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• A rare genetic disorder that leads 
to recurrent and unpredictable 
episodes of angioedema

• Airway swelling can be life 
threatening

• Significant impact on quality of life

• Significant improvement over the 
past 15 years for treating both 
attacks and prophyalaxis

HAE 



HAE Pathophysiology



In development

• Prophylaxis:

• Garadacimab - FXIIa 
INH

• Donidalorsen - pKi

• Deucrictibant XR - B2R

• On-Demand:

• Sebetralstat - pKi

• Deucrictibant IR - B2R

HAE Prophylaxis and On-Demand Treatment

IV/subQ Oral
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Years to diagnose properly

• Is that impacted by race, income, geography?

Patient access to specialized care

• Is that impacted by race, income, geography?

Access to targeted therapies (both on-demand and prophylactic 
medications)

• Is that impacted by race, income, geography?

• Is the clinical data representative of real-world demographics?

• How can we improve outcomes for all HAE patients?

Disparities in the Diagnosis and Management of HAE



HAE and 
Rural Settings



One-Fifth of HAE Patients Live in Rural Areas

Riedl M et al. Ann Allergy Asthma Immunol. 2022; 128: 526-533. [creative commons]



HAE in Rural Communities: Challenges

• Individualized management plans
• Expanding role of telemedicine in rural areas
• Care for HAE from the primary care provider
• Care for HAE from the Emergency Department
• Access to medication
• Patient support and advocacy

Riedl M et al. Ann Allergy Asthma Immunol. 2022; 128: 526-533. [creative commons]



HAE in Rural Communities: Strategies to Improve

• Barriers to diagnosis
• Access to specialist care
• Local health care
• Patient education
• On-demand and prophylactic medication
• Availability of telemedicine
• Health economic disparities

Riedl M et al. Ann Allergy Asthma Immunol. 2022; 128: 526-533. [creative commons]



HAE Sample Letter for ED in Rural Community

Riedl M et al. Ann Allergy Asthma Immunol. 2022; 128: 526-533. [creative commons]



Claims Data



Claims Data



It’s Not Just a 
U.S. Problem



HAE Management in Low- and Middle-Income Countries

Jindar AK et al. Clin Rev Allergy Immunol. 2021; 61: 84-97. [creative commons]

Findings

1. Low- and middle-income 
countries rarely have adequate care 
for HAE.

2. Functional C1-inhibitor assays are 
rarely available in low- and middle-
income countries.

3. Often the only therapies are 
androgens, tranexamic acid, and FFP.

4. Modern therapies are rarely 
available in most countries in the 
world.



Jindar AK et al. Clin Rev Allergy Immunol. 2021; 61: 84-97. [creative commons]



Addressing the Problems

• Understand the barriers
• Telemedicine
• Education
• Team approach to care
• Other solutions



HAE and Race/Ethnicity



HAE Real-World vs. Clinical Trial

Sylvestre et al. J Allergy Clin Immunol Pract. 2021; 89: 444104449. [creative commons]



HAE Depression and Anxiety

Sylvestre et al. J Allergy Clin Immunol Pract. 2021; 89: 444104449. [creative commons]



HAE Ethnic/Racial Concerns: Receiving Different Treatments

Sylvestre et al. J Allergy Clin Immunol Pract. 2021; 89: 444104449. [creative commons]



HAE Ethnic/Racial Concerns: Percentage Required 
Inpatient Management (over 5 yrs)

Sylvestre et al. J Allergy Clin Immunol Pract. 2021; 89: 444104449. [creative commons]



HAE Ethnic/Racial Concerns: Different Treatment Efficacies

Figures adapted from Craig et al. Allergy Asth Clin Immunol. 2022; 18L 85. [creative commons]
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HAE Ethnic/Racial Concerns: Different Treatment Efficacies

Figures adapted from Craig et al. Allergy Asth Clin Immunol. 2022; 18L 85. [creative commons]

Patients with > 70% reduction in attack rate during treatment
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Patient Survey
Survey of 139 adults with HAE with underrepresented populations (i.e., 30% African American; 30% Hispanic, Latin American; 
47% with annual household income < $50,000)

Results:
• Before Diagnosis

• 6.8 + 10.9 HCPs seen before properly diagnosed.
• 5.3 + ED/UC visits
• 2.7 +  7.7 hositalizations

• After Diagnosis
• 75% received prophylactic treatment

• 80% took medications all of the time
• 15% most of the time
• 5% some of the time

• 86.5% reported good or excellent control of symptoms with medication

Conclusions:
• Findings suggest control of HAE improved after diagnosis in adults with HAE within underrepresented racial/ethnic 

groups, but patients continued to experience challenges with disease management.

Craig et al. Patient-Reported Outcomes Among Patients With Hereditary Angioedema Within Underrepresented Racial or Ethnic Groups. Presented a t AAAAI 
2024; February 24, 2024. Washington DC. 



Claims Data
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Addressing the Problems

• Understand the racial/ethnic inequalities
• Patient education
• HCP education
• Team approach to care
• Other solutions
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