regarding food allergy. These four groups have individual information needs and
concerns, and comprise of the following: food allergic children, the parents of food allergic children,
food allergic adolescents, and food allergic adults. The InformAll report also identified the need to
develop a more general communication strategy with members of the general population, who may
have occasional requirements for information about food allergy. Additionally the InformAll report
recommends basic rules for the development of communication methods for stakeholders to inform
their clients or their staff.

Young children have the highest prevalence of food allergy (Sampson, 2001), yet very little is
known about the information needs of food allergic children. In addition, little attention has been paid
to the methods of communication that would be most beneficial for this group. The parents of food
allergic children have been a greater focus of research, although again empirical evidence regarding
information preferences is scarce. The available literature suggests that the method of communication,
and the source of information, can have an impact on the psychological distress of parents. For
example, large amounts of information from dieticians can be overwhelming for parents, who probably
do not understand the terms and the link to daily life, and can result in higher levels of perceived
stress. On the other hand, information provided only in the form of leaflets with little explanation may
also cause stress to the parents of food allergic children (Semper and Knibb, 2005), because very
important details are missing.

Parents often obtain their general knowledge about food allergy from media sources (such as
television, radio, newspapers, magazines and the Internet), or from family and friends. A study shows
that 37 % of parents always avoid foods with ‘may contain labelling...” (Semper and Knibb, 2005).
Given the fact that many parents self-diagnose and self-treat allergy in their children (Eggesbo et al.,

2001; Young et al., 1994), this could have potentially serious consequences for the safety and health



of these children (for example, the imposition of unnecessarily restrictive diets, which could cause
deficiencies in nutrition). Information should be carefully focused to meet the needs of different target
groups. Adolescents and young adults are the groups most at risk for developing severe food allergy
reactions, in part because of lifestyle changes and an increasing tendency to eat away from the home
(Gowland, 2002; Pumphrey, 2000). There could be additional difficulties in developing communication
about food avoidance for these individuals for whom *“risk-taking behaviour and ignoring advice from
figures of authority are features of developing independence” (Hourihane, 2001 p.1023). This may

indicate a need for specifically segmented information supply towards this differentially vulnerable

group.

Food manufacturers have a legal and moral responsibility to ensure the safety of their products. Since
over ten years the assessment and determination of risks for consumer health in food production is
mandatory. This should include the risks of allergens as contamination. In addition, they must also
take account of labelling legislation (Hignett, 2002), where the allergens are added as intended
ingredients. As of November 25" 2005 food manufacturers are obliged to list 12 potentially allergic
ingredients in food (EU Directive 2003/89/EC amending Directive 2000/13/EC). The labelling
legislation applies to various allergens, including gluten, fish, crustaceans, eggs, peanuts, soy, milk
and dairy products, nuts, celery, mustard, sesame seed, and sulphites (Annex llla). These allergens
are the cause of 90% of all allergic reactions (www.eufic.org). The Directive underlines the principle
that all potentially allergenic ingredients should be labelled, regardless of the quantity contained in the
finished food product. The emphasis lies on the term “potentially”. The food manufacturer has the res-
ponsibility to analyze his production process in detail. If he adds knowingly allergenic ingredients from
Annex llla the labelling of these ingredients on pre-packaged food is mandatory (the amount of
allergenic ingredients exceeds normally 2% content). The labelling of traces from these ingredients as
contamination in other foods is not defined. There the risk assessment comes into place and should
give the manufacturer a basis whether to declare traces or not. He has to take into account his
responsibility for avoiding severe reactions and his ability to minimize the cross-contamination. Several
guidelines are already in place where classifications of risks are made according to severity of the
allergen, possible amount of allergen in the finished product and target group.

Despite these new rules, the allergic consumer will not be completely sure about the safety of
the foods they eat because they are not able to judge about the seriousness of the manufacturer... In
addition, food sold loose, and food from catering outlets is not labelled, which may be a severe risk to
allergic consumers (Mills et al., 2004). A further problem relates to consumer comprehension of the
meaning of labels. For example, recent research shows that half of the world’'s consumers only
understand food labels ‘in part’ (AC Nielsen, July 27", 2005), and so the clarity of existing labelling
practices remains an issue.

At the present time, treatments for food allergy are limited to prevention through effective
management, and emergency treatment if needed (Sicherer et al., 2001). It is therefore important to
ensure that allergic consumers are informed about potentially problematic allergens in specific foods.

For manufacturers, developing effective communication strategies about complete product information



is of great importance, because allergic consumers may avoid their products if they don’'t understand

the label (www.foodquality.com, 16/08/2005) and do not trust the manufacturer (example: unknown
retail brands with small production portions). There is some evidence that consumers are referring to
food labels more frequently, in part a result of growing interest in healthy eating (Dutch Ministry of
Health, Welfare and Sport, 2005) which is also reflected by the increase of organic product sells and
consumption. However, it is not clear as to whether this includes information about food allergy, and
further research is needed to clarify this question.

The ability of parents of food allergic children to read food labels appears to be very poor
(Joshi et al., 2002). This is mainly a result of the complexity and ambiguity of the information provided

on the food label. For example, consumers report the following problems with food labels:

- The terminology used is too complicated
- Anincomplete list of ingredients is provided
- The size of the label is too small to read easily
- Information is provided in too many languages (making language specific information difficult
to find, and necessitating reduction in the font size).
- There is an overwhelming amount of information on the label
(Dutch Ministry of Health, Welfare and Sport, 2005).

Thus there is evidence that, whilst consumers require information about food labels, this can be
overwhelming if it is all provided at once on a single food label.

Over-complex information on the label could result in consumer misunderstanding of what is
actually contained in the product. This might result in the accidental ingestion of allergens, which may
be fatal in some circumstances. In some cases, poor labelling practices might also lead to
unnecessary restrictions in the diet of food allergic children (Hourihane, 2001; McCabe et al., 2001).
Information on food labels should aim to maximise the food allergic consumer’s (or those with
responsibility for protecting food allergic consumers) understanding and interpretation of whether
foods are safe to eat. A key component of developing an effective communication strategy comprises
identification of improperly or incompletely labelled products, and subsequent implementation of
effective labelling strategies (Wood, 2002).

The Communication Issues Report of InformAll (Frewer and Miles, 2005) has indicated the
need for communication via labelling to address changes in ingredients in manufactured foods. The
changes in ingredients of processed foods, implying the inclusion of allergenic ingredients in foods
where they were not present before, must be communicated to potentially vulnerable consumers.
Other factors should also be taken into account. For example, there may be cross-cultural differences
in local preferences for labelling. The potential severity of allergic susceptibility to food products
experienced by different patients may also be related to the labelling preferences of allergic patients.

The Communication Issues Report of the InformAll project also identified the following
labelling issues as being important (see also van Putten et al, in press). As a consequence of

increasing globalisation of the food supply, and the lengthening of food chains, the import of new



exotic food products (e.g. fresh fruits and vegetables) into the European market is currently increasing.
This increased supply of novel foods has resulted in the introduction of new allergens into the diet in
particular geographical regions with a greater choice of products. Arguably this may have resulted in
some increase in food allergies in the Western society (although the literature is equivocal on this
point, Van Putten et al., in press). Kiwi fruit (Actinidia chinensis) is one of the phenomenon examples
to which many Europeans and Americans are allergic (Rudeschko et al., 1998).

It is a point of discussion whether it is important for potentially emergent allergens to be
labelled. Assuming such emergent allergens can be effectively identified using existing approaches; it
is difficult to assess the potential improvement on the quality of life of consumers, particularly as the
potential severity of allergic reactions is difficult to estimate. In any case, the potentially improved
quality of life of consumers would be offset by low levels of exploitation associated with the market
introduction of new products. This may in particular be true for these foods that confer other health
benefits potentially advantageous to consumers, such as functional foods. According to the InformAll
report, the results and uncertainties associated with these assessments must also be communicated
in a way that is intelligible to all end-users. The outcome of the assessment process should be

practical, in order to inform the wider public debate about technology implementation.

New developments and progress in food processing technologies (for example, genetic
modification of foods) may result in other potentially allergenic novel foods being introduced into the
market. Novel (potentially allergenic) proteins may be introduced into food chains (and products where
consumers would not expect them to be), due to the introduction of new technologies in the food
production (e.g. fish proteins in plant products). Starlink maize, for example, contains a BT-toxin for
the prevention of insect damage in maize plants, which has been produced using genetic modification.
It is therefore important to investigate the potential allergenicity of the BT-toxin for humans with the
use of transparent assessment systems that are open to public and end-user scrutiny. No potentially
allergenic proteins have been identified in the Starlink maize. In contrast, to improve its protein quality
an albumin gene has been introduced into soy. The recombinant protein has now been identified as a
potential allergen, and the crop has been withdrawn from further market development (Gilissen and
Nap, 1997; Gilissen, 1998). Advances in processing techniques may enable specific destruction of
allergen activity, or on the other hand may keep labile allergens intact (Davis et al., 2001; Grimshaw et
al., 2003; Soler-Rivas and Wichers, 2001).

A Dutch study performed by Van de Aa et al. (2004) reveals that the majority of Coelic
Disease (CD) patients have difficulties in reading the food product labels. Some of the results are
presented in Table 1. This study shows that on average CD patients must spend an extra 62.22 Euro

per month in order to buy gluten-free products instead of regular products.

10



Table 1. Awareness of food product labelling among CD patients (N=747).

Question Yes (%) No (%)
Are you able to make clear from the label if the product is gluten 30.6 67.3
free?

Are you aware of the legislation regarding gluten? 66.5 29.3
Are you in favour of putting the claim ‘may contain traces of gluten’ 75.7 20.9
on the label?

Source: Van der Aa et al. (2004)

Another topic in the research of Van der Aa et al. related to the experiences of consumers
suffering from CD when dining outside of the home. Almost 70% of the CD patients indicated that their
experience with eating with friends was positive, in contrast to 21% who reported bad experiences.
Although 38% of the CD patients had bad experiences regarding eating in restaurants, 53% had
positive experiences. The experiences regarding eating abroad (38% positive vs. 34% bad
experiences) and in the air plane (23% positive vs. 28% bad experiences) were divided, and perhaps
communication classified under these later two categories needs to be addressed.

The results of this research indicate that food allergic consumers experience increased costs
that can be ascribed to their condition. Furthermore, they have to deal with the problem of finding safe
food, not only in supermarkets, but also in other environments where foods are being consumed, for
example in restaurants or other catering outlets.

Taken together, it is clear that new techniques are needed to supply more complete and more
easily understandable product information. At the moment, ICT-companies are developing new
consumer information applications which can be used by retailers. Radio Frequency ldentification
(RFID) is a rapidly growing technology that allows for contactless transfer of data by radio signals. This
technology could simplify the logistics process and could improve quality assurance. For example, the
system can detect automatically on which products the best-before date is close to expiry.

Personalised customer “smart cards” could be developed so that they deliver information
salient to the needs of each individual consumer. With the help of computers and card readers and/ or
scanners in the supermarket, consumers owning such a card could gain more information on specific
products, (for example, whether they contain peanut protein), or could be directed to find their way to
specific products for food allergic consumers displayed in the supermarket. In addition, there are
already examples in Japan, where consumers can take a picture of a product label with their mobile
phone in order to gain more product information via internet. The effectiveness of ICT approaches
such as these is, of course, contingent on the development and implementation of effective traceability
systems for foods and ingredients throughout the food chain. Of course, such new systems should be
carefully designed to ensure that consumers receive only information relevant to them, and do not
experience information overload. Additionally the received information should be free of additional
costs for consumers.

In summary, food allergic consumers experience stress as result of poor labelling practices.
Food manufacturers have a moral and legal responsibility to produce safe products. Despite the new
labelling legislation, allergic consumers are still not completely sure about the safety of products. This

uncertainty could be caused by fear of cross-contamination, unlabelled products (for example those
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which are not packaged), and the difficulty understanding the product labels. To improve the
information on products, the labels should be complete and maximize the food allergic consumer’s
understanding and interpretation. Such information may need to be tailored to the needs of specific
groups of consumers (for example, adolescents and young people). Labelling of products bought
loose, in catering outlets, or in countries other than the allergic consumers primary country of
residence remains problematic. It is concluded that new ICT-techniques, such as RFID, the use of a
data base in the supermarket and delivery of personalized information, could be used to make the
product information more complete and easier to understand, but consumer preferences for the

implementation of such new approaches, together with feasibility of adoption, needs to be assessed.

2.2 EU-funded projects which have addressed food allergy labelling

Various EU-funded projects have investigated different aspects of food allergy within Europe. These
projects have gained information which can be used in the experimental work being conducted in the

EuroPrevall project. An overview is provided below.

INFABIO
INFABIO is an EU-funded project that investigates the causality the increased prevalence of allergy
(asthma, food allergies, eczema) in Europe. One hypothesis being tested in this project is that the
environment in which Europeans live is becoming much more hygienic, resulting in an immune system
that inappropriately responds to allergens instead of other potential threats to human health.. The
project also aims at developing a better understanding of the relationships between diet, lifestyle and
infant feeding practices.

Within the project, research has focused on parents of (very) young children in Scotland,
Spain, Germany, ltaly, and Sweden. In focus groups, people were asked about their awareness in
allergies, and where they searched for information about allergy. In most countries, parents gathered
their information on infant feeding guidelines from books, their own families or mother, and their
paediatrician (Synnott and Bogue, 2004).

REDALL
The REDALL project (EU-funded) is at the potential of novel food processing technologies for reducing
the allergenic potency of animal food allergens. A major objective is the development of highly
sensitive analytical methods for the detection and quantification of allergens (from milk, hen’s egg, and
meat) in food matrices (raw materials, intermediate and final products). Because industry is involved in
this project, it is complicated to gain project results before they have been published.

The REDALL project conducted a survey focusing the attitudes regarding food allergy, and
aimed to identify the specific needs of food allergic consumers. The data is based on a questionnaire
which was conducted among 227 respondents. More than 66 % of the respondents claim to suffer

from a diagnosed food allergy. Almost a quarter of the respondents confirmed that the food allergy has
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a considerable impact on their every day life, especially activities like grocery shopping, cooking and
ingesting food products. The respondents exhibited a tendency to eating at home compared to eating
out. The survey indicated that allergic consumers pay attention to the following topics when buying
foods; freshness (most important), flavour, price, ingredients, indication of allergens, general allergy
information (least important). The information desired and needed by the food allergic consumer
focuses on provision of the complete list of product ingredients, general allergy information and

indication of allergens, underlining the need for clear food labelling .

ALLERGEST

ALLERGEST is a project designed to understand the role digestion plays in food allergenicity. The
main objective is to expand current allergenicity assessment strategies regarding genetically modified
organisms to encompass the whole organism. Consumer issues were not addressed in this project,

and it will not be discussed further.

PROTALL

PROTALL examines the relationship between allergenic potential plant proteins and investigates the
effects of processing and interacting with food components on the biological activity of allergens and
their structure. Within this project, a database has been compiled which includes biochemical and
clinical information on plant food allergens. Although the database is in the public domain, the
information is mainly of interest to scientists and health professionals rather than consumers in
general. Again, consumer issues were not addressed in this project, and so it will not be discussed

further in this report.

INFORMALL

The InformAll project (a fifth framework concerted action) focuses on the provision of visible and
credible food allergy information to a wide variety of stakeholders, including in general consumers, the
agro-food industry (including primary producers, manufacturers and retailers), allergic consumers,
health professionals and regulators. Clinicians, food chemists, social scientists, allergy patient groups,
food manufacturers and retailers from across Europe and the USA are brought together within the
InformAll project to examine information needs of different stakeholders’. Within the project an
allergenic foods database has been developed that summarises information about each potentially
allergic food included in a form suitable for a wide readership, together with more technical information
of interest to specialists.

Project partners have evaluated a range of communication examples, such as webpages,
leaflets, and booklets. In total, 25 separate items in 5 languages have been rated according to their
accuracy, accessibility, and relevance to the perceived target audience. Most of the information was
considered accurate and understandable; however, most of the examples were aimed at a number of
stakeholders with only 20% of the sample targeted at a directed group.

Within the project it is suggested that communication requirements can be identified at

different stages in the human lifecycle, which entails the development of different communication
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approaches. Parents wishing to prevent their baby becoming allergic need to know whether any foods
consumed by the mother or the baby, may sensitise their baby, setting up the risk of allergic reactions
in the future, so that they can prevent or reduce this risk. Parents also want to know whether other
routes of exposure to allergens (for example, through contact) are relevant to the development of
childhood allergy. Information is also required by allergic consumers relating to how the different types
of allergic symptoms (for example, eczema, asthma, food allergy, and rhinitis) are linked, and how to
relieve symptoms. As well as consistent evidence-based feeding and weaning advice, greater support
from midwives and health visitors who understand allergic disease is needed. This may entail the
introduction of specialist training programmes for health professionals, as well as the development of

appropriate information materials.

GA2LEN
Ga2len (Global Allergy and Asthma European Network) is a network of excellence within the Sixth
Framework Programme. The network focuses its initial programme on developing new ways of
preventing or managing allergies and asthma. These issues are examined in relation to their
influences within various age groups:
Events occurring during intra-uterine life with special focus on the foeto-maternal interface:
Allergic diseases and asthma usually start early in life, suggesting that materno-foetal influences
are important in the development of IgE-mediated allergic diseases.
Early life events in the development of allergic sensitisation: Several environmental factors,
including indoor and outdoor pollution, food, life style and infections interact early in life with
gene susceptibility to induce allergenic sensitisation. These interactions are probably related to
the recent increase in the prevalence of allergy and asthma.
The translation of allergic sensitisation into allergic disease: Only two third of subjects with
allergen specific IgE develop symptoms: better knowledge of the differences between
sensitisation and disease is critical to understanding the allergy @arch©
The persistence and aggravation of allergic diseases and asthma: It is also important to
understand the factors determining whether allergic diseases - once established - persist

through childhood into adulthood and beyond. Particular interest is given to tissue remodelling.

Within this network, all aspects of allergy and asthma are addressed by integrating EU research
centres, spreading knowledge to invested targets, and to decrease the burden of allergy and asthma
in Europe. For WP 4.1 of EuroPrevall it will be important to be in contact with the Ga’len network in
order to integrate new research findings into the EuroPrevall project. However, it is still too early to
incorporate specific findings from Ga’len into this report.

Taken together, it can be concluded that there has been scant empirical investigation into
consumer information needs regarding food allergy information provision. This will be addressed in

theme 4.1 of the EuroPrevall project.
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Consumer information preferences regarding information provision has not been a major focus of EU
funded research. None-the-less, there is still some evidence that effective information provision is a
priority for food allergic consumers and their families and carers. The exact form of this information,
and how it should be delivered, may vary across consumer groups suffering from different severities of
food allergy, needs further clarification. The impact of food allergy on quality of life, as well as the

potential economic impact, also needs to be formally assessed.

2.3 Information from patient groups/clinics in the Netherlands, Greece, and Bulgaria

Within the next stage of Workpackage 4.1 of EuroPrevall, an ethnographic study will be performed in
the Netherlands and Greece. In order to obtain insight in the information needs of consumers we have
conducted a scoping study to identify and summarise any existing consumer information needs in
these countries. We have included Bulgaria in this scoping study, to gain better insight in possible
differences in the information needs of food allergic consumers between a western, a southern, and
an eastern European country. The input from WorkPackage 4.2.1. of EuroPrevall is also included in
this assessment..

The results of this research are not intended to be exhaustive, but rather indicative of any
additional factors that need to be considered in the design of the empirical research in Workpackage

4.1 of the EuroPrevall project. The following activities were undertaken:

- Websites where consumers can ask questions about food allergy and gather information from
these websites were searched to identify frequently asked questions lists.

- Clinicians were asked about the information needs of food allergic patients, or their parents or
carers that they meet in their clinics.

- Information was gathered from patient groups regarding the information needs of food allergic
patients, or their parents or carers (an example being the Dutch Anaphylaxis Network).

- Input from Workpackage 4.2.1 of EuroPrevall is also considered. Within this Workpackage
focus groups have been held to provide information salient to the development of instruments
for measuring health-related quality of life for patients with food allergy. A combination of
focus-groups comprising food allergic patients, and one-to-one interviews with 60 food allergic
consumers, were used. All respondents were aged between 8 and 80 years. Questions were
asked about the different aspects of life that are affected by food-allergy. The information

salient to information provision has been extracted from these data.
Within the Netherlands, several websites were searched in order to identify the information needs of

allergic consumers. The Dutch Anaphylaxis Network was also contacted in order to discuss what type

of information might be relevant to food allergic consumers
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Within Greece and Bulgaria, it has been difficult to reach clinicians who work with food allergic
patients. A number of websites were, however, identified and were searched in order to identify the
information needs of food allergic patients in these countries.

In the following paragraphs the topics that are of concern for the food allergic consumers, as
resulted from the actions taken (mentioned above), will be discussed and explained. Table 2 gives on
overview of these topics. Appendix | presents the complete list the FAQ and the QoL items that were

related to the information needs of food allergic consumers.

Table 2. Topics of concern for food allergic consumers.

General issues about food allergies
Specific food products and food allergy
Breast feeding, children and food allergies
Labelling and food allergy

Grocery shopping and food allergies
Dining out and food allergy

Holiday and food allergy

Work and/or school and food allergies

On all websites surveyed, the information from clinicians in the different countries and the
results from Workpackage 4.2.1 showed similar general questions about food allergy, which are rather
basic in nature. This could be due to the fact that a lot of people diagnose food allergy independently
of a formal clinical diagnosis. The basic questions identified focus on, for example, what kind of foods
can cause allergies, or medical questions related to the disease itself, for example what happens
when someone gets an anaphylactic shock, or what tests can reliably diagnose food allergies.

Another topic of interest to food allergic consumers relates to specific food products and the
occurrence of food allergy. Specifically, consumers ask if a specific food product should be avoided in
case they have a food allergy to a specific allergen. For example, consumers might ask whether they
should avoid peanut oil if they suffer from peanut allergy, or whether there are non-allergengic apples
available for consumption by apple allergic consumers. These questions can be very diverse,
depending on the type of allergy from which a particular consumer suffers.

There were also lots of questions from the worried parents of children suffering from food
allergy. Questions were asked about breast feeding and the future development of food allergy in
infants. For instance, women ask whether they have to follow a special diet when they breastfeed their
baby to prevent him or her developing food allergy. Parents also ask which formula feed they should
give their baby in cases of cow milk allergy or lactose intolerance. There seems to be confusion about
vaccination and food allergies. Parents are worried that the vaccine contains the allergen and can
therefore cause an allergic reaction. Another problem is that some parents believe that vaccination is
potentially responsible for the development of food allergy in children.

Labelling appeared to be very important topic in the information search of the food allergic
consumer. A lot of questions were directed towards understanding the information provided on the

label by the manufacturers. To confirm previous findings, it seems consumers find it difficult to locate
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intelligible and useful information on the label about allergens. Specifically, they find it complicated to
interpret the labels, they complain about the terminology (which they report as being too complex), and
in many cases, the information is often incomplete (not all the ingredients are mentioned on the
ingredient list). Some consumers even call the manufacturer to ask for information about the exact
product composition. Consumers are also aware that the product composition changes over time.
Thus not all safe food products stay safe for the allergic consumer, resulting in the need for constant
vigilance on the part of the consumer

Some questions relate to the problems food allergic consumer encounter during grocery
shopping. On average it takes the food allergic consumer much longer to do grocery shopping,
because they have to pay much attention to the food labels and have to search longer for safe foods
or foods they trust. As a consequence of the limited amount of safe foods the variation in the diet is
small. To reduce the searching time during grocery shopping, allergic consumers often go the same
shop every time and buy the same food products. Food allergic consumers also indicate they have to
spend more money on grocery shopping because of allergen free foods are often more expensive.

In the case of social activities, such as dining outside the home (for example, at the homes of
family or friends, or in restaurants) careful preparation is required. Beforehand the host or hostess
must be informed about the food allergy, and information about which products should be avoided in
the food, and preferably also in the kitchen, should be provided. Sometimes it can be annoying for the
food allergic person that there is no alternative product available to the one which is problematic. At
social events, where many people are being catered for, the problems of allergic consumers are
amplified

Dining in restaurants requires maybe more preparation on the part of allergic consumers.
Friends and family are more willing to take food allergy needs into account compared to restaurants
and other catering outlets. The restaurant must be informed beforehand about the allergy, which
prevents the food allergic consumer spontaneously deciding to eat outside the home. Another option
for food allergic consumers is for them to be provided with information about what ingredients are used
in specific dishes. However, because not all personnel employed in the restaurant may be informed
about what ingredients are used, or indeed the importance of food allergy, there is a large chance that
the allergen may be included in a particular meal in any case. Another problem encountered by food
allergic patients is that many catering staff do not realise they can contaminate the cutlery with
allergens using their hands.

The same problems occur when food allergic consumers are eating abroad (on holiday). It is
even more difficult to explain risks of the food allergy in a language which is poorly understood, or not
understood at all. One solution is for food allergic consumers to make lists of food products (in the
relevant foreign language) which they cannot eat, and it would be useful for translation resources to be
provided to facilitate this, perhaps via the Internet. Most hotels offer a buffet, but this is very dangerous
for food allergic persons due to the potential for cross contamination and the lack of labelled
information on signs beside the products. Moreover, the food allergic consumer is very limited in
buying and eating food products abroad. The labels are mostly in a foreign language which makes it

difficult to check if the allergen is in the product. One can image that in these situations grocery
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shopping takes far more time then in an individual's home country. The food allergic person really has
to check beforehand whether the hotel is capable of taking the dietary considerations of food allergic
patients seriously into consideration. The potential for cross-contamination may also vary across
countries and restaurant types.

Parents of food allergic children experience particular problems when informing others about
their child’s problems. Many employees in schools and day care facilities do not understand what the
risks of food allergies are and, as a consequence, do not act in a responsible way. Another problem
relates to institutional concerns about child protection. For example, some children are not accepted at
day care facilities because of their food allergy. One question frequently asked by consumers relates
to how to communicate individual dietary needs to other members of the community.

Many food allergic consumers find it annoying to always have to bring their own lunch to
school or work because the canteen is not able to provide allergen free food. The same is true for
school or business trips. It is therefore difficult to engage in social activities involving foods for allergic
persons.

Food allergic patients from the Netherlands, as well as from Greece and Bulgaria reported
about the same problems. In general, food allergic consumers find it difficult to gather all information
they need in order to eat food which is safe for them. They do not only encounter problems in grocery
stores, but also in restaurants, at work, and other places where they would like to eat food. In many

cases, it is also difficult for them to eat abroad.

2.4 Conclusions on information need of food allergic consumers

In all three countries assessed (the Netherlands, Greece and Bulgaria), there is some evidence that
food allergic consumers perceive a lack of information about the inclusion of potential allergens in the
food products they would like to eat. The information on the product labels is reported to be insufficient
in terms of what food allergic consumers require, but the way the information is presented at point of
sale is, at the same time, reported to be overwhelming. Social activities are problematic for food
allergic consumers, because they cannot eat spontaneously anywhere, indicating the need to develop
communication about food allergy with the general population, as well as with caterers and other food
providers.. More specific allergen information is important if food allergic consumers are enabled to

engage in normal social activities, and to improve the quality of life of these individuals.
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3. Information scenarios for allergic consumers

This report shows that the current information on food allergy labelling is insufficient in the context of
many daily life situations experienced by food allergic consumers. This results in situations where food
allergic consumers feel insecure about purchasing foods, in particular outside of the domestic
environment. Moreover, food allergic consumers always have to check the labels of each product they
have to buy to reassure themselves that the recipe used to make the product, and the list of
ingredients, haven't changed since their last purchase. Against this, , consumers feel that the current
information on the product labels is overwhelming, much of it being irrelevant to their particular needs.
This effect is amplified when travelling abroad, and consumers are attempting to interpret information
in foreign languages. The alternative, presenting information in all European languages on the label, is
unpragmatic and may result in the use of unreadable small fonts or exclusion of important information
due to space limitations.

New (ICT-) technologies could personalise the information to food allergic consumers. RFID-
(Radio Frequency ldentification) tags could be placed on food products, which when scanned can
provide a lot of information in the supermarkets. Personalised cards which can identify individual
consumer information needs, in combination with in-store computer technology could help food allergic
consumers to find products they can eat safely. Bar-codes could be placed on foods sold loose,
because without labels these food products are problematic for food allergic consumers under the
current legislative system.

In restaurants, special menu cards indicating all ingredients used could be provided to food
allergic consumers. In canteens, cards with the ingredients listed could be placed beside the food
products sold. The manufacturers and the hotel and catering industry should look at (creative) ways to
provide precise product information in a way that is convenient to consumers.

During the ethnographic study in the next phase of the Europrevall project (Workpackage
4.1.2) food allergic consumers will be confronted with several of the information scenarios described
above. With the results of the ethnographic study real-life information scenarios can be developed and

tested.
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4. Conclusions and discussion

The main aims of this report were to collate information regarding consumer preferences for food
labelling from existing EU-funded projects and to gather existing knowledge regarding consumer
preferences for information needs, particularly regarding food labelling in general. This report has
brought together, for the first time, in-depth information from selected various European sources on
allergen labelling, which will facilitate the development of labelling and information scenarios in
Workpackages 4.1.2 — 4.1.4. of the Europrevall project

The existing literature on consumers and food allergy indicates that food allergic consumers
experience stress and potentially impaired quality of life as result of poor labelling practices. Despite
the new labelling legislation, allergic consumers are still not completely sure about the safety of
products. This uncertainty could be caused by fear of cross-contamination, unlabelled products (for
example those which are not packaged), and the difficulty understanding the product labels.

Existing EU- funded projects have addressed consumer issues related to food allergy. The
research explicitly addressing consumer issues is somewhat scarce and does not provide explicit
guidelines for the implementation of effective communication strategies. However, there is some
evidence that food allergic consumers use different strategies to gather information about their (child’s)
food allergies, although some information provision systems (such as product labelling) needs
considerable improvement. There is some evidence to suggest that food allergy has a negative impact
on the quality of life of allergic consumers, although this has not been systematically measured to
date.

There is also preliminary evidence from a scoping study that consumers find the information
on product labels is insufficient, but that, at the same time, the way the information is presented is
overwhelming. Social activities are problematic for food allergic consumers, More and specific allergen
information is essential for food allergic consumers in order to have a life which is as normal as
possible.

In summary, there is some evidence that food allergic consumers experience stress as result
of poor communication and labelling practices. Food manufacturers have a moral and legal
responsibility to produce safe products. Despite the new labelling legislation, allergic consumers are
still not completely sure about the safety of products, caused by fear of cross-contamination,
unlabelled products, precautionary labelling (“may contain” labels), and difficulties in understanding
product labels. It is concluded that new ICT approaches may be beneficial for food allergic consumers.
Examples include RFIDs to improve traceability, the use of a data base in the supermarket and
delivery of personalised information, could be used to make the product information more complete
and easier to understand. Consumer preferences for the implementation of such new approaches,
together with feasibility of adoption, needs to be assessed, and this will be the topic of research in the
next phase of the EuroPrevall project (Workpackage 4.1.2), where food allergic consumers will be
confronted with several of the information scenarios in a retail environment. This will provide the basis

for a tested and implementable set of guidelines underpinning the development of new approaches to
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delivering necessary information to the allergic consumer, which can later be integrated into activities

in other Europrevall Workpackages within theme 4 and within other project activities.
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Appendix | Information from website on food allergy in The Netherlands and Greece

General

1.

ONOOR~®WON

9.

10.
11.
12.
13.
14.
15.
16.
17.
18.
19.

20.
21.
22.

To what kind of foods can people be allergic?

Which food products can cause allergies?

Where can | find special recipes for allergic diets?

How reliable are tests for food allergies?

Can | become allergic to an increasing range of products?

Is there a link between behaviour and allergies?

Is it possible that food is the cause of increasing number of allergies arising now days?

Are there warning collars/necklaces available that my child can wear to identify that they are
food allergic?

Do you know the Spanish / French /etc. name for typical allergens?

What does “hidden allergens” mean?

What is the histamine threshold at which you are diagnosed as allergic? Can the histamine
level be influenced?

Is there an overview of additives and allergic reactions? Where can | find it?

Can there be cross-reactivity between food and pollen? And between foods?

How can | learn if | am allergic to some foods?

Can dermatological tests show for sure if we are allergic or not to some foods?

Which foods cause the most persistent allergies?

Which are the warning signs of allergy or anaphylactic shock?

Which is the most suitable treatment for food allergy?

Is it possible for someone who has never suffered from food allergy to react suddenly after
eating a certain food for the first time, or to a food which he has eaten before?

Which foods cause allergy?

How can someone suspect that he suffers from food allergy? Which are the symptoms?

Why are some people allergic to foods while others are not?

Food allergens

23.
24.

25.
26.
27.
28.
29.
30.
31.
32.

33.
34.
35.
36.

37.
38.
39.
40.
41.
42.

Holiday

43.

44,

Is peanut allergy dangerous?

My son of 4 years old got a very serious allergic reaction after eating cashew nuts. Does this
mean that he also cannot eat peanut butter and similar products anymore?

When | have peanut allergy, should | avoid peanut oil?

Are biological products free of peanuts?

Which products are processed with peanuts?

When you have an egg and nut allergy, what can and what can’t you eat?

| am allergic for wheat. Can | eat spelt? What is this?

| have an apple allergy, are there apples which | can safely eat, for example Braeburn?

Where can | buy non allergic apples?

I have recently discovered that | am allergic to benzoic acid (E210), which products should |
avoid?

Which foods should | avoid when | have lactose intolerance?

Can | use goat’s milk when | am intolerant to cow® milk?

Which additives contain milk products?

| am training to become a baker. | recently found out that | have a flour allergy, where can |
find information about this?

Can pork meat cause allergic reactions?

Are there any fish that have more allergic antigens than others?

What fruits and vegetables cause the most usual allergic reactions?

How common is allergy to cow milk and what form does it take?

What foods should I avoid when | have intolerance in lactose?

When | am allergic in nuts should | avoid peanut-oil?

I have an allergy for hen’s eggs. Can somebody tell me which code | should use for my trip
outside of Europe?

Where can | find a hotel that is willing to provide special food allergy diets (e.g. lactose
intolerance, peanut, chicken egg) into account?
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Labelling
45. What values/criteria should manufacturers use in labelling for cross contamination?

46. How should you interpret the labels on food products?

47. How can | see in the supermarket if there are additives in a product?

48. When do food labels need to provide information on allergens?

49. Is it always mentioned on the label if peanuts are processed in the product?

50. Can you see on the package of a product if an allergen is an ingredient in a product?
51. Which allergens must be mentioned on food labels by law?

52. Do all fruit products carry labels?

Dining out
53. How do you cope with a food allergy in a restaurant?
Breastfeeding and children
54. Can you prevent food allergies developing in children?
55. Does breastfeeding help to prevent allergy in children?
56. Do | need to follow a diet when | breastfeed my baby to prevent allergies?
57. Should pregnant or breast-feeding women avoid eating peanuts?
58. Which formula feeding should | give in case of cow milk allergy or lactose intolerance?
59. How should you handle the introduction of foods to your child (weaning)?
60. Is there a relationship between vaccination and the development of allergies?
61. Can children with a food allergy be vaccinated?
62. Is the allergy of many children to eggs associated with allergy to milk?
63. How can | understand if my child is allergic?
64. From what age does the tolerance of an allergic person to various foods get better?
65. When | am pregnant should | avoid the consumption of nuts?

(www.anafylaxis.net,

www.allergietest.nl,

www.voedselallergie.nl,

www.allergie.wur.nl,

www.consumentenbond.nl,

www.food-info.net,

www.voedsel.net ,

www.gourmed.dr,

http://www.care.gr/home/,
www.allergy.org.gr/html/patients_info/food allergy.html,

www.dir.dq)

Approximate date accessed these websites: August/September 2005.




