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What do we know now that we
didn’t know then in food allergy ?

WHAT DID WE DO? z

The use of patient measures The impact on patients and their Understanding reciprocal

leads to a more patient-centered

Focusing on “medical issues” L E v lisease/dev O
alone will not result in best families is multi-faceted —needs a disease/development effects
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What matters to patients with food allergy and their families ?

. .. » - . ) . multi-faceted & intecrated rromotes targeted supports, better
practice and positive outcomes. perspective and improved care. a & gra I B Pl

response. treatment outcomes & transitions.

The overall goal of this research pathway lay in promoting positive psycho-social

development in children with allergic diseases, using a patient centered, multi- Research

system, life-course, and trans-disciplinary approach.

What matters to patients & caregivers can be very different to what matters from a
medical perspective- to be patient-centered, an outcome must actually be meaningful

WHY IS IT IMPORTANT?

to patients & caregivers.

Rather than a singles level analysis or ‘one size fits all’ approach, the use of patient report

“In value-based care, the only true measures of quality are the outcomes that matter to patients™

Pantaleon L. 2019 Mar;33(2):356-362. measures has led to a more patient-centered and integrated perspective contributing to improved

care, patient experience and outcomes.

Some of the measures that help to inform a psycho-social and

What matters to patients with food allergy and their families ? developmental perspective in research, practice, policy*

The identification of psycho-social and developmental issues impacting management, confidence

Food allergy-related Quality of Life Questionnaire (FAQLQ) (Adult Self-report; Child self-report; Parent-proxy/impact

Food Allergy Quality of Life (FAQLQ-10) (Short Forms) m

Food Allergy Independent Measure (FAIM) (Adult Self-report; Child self-report; ﬁ /<.‘
¥ /

Parent-proxy)

The Food Allergy Quality of Life Questionnaires
Emotional (FAQLQs)* and subscales were developed based on patients

Impact

and quality of life is now seen as a priority and unmet need that must be addressed by health care

& parents most important and meaningful concerns.

professionals in coordination with governmental and non-governmental organisations (e.g. patient

Food Allergy Coping and Emotions Scale (FACES)(Teen/adult self-report; Parent-

proxy) &/ coping styles

Sl Validated for multiple timepoints and settings (primary & FA-specific anxiety and

Allergen
Avoidance

advocacy groups).

Dietary

secondary care, schools, clinical trials, psycho-educational
Restrictions 8

Food allergy anxiety
(FAA) screening tool for

clinicians

Food Allergy Anxiety Screening Tool (FAAST)(Teen/adult self-report;

programmes, industry, organisations etc).
Parent-proxy)

Self-efficacy in

‘ Food Allergy Self-Efficacy Seale (FASE; SEFAQ) (Teen/adult self-report; e P B T h ° f ) b h f' ld ° ll
o) 1s transiormation can be seen across the 1i1eld 1 allergy.
Risk of Positive and Negative Affect Schedule, Food Allergy (PANAS-FA) Teen/Adult

Accidental B The FAQLQs - and the measures that followed -

Exposure Anucly Attitudes to Food Allergy Seale (ATFAS) Teen/Adult (Clinical trials used clinical indicators of outcome (‘safety, tolerability and efficacy’ data)...

have led to an increased understanding of the lived

Patient/Parent Treatment

experience of patients & caregivers of all ages. FAQLQ (and other measures) now collected at multiple time points— and following trial endpoint

Food Allergy Satisfaction with Life Scale Teen/Adult

satisfaction/burden

_, For example, early studies of allergen

Food Allergy Cope Inventory Teen/Adult

Baseline End-of-Treatment 12 months Post-Treatment

*Parent Form, Child Form, Teen Form, Adult Form. Validated and translated into 20+ languages. Recommended as gold-standard by EAACI,
WAO, and GA2LEN.

**Funded website to host all measures (together with scoring sheets and instructions etc. ) currently being developed.

immunotherapy used only limited clinical,

Burden Of Treatment Assessment iN Infants and Children (BOTANICA) (all age groups including parents/caregivers)

*Funded website to host all measures (with scoring sheets and instructions ete.) currently being developed.

indicators of outcome (‘safety, tolerability;
efficacy’). More recent studies have collected

Lower score =
Better quality of life

quality of life at multiple time points througho

Precision/personalized medicine & care the clinical trial and (for the first time) followin

Minimal Clinically
Important Difference

trial endpoint, ensuring treatments are benefici

b d th h setting.
The FAQLQ allergy specific subscales allowed us to delve more deeply into the impact of cYOnE M Testarell st e Alergic

Desensitised 5000mg SU/Remission

allergy on everyday living for different groups.

FOI' example. ., Precautionary allergen labelling: mapping

perspectives from key stakeholder groups

Food allergy-anxiety (FAA)* - a psychological condition characterized by excessive worry

Children, teens and parents need
to cope with normal developmental €———=>
changes
Food challenge as diagnosis Inconsistency in application of PALs
versus safe level threshold and in advice given by HCPs,

) )

Confusion on how much allergen is required to cause a reaction.
Confusion on how severe this reaction might be.

Children, teens and parents need to
cope with constant vigilance

and fear surrounding potential allergic reactions to food. Research on preferences and risk assessments

for precautionary allergen labelling (PAL)

*Screening tool developed for FAA — (FAAST) with patients and parents, and other

Prevention is key

Adolescents and Young Adults (AYA) -highest risk of psychological

distress - and worst quality of life of all age groups.

Many life-long patterns are established in childhood - determining future
health & well-being outcomes.

Vigilance that promotes safety &
S ) \\ quality of life (Balanced Adaptation)
/' “She is only little but her fear now is to "\
even breathe the allergen’. )
\\: Mum of Tilly, 5 years. /,/

Hyper-vigilance Hypo -vigilance

DunnGalvin, A., & Hourihane J'OB. "Developmental trajectories in food allergy: a review." Advances in food and nutrition research 56 (2009): 65-100.

FAA can significantly

!

Allergic reactions are perceived to
be unpredictable

0

Low level of control/
High level of uncertainty

{

Reduced public

PALs are perceived to be unreliable

J

! evidence-based approach.

trust in food safety

Reduced compliance

!

stakeholders(e.g. manufacturers & regulators)
agreed on the need for a more consistent,

impact daily life, affecting
social activities, school
participation, and overall

quality of life.

Dunn Galvin, A & Hourihane J'OB. . "Psychosocial mediators of change and patient selection factors in oral immunotherapy trials." Clinical reviews in allergy & immunology 55.2

(2018): 217-236.

Developmental Pathway & Balanced Adaptation

A Developmental Pathway

‘Balanced Adaptation’

Confidence, Resilience, Coping Flexibility - helps patients & families balance Safety with Quality of Life
Having allergy means that I can manage all sorts of bad stuff better
than most of my friends. Cam, aged 10, UK

You feel vulnerable but on the other hand, you feel strong’. Luigi,

Reduced confidence in coping, decision making, and management

{

Search for control/certainty

We also found that this would improve trust
safety and quality of life those living with

Ignore all PALs, define own
thresholds, and/ or interpret PAL
A wording as implying a level of risk

| !

Increased risk/reduced quality of life

_—

food allergy.

Building Balanced Adaptation from Diagnosis to Transition

(" Patient-Centered ) . . Transfer across [ Patient-Centered ™
\ Tracking/monitoring/assessment

Based on the findings of patient measures, the Pt Cemered el G

EAACI Adolescent & Young Adult Task Force 2. = i sl s, seatment

n?edlumee., tn.ggerb, ]'lb.l\‘c., ddd}.Jtdtlon to adherence, self-advocacy, decision
different settings, flexible coping.

Start early
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appropriate

created to push for best practice in psychological

services to support self-management and
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transition.

Structured f/}T
multidisciplinary tiad
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P, approach 1 . Individualised Care Plan for self-
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A practical toolbox was developed for asthma and

Sereen for anxiety (e

allergies (+series of EEAACI Position papers).

and quality of life in

parents & patients.

Infants Toddlers Children Adolescents Young Adults
Experience : ‘Rules’ ‘Difference’ ‘Uncertainty’
Parent Protection - Growing awareness - Autonomy

v’ Seeking advice and support,
v" Confidence in self-management,

Coping StyleS (differently expressed but observable in all age groups) v Positive re-framing,
v Flexible self-management

Maximisation Balanced Adaptation Minimization Managmg stress & uncertainty

Anxiety/Stress/Avoidance

Confidence/Resilience/Flexibility

v" Coping with change/transitions

Anger/Frustration/Riskiness v’ Motivation to self-care

age 17, Italy.

I used to avoid bringing the pen because I usually didn’t need it so I
hated it. But if I bring [the auto-injector| and nothing happens,
then that’s a result, isn’t it ?

Lottie, aged 14, Ireland

L] L] L]
| N This research pathway - which began with the
You learn to judge a situation and see if it’s safe or risky and then == JOURNAL

Quality of Life you do what is needed. Ferdy, age 16, UK

Open Access

Managing food allergy: GA?LEN guideline
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development of a single patient reported measure - led

Social & Dietary Restrictions Food Allergy Anxiety Psycho-social Impact

to the inclusion of psycho-social and patient-centered
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perspectives in guidelines by the European Academy of

Allergy and Clinical Immunology(EAACI), the World
Allergy Organisation (WAQ), and the Global Allergy
and Asthma European Network’s (GA2LEN).
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When food allergy is diagnosed, patients and families must develop a new ohir
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ABSTRACT

Food allergy affects approximately 2-4% of children and adults. This guideline provides recom-

m
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Recommendations included the development of a multi/trans-disciplinary team approach to

Good quality of life will depend on achieving a
balance between lifestyle & safety.

diagnosis and management of allergic disease and the value of allied health professionals.
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