
Home management of anaphylaxis
For people with alpha-gal syndrome

An Alpha-gal Information update



Disclaimer

I am not a physician or medical professional. 
The information provided in this webinar is for 
educational purposes only and is not intended 

to provide individual medical advice. Please 
consult your healthcare provider for medical 

advice specific to you. Please read the full 
disclaimer at the end of this presentation.



Activate EMS=Call 911 (in the U.S.)
Questions

Recording and slides



Maybe you hate going to the ER 
as much as I do…



Maybe you hate going to the ER as 
much as me…You should go to the ER!



NO!
’Tis but  a scratch!

If so, you will want to learn about …

You should go to the ER!



If so…
you will want to learn about …



NEW guidelines for home 
management of anaphylaxis…



Under the new guidelines …
Home management of anaphylaxis

may be appropriate



Home management of anaphylaxis

may be appropriate

If very specific
 conditions are met



This presentation is designed to help 
you prepare to talk to your provider 

about home management of 
anaphylaxis.



It is NOT a substitute for 
your provider’s medical advice!



Home management of anaphylaxis
REQUIRES a plan approved by your 

provider! 



Step #1:
MAKE AN APPOINTMENT WITH 
YOUR PHYSICIAN



At your appointment, your physician 
will work with you on the next steps



Step #2:
WORK WITH YOUR PHYSICIAN
TO DETERMINE IF YOU ARE A GOOD 
CANDIDATE FOR HOME MANAGEMENT



You are a better candidate if:
❖ You are capable or have a caregiver who is
❖ You are adherent
❖ You have access to at least two doses of epinephrine
❖ You have access to emergency medical services



You are a better candidate if:
❖ You are capable or have a caregiver who is
❖  You are adherent
❖ YYou have access to at least two doses of epinephrine
❖ You have access to emergency medical services 



You are capable or have a 
caregiver who is

You know how to carry 
out the needed steps 
and are prepared to

You are physically, mentally, and 
emotionally capable of managing 

anaphylaxis at home.



You are capable or have a 
caregiver who is

For example, 
a young child with parents 

who are capable



A capable candidate…



A capable candidate…
❖ Understands the risks vs benefits of home management
❖ Can understand and follow an anaphylaxis emergency 

care plan
❖ Knows how to recognize anaphylaxis 
❖ Knows how to respond to anaphylaxis, including: 
➢ When to administer epinephrine (symptoms)
➢ How to administer epinephrine

❖ Is not hesitant to administer epinephrine

It is your doctor’s job to explain 
the risks and benefits specific to 

YOU, based on your clinical 
history and needs

You understand what you are 
taking on
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A capable candidate…
❖ Understands the risks vs benefits of home management
❖ Can understand and follow an anaphylaxis emergency 

care plan
❖ Knows how to recognize anaphylaxis 
❖ Knows how to respond to anaphylaxis, including: 
➢ When to administer epinephrine
➢ How to administer epinephrine

❖ Is not hesitant to administer epinephrine



Maybe you don’t feel 
capable…



But you can become more 
capable!



Take this course!



Review these resources!



Gee whiz, I am 
so much more 
capable now!



You are a better candidate if:
❖ You are capable or have a caregiver who is
❖ You are adherent
❖ You have access to at least two doses of epinephrine
❖ You have access to emergency medical services



You are a better candidate if:
❖ You are capable or have a caregiver who is
❖  You are adherent
❖ You understand the risks and benefits of home care
❖ You have access to at least two doses of epinephrine
❖ You have access to emergency medical servicesYou can be trusted to 

stick to a plan that you 
and your doctor agree to



An adherent candidate…



An adherent candidate…

❖ Follows their physician’s advice
❖ Takes medication needed to control their chronic conditions
❖ Sticks to the anaphylaxis emergency care plan they made with 

their physician, for example, they:
➢ Keep epinephrine with them at all times
➢ Do NOT hesitate to use epinephrine at the first sign of anaphylaxis
➢ Do NOT take an antihistamine instead “to see if it works”



Maybe you aren’t very 
adherent…



To become more 
adherent…



Listen to your doctor!
Stick to the treatment plans 
you and your doctor agree 

to!



This is any easy fix. Just 
listen to your doctor and do 

what they say!

Gee whiz, I am such an 
adherent patient now!



You are a better candidate if:
❖ You are capable or have a caregiver who is
❖ You are adherent
❖ You have access to at least two doses of epinephrine
❖ You have access to emergency medical services
❖ You understand the risks and benefits of home management



You are a better candidate if:
❖ You are capable or have a caregiver who is
❖  You are adherent
❖ You have access to at least two doses of epinephrine
❖ You have access to emergency medical services



You MUST have at least two 
doses of epinephrine 

OR



Immediately 
available! 

NOT:

“Somewhere around here”

“Maybe in the medicine 
cabinet”

“In my purse, I think”

“In the car ”



You are a better candidate if:
❖ You are capable or have a caregiver who is
❖  You are adherent
❖ You have access to at least two doses of epinephrine
❖ You have access to emergency medical services



You are a better candidate if:
❖ You are capable or have a caregiver who is
❖  You are adherent
❖ You have access to at least two doses of epinephrine
❖ You have access to emergency medical services

For example, you do not live too far 
from a hospital



What makes you a  worse 
candidate 

for home management ?



You do NOT have at least 
two doses of epinephrine 

OR



? ? ?
? ?? ?

You do NOT understand 
when or how to use 
epinephrine



“I’ll just try this antihistamine first 
and see if it works…”

“I’ll just wait awhile 
before I use this 
epinephrine…”

Have a history of poor adherence to 
previous treatment recommendations



For example, you live by yourself, 
with no neighbor nearby 

you can count on

Are alone, without immediate access to 
someone who can provide help if needed



For example: 
you live in a remote area, 

far from a hospital

You do not have access to emergency 
medical services



You have a history of severe 
anaphylaxis 



For these purposes,
severe anaphylaxis includes anaphylaxis that: 

❖ Required more than 2 doses of epinephrine
❖ Resulted in hospitalization
❖ Resulted in intubation

Severity based on 
outcome



How you feel is also a factor

❖ Are you uncomfortable with managing anaphylaxis without 
calling 911 and going to the hospital? 

❖ Are hesitant to use epinephrine, for example:
➢ Are you afraid of needles? 
➢ Are you concerned about the side effects of epinephrine? 

= WORSE candidate



Some other factors you and your 
physician may want to discuss include:
❖ Risk factors for severe anaphylaxis (even if you have 

never experienced it), such as:
➢ Age >65
➢ Male gender
➢ Cardiac or pulmonary comorbidities (heart or lung conditions)
➢ Mastocytosis
➢ Use of beta blockers or ACE inhibitors in proximity to allergen 

exposure, and vigorous physical activity
➢ Allergies to insect venom or medications
➢ Several other factors—discuss with your doctor

❖ Risk factors for biphasic anaphylaxis
❖ Economic factors



In summary…

Let’s compare 
a better vs worse candidate for home management of anaphylaxis



A better candidate:

ALL of these ANY of these

A worse candidate:
❖ Does NOT understand the risks and benefits of 

home management
❖ Does NOT have immediate access to at least two 

doses of epinephrine
❖ CANNOT understand and follow an anaphylaxis 

emergency care plan
❖ Does NOT know how to recognize anaphylaxis
❖ Does NOT understand when or how to 

administer epinephrine
❖ Is hesitant to administer epinephrine
❖ Has a history of POOR adherence to previous 

treatment recommendations
❖ Is alone, without immediate access to someone 

who can help if needed
❖ Does NOT have access to EMS
❖ DOES have a history of severe anaphylaxis 

❖ Understands the risks vs benefits of home 
management

❖ Has immediate access to at at least two 
doses of epinephrine

❖ Can understand and follow an anaphylaxis 
emergency care plan

❖ Knows how to recognize anaphylaxis 
❖ Knows how when and how to administer 

epinephrine
❖ Is NOT hesitant to administer epinephrine
❖ Has a history of GOOD adherence to previous 

treatment recommendations
❖ Has immediate access to someone who can 

help if needed
❖ Has access to EMS
❖ Does NOT have a history of severe anaphylaxis



Step #3:
WORK WITH YOUR PHYSICIAN 
TO DEVELOP A HOME MANAGEMENT PLAN



Anaphylaxis emergency care plan

Step #1: Download an Emergency Care Plan from FARE 
Step #2:  Take the form to your allergist



Emergency care plan
Step #1: Download an Emergency Care Plan from FARE 
Step #2:  Ask your allergist to:

▪ Complete the plan
▪ Explain the plan

Your job:
▪ Bring the form
▪ Ask your allergist to create a plan
▪ Participate in creating the plan
▪ Make sure you understand the plan

Your allergist’s job:
▪ Create a plan
▪ Include you in the decision-making
▪ Explain the plan

If you already have an emergency 
care plan, make sure add an 

addendum to cover home 
management.



Step #3:
UNDERSTAND WHEN AND HOW  TO 
IMPLEMENT YOUR HOME MANAGEMENT PLAN



Even with your doctor’s approval and a 
home management plan, 

you may NOT be able to manage 
anaphylaxis at home every time.



Anaphylaxis should ONLY be managed 
at home IF…

ALL 
of the following apply…



Your home management plan has 
been approved by your physician

Must 
apply!



Must 
apply!

You are at home



Must 
apply!

You are with someone who can 
monitor your symptoms



Must 
apply!

You have at least TWO doses of 
epinephrine 

(autoinjectors or Neffys)



Your anaphylaxis is NOT severe

Must 
apply!



Anaphylaxis should NOT be managed 
at home IF…

ANY 
of the following apply…



Your home management plan has 
NOT been approved by your 

physician

Activate 
EMS!



You are at NOT at home

Activate 
EMS! For example: at work, daycare, 

school or a restaurant



You are alone

Activate 
EMS!



You do NOT have at least 
two doses of epinephrine 

Activate 
EMS!



Your anaphylaxis is severe

Activate 
EMS!



What does severe anaphylaxis 
look like?

Symptoms of severe anaphylaxis 
include (but are not limited to) the 

following…



Severe anaphylaxis includes…

Breathing difficulties



Severe anaphylaxis includes…

Cardiac symptoms



Severe anaphylaxis includes…

Altered consciousness



Severe anaphylaxis includes…

Cyanosis
(e.g. bluish lips)



Severe anaphylaxis includes…

Incontinence not typical for your age
(You pee or poo in your pants)



You need your allergist’s advice 
about what constitutes severe 

anaphylaxis for YOU



How you respond to your first dose of 
epinephrine is also important

ALL 
of the following MUST 

apply…



After first dose of epinephrine, 
symptoms must clear up:

Must 
apply!

➢Quickly (within 5-15 mins)
➢ Completely
➢ Not come back
➢ No new symptoms develop



Let’s run through the different 
scenarios…



Scenario #1









If symptoms do 
NOT resolve in 5-

15 minutes

2nd dose 
of epi & 
activate 

EMS!



Scenario #2











As time passes…



As time passes…

Symptoms 
return

2nd dose 
of epi & 
activate 

EMS!



Scenario #3











As time passes…



As time passes…



As time passes…

NEW 
symptoms 

develop

2nd dose 
of epi & 
activate 

EMS!



Scenario #4











As time passes…



As time passes…



As time passes…

Success!



As time passes…

YAAAAAY!!!!!!



Under the new guidelines for home management of 
anaphylaxis…

You may NOT need to activate emergency 
medical services (call 911) if

❖ You have a physician-approved plan.

❖ You are at home.

❖ You are with someone who can monitor your 
symptoms.

❖ You have more than one dose of epinephrine.

❖ Your anaphylaxis is NOT severe.

❖ After the 1st dose of epinephrine:
➢Symptoms cleared up QUICKLY (5-15 

minutes) and COMPLETELY AND
➢Symptoms did NOT come back AND
➢NO new symptoms

You MUST activate EMS if:

❖ Your physician has not approved a home 
management plan

❖ You are NOT at home.

❖ You are alone.

❖ You do NOT have more than one dose of 
epinephrine.

❖ Your anaphylaxis is severe.

❖ After the 1st dose of epinephrine:
➢Symptoms do NOT clear up OR
➢Symptoms come back OR
➢You develop NEW symptoms

ALL of these must apply If ANY of these apply→911



For people with alpha-gal syndrome

Special considerations



People with alpha-gal syndrome…
❖ Often have anaphylactic reactions that are
➢ Severe
➢ Biphasic
➢ Unpredictable

❖ Often live in remote, rural areas without easy access 
emergency medical services

AGS can make home 
management of 

anaphylaxis trickier.



In summary,
home management of anaphylaxis…

❖ May be appropriate for some patients (NOT everyone)
❖ Requires you understand how to recognize and respond to anaphylaxis
❖ Requires a plan approved by your physician
❖ Is only appropriate when certain conditions are met (sometimes, NOT 

always)
❖ Finally, it requires quick, complete, and durable (lasting) resolution of 

symptoms after your first dose of epinephrine!



❖ Anaphylaxis is severe
❖ After 1st dose of epinephrine:
➢ Symptoms do NOT to resolve promptly OR
➢ Symptoms do NOT resolve completely OR
➢ Symptoms return OR
➢ New symptoms develop.

ALWAYS activate EMS if



Remember…

these are guidelines, NOT rules

Everyone is different, and your allergist’s judgment 
is your best guide.



Final thoughts…



Resources

❖ Alpha-gal Information: Providers
➢Anaphylaxis resources

❖FARE
➢Anaphylaxis Emergency Care Plan

❖FARE
➢ Recognizing and Responding to Anaphylaxis course



Casale TB, Wang J, Oppenheimer J, Nowak-Wegrzyn A. Acute at-home management of anaphylaxis: 
911: What is the emergency? J Allergy Clin Immunol Pract. 2022;10(9):2274-2279. 
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Disclaimer

All the information in this video is provided in good faith, but we, the creators and authors offer no 
representation or warranty, explicit or  implied, of the accuracy, adequacy, validity, reliability, availability, 
or completeness of any information provided in this video. Under no circumstances should we have any 
liability for any loss or damage incurred by you as a result of relying on information provided here. The user 
assumes all risk of using information provided here.

We are not physicians or medical professionals, medical or scientific researchers, or experts of any kind. 
We are laymen with alpha-gal syndrome with no medical or scientific expertise. The information provided 
by us is provided for general informational purposes only. It may contain errors and should be confirmed 
by a physician or other expert. 

Information provided here is for general educational purposes. It is not medical advice and is not a 
substitute for your healthcare provider’s advice. It should not be relied upon for decisions about 
diagnosis, treatment, diet, food choices, nutrition, or any other health or medical decisions. For advice 
about making medical and health-related decisions, consult a physician.



Thank you for your time!

Questions?
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