
Unmet needs of people 
living with hereditary 
angioedema (HAE)
Results of the HAE Attack Journey Survey 
and Burden of Treatment Survey



Despite having clear and established HAE treatment guidelines 
from the WAO and EAACI, treating HAE attacks still comes with 
significant challenges1,2,4-6

KalVista partnered with the HAE community 
on 2 surveys to clarify unmet needs in HAE

Objective: To better understand the burden of existing injectable on-demand 
treatments.3

Methodology: People living with HAE type I or II were recruited by the US HAEA to 
complete a 20-minute, self-reported, online survey between April and June 2023.3 

Demographics: 94 participants (80 adults and 14 adolescents) who treated 1  
or more HAE attacks within the prior 3 months with an on-demand treatment.  
54% were taking LTP at time of last attack, and 46% were using on-demand  
treatment only.3

Objective: To understand how people living with HAE prepare for an attack,  
make decisions about on-demand treatment, and how their lives are impacted  
by attacks.1

Methodology: People living with HAE type I or II were recruited by the US HAEA  
to complete a 20-minute, self-reported, online survey between September and 
October 2022.1,2

Demographics: 107 participants, 80% female, 98% adults (age ≥18 years). 50% of 
participants were being treated with both long-term prophylaxis (LTP) and  
on-demand treatment. 50% of participants were using on-demand treatment only.1

HAE Attack Journey (HAJ) Survey

Burden of Treatment (BOT) Survey

Despite prophylaxis, on-demand HAE treatment still impacts many 
aspects of patients’ lives41
Most people living with HAE do not always carry their current  
on-demand treatments with them12
Most people living with HAE do not treat all attacks23
Most people living with HAE delay on-demand treatment54

EAACI=European Academy of Allergy and Clinical Immunology; US HAEA=United States Hereditary Angioedema 
Association; WAO=World Allergy Organization.
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People living with HAE continue to  
make compromises in their lives4,6

Most people (96%) living with HAE who were treated with  
prophylaxis and on-demand treatment reported that they  
didn’t feel like they were 100% themselves all the time.4

The need for on-demand treatment impacted4:

The goals of treatment are to achieve total control  
of the disease and to normalize patients’ lives.6 

The international WAO/EAACI guideline for HAE management recommends:

of people living with HAE 
preferred to avoid  

attack triggers rather 
than carry on-demand 
treatment with them1

44%

61%
travel

57%
social  

activities

57%
day-to-day  

work

53%
choice  

of career

30%
school 
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The international WAO/EAACI guideline for HAE management recommends:

3.5
without their on-demand treatment1

People living with HAE  
traveled an average of

2 out of 3
   •  Only 36% always carried on-demand treatment1

   •  0% of people ≤24 years old always carried on-demand treatment7

people living with HAE  
said they don’t always  
carry their on-demand  
treatment with them1

Most people living with HAE do not always 
carry on-demand treatments with them1

All patients have sufficient medication for on-demand treatment  
of at least 2 attacks and carry on-demand medication at all times.6

There are many reasons why people living with  
HAE do not carry on-demand treatments1

Current on-demand treatments are administered either intravenously  
or subcutaneously, leading to a complex decision-making process.8

hours
away from home

72% 32% 29% 13%
prefer to treat  

at home1
on-demand  

treatment is bulky1
could trigger a 
security check1

embarrassing  
to carry1
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People living with HAE do not treat all attacks2

The international WAO/EAACI guideline for HAE management recommends:

All attacks are considered for on-demand treatment.6

of people living with   
HAE reported that  

they do not  
treat all attacks2

69%

of people living with  
 HAE agreed that the initial 

onset of an attack can  
be recognized9

94%
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reported that when  
treatment was delayed,  

attacks increased  
in severity8

75%
reported that when  

treatment was delayed,  
recovery from an  

attack took  
longer8

80%

Attacks are treated as early as possible.6

The international WAO/EAACI guideline for HAE management recommends:

People living with HAE delay  
treatment for hours5

People living with HAE are aware of the consequences of delayed treatment.8

24% 23% 21% 11%
feel treatment  
is “too painful”

lack of  
privacy

embarrassment fear  
needles

Reasons why people delayed treatment8,11

3.8 hours
before treating attacks with 
on-demand treatment5

People waited an average of
of prophylaxis patients 
experienced moderate 
to high levels of anxiety 
when anticipating 
on-demand treatment 
administration10

59%
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Oral on-demand treatments may enable 
people to treat attacks differently12

Conclusions
Current on-demand treatments are administered intravenously or subcutaneously, 
creating barriers to compliance with treatment guidelines.8

To better control their HAE, patients should be encouraged to:

•  An oral on-demand therapy may help ease the burden of treatment that people 
living with HAE are currently experiencing12

•  Oral administration may help increase the likelihood of carrying treatment  
at all times and encourage treatment of all attacks at the onset12

Carry on-demand medication at all times61
Consider all attacks for on-demand treatment62
Treat attacks at the onset63

95%
Patients reported
they would carry

on-demand treatment

of the time12

89%
Patients reported
they would treat

of attacks12

76%
of patients

would treat attacks
earlier12

80%
of “extremely 

anxious” patients
would have less 

anxiety12

With an oral on-demand treatment option:
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Visit MindtheHAEattack.com
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@MindtheHAEattack

   •  Share with the HAE community

   •  Download the HAE Attack Shared Decision-Making Guide

   •  And so much more!


