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Background Results
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Objective

Methods

• Wilson disease (WD) is a rare, autosomal recessive 

disorder of copper metabolism leading to copper 

accumulation that primarily affects hepatic, 

neurologic or psychiatric systems¹

• Low adherence is associated with progressive 

disease and worse outcomes² ³ 

• Trientine tetrahydrochloride (TETA-4HCl, Cuvrior®) 

was FDA-approved in 2022 and launched 

commercially in April 2023

• TETA-4HCl is distributed directly to the patient by 

a single-source rare disease specialty pharmacy

To assess TETA-4HCl adherence as measured by 

proportion of days covered (PDC) and gap days

Conclusion

Inclusion Criteria: patients on therapy for ≥3 months 

from May 2023 (pharmacy launch) to December 2024

• TETA-4HCl is prescribed by predominantly hepatologists/gastroenterologists with ~1/3 of these scripts from 

practitioners in a different state which may be challenging for continued access to life-long medications

• Receiving TETA-4HCL from a single-source specialty pharmacy, demonstrate (i) favorable rates of adherence 

in first year and after 12 months as measured by PDC and gap days and (ii) a low discontinuation rate

• Simplifying access to treatment may have a positive impact on patient outcomes, and warrants further study

Table 1: Patient Demographics

Demographics n (%) Average Age (years)

Female 35 (47%) 35.4

Male 40 (53%) 37.2

Figure 3: 

Patient-Provider State Mismatch
Patient residence relative to provider office 

Table 3: Adherence Measures by Cohort

Adherence Variable 
6 - <12 months on 

therapy (n= 22)

≥12 months on 

therapy (n= 32)

Average PDC 91% 87%

Average PDC ≥ 80% 82% 75%

Average fill count 10 16

Average gap days per 

shipment
2.0 2.8

PDC: proportion of days a patient has 

medication on hand over a given time; 

minimum industry standard is 180 days*

Calculation: [number of days with drug on 

hand] / [number of days in a specified 

period]

Gap days: length of days that a 

patient does not have medication on 

hand based on shipment history

Calculation: [medication shipment 

date] – [medication exhaust date]

Table 4: Discontinuations 

6 patients discontinued overall 

3 patient/provider unreachable 3 due to provider order  

No discontinuations  due to an adverse event 
Table 2: Provider Specialty 

Hepatology: 49

Gastroenterology: 16

Neurology: 6

Other: 4

Figure 2: Patient Location Heat Map

Yes

23 (31%)
No

52 (69%)

Inclusion Criteria 

N=75 patients

Demographics Review
All variables except adherence data

(Tables 1, 2, 4; Fig 2 and 3)

n= 75 patients

Adherence Analysis              
(required to have been on therapy 

for a minimum of 180 days*)

n= 54 patients

Figure 1: Study Population
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Demographics

Provider Specialty

Patient-Provider State Mismatch

Discontinuation Reason

Adherence: PDC and Gap Days

Adherence Cohorts:
• 6 - <12 months on therapy

• ≥12 months on therapy 

Contact Info: Orphalan Inc Medical Affairs Dept
Veronica Tomor PharmD veronica.tomor@orphalan.com

Data Source:
• Single source 

pharmacy database
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