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Learning Objectives
1. Explain the role patient advocacy plays in the 

development, awareness, & advancement of FPIES
2. Identify three areas of need for the day-to-day 

nutritional management of FPIES.
3. List 3 common obstacles & creative solutions 

impacting the quality of life of patients living with 
FPIES.



What is FPIES?

FPIES = 
Food 
Protein-
Induced 
Enterocolitis 
Syndrome

A non-IgE cell-
mediated food allergy 
that can be severe and 
lead to shock.

IgE = immunoglobin E



International FPIES Association (IFPIES)

• Established 2011
• Personal journey
• Patient & provider focused
• IFPIES has modeled the shift to patient-centricity



The Role of Advocacy in Shaping FPIES
An ecosystem of partnerships towards a biomarker, diagnostic, & treatment





Chehade, M et al, Ann Allergy Asthma Immunol.,2019



FPIES Nutritional 
Management 2024

• Trauma-informed care
• Day-to-day practical 

management tools
• Shared-decision making





Solutions

• Integrate an allied health team early in the 
process

• Identify supportive networks; IFPIES, support 
groups, connect with other patients and families

• Mindfulness-based stress reduction
• Give a sense of control back to the patient & 

family
• Telehealth support more frequently





Solutions

Shift the focus from avoidance to substitutions
• Focus on foods with versatility; potato, coconut, 

almond (liquid, a semi-solid, a flour, solid)
• Create a safe space for safe foods- shelves, 

fridge, play kitchen
• Get creative! Foodless cakes, freebie foods, 

shapes & colors
• Grow a garden of safe foods
• Cook together - sensorial experiences
• Engage your school - "SHOP" for safes
• Create experiences - themed parties, pinatas, 

trick or trade?





Solutions

• What are your goals? Maintain or advance diet?
• EDUCATE: What will happen? When? Where?
• Challenges: At home, in clinic, avoid
• Assign someone to call for help
• Engage Child Life
• Create a sense of empowerment - Superhero 

Capes
• Sign a "no-no"- IV placement
• Provide clinical resources: ER letter, Caregiver 

Action Plan, Dining Out Card, IFPIES FAST Pass
• Industry: Honor a birthday
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