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Table 1. Demographics and clinical characteristics

EQ-5D
subgroup

o Patients on Secondary regimens at some stage switched to an
alternative regimen (prophylaxis to on demand or vice versa).

- Annual bleed rate (ABR): Physician-report, based on the 12 months prior to

Background

= Suboptimal prevention and treatment of bleeding events in haemophilia A (HA;

HA cohort Table 2. EQ-5D-5L anxiety/depression dimension responses

anxiety/depression) between patient and haematologist was assessed using 2x2
matrices.

Demographic and clinical characteristics were reported for the CHESS |l HA
cohort as a whole and for the subgroup of EQ-5D-5L respondents:

- Demographics: Age, body mass index (BMI), country of residence
- Condition severity: Mild (>5-40% baseline factor VIII activity), moderate (1-
5%), severe (<1%).

= Chronic pain: Physician-report of the patient’s level of chronic pain relating to
their HA (‘None’, ‘Mild’, ‘Moderate’, 'Severe’), based on functional deficit and
use of analgesics.

- Treatment strategy (for patients receiving FVIII replacement): Strategies
categorized as follows:

o Patients on Primary treatment regimens (prophylaxis or on demand)
were defined as managing their HA with the same regimen from
diagnosis, with no switch (of prophylaxis to on demand or vice versa).

= When excluding those patients reporting “slight” anxiety or depression, the rate of

reporting decreased to 13% (n=34) of the EQ-5D subgroup reporting “moderate”
to “extreme” (23) levels of anxiety or depression (Table 2 / Figure 2).

Congruence in reporting of anxiety/depression
= For the patients reporting any level of anxiety or depression (=2), congruence

between patient and haematologist reporting occurred in 54% of instances (Table
3).

Reporting congruence increased to 77% when restricting the EQ-5D subgroup to
those reporting moderate to extreme problems (=3) (Table 3).

= Among the 213 patients for whom neither anxiety nor depression were indicated

by the respondent haematologist, 19 patients (9%) reported moderate problems
in the corresponding EQ-5D-5L dimension, four patients (2%) reported severe
problems, and one patient reported extreme problems (Table 3).

Of the 45 patients with a haematologist-reported comorbidity of
anxiety/depression, more than one third (36%; n=16) reported no problems in the
corresponding EQ-5D dimension (Table 3).
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Conclusions

= Among patients in this study reporting some level of anxiety or depression, a corresponding comorbidity was
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generally reported by their haematologist. Congruence in reporting was greater when the level of patient-

reported impairment was more severe (EQ-5D-5L dimension level 23).
= Nevertheless, a minority of patients reported significant levels of anxiety and depression that were unreported

by their haematologist in this study.

= EQ-5D responses may be sensitive to short-term changes in mental health state resulting from acute events,
such as a hospital admission or bleeding event.®10 The timing of any such events prior to EQ-5D completion

was not captured in this study.

= A limitation of the haematologist-reporting in this study is a lack of determination of a formal diagnosis of
anxiety or depression. Cross-disciplinary recognition and management of psychiatric challenges in people
with haemophilia A is likely to be influenced by treatment guidelines of the respective countries and by
broader cultural and health system perspectives on mental health.

= Future research should explore the reasons for disconnects in reporting and the impact of psychosocial
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