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* Overall, the average annual productivity loss for all patients was 1,087,046 yen. * All perspectives (except for patients) had net financial costs associated with them. Patients’ social welfare payments more than outweighed their other costs

(ignoring opportunity costs represented by productivity losses, which were measured separately).

OBJECTIVES

* Inherited retinal dystrophies (IRDs) are a group of genetic diseases that can lead to visual impairment (V1) or blindness.’
Retinitis pigmentosa (RP) is the most common form of IRD.

* The average annual social welfare cost burden for RP patients was 1,066,013 yen, which was relatively flat across severity groups.

Figure 2. Annual societal costs of RP in JPY * Total societal costs do not equal the sum of costs from each perspective due to (1) removal of duplicative costs and (2) the need to weight perspectives
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* Results were presented by each perspective (e.g., patient-level, government-level, society-level), by different levels of VI severity

* Average productivity and total societal costs were (as expected) highest in the working-age group.
and by age group.

0 means that the patient reported these as zero costs; negative values denote societal benefit.

* According to medical experts, genetic testing is required only once in a lifetime. The cost of genetic testing was therefore
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B Moderate low vision, n=10 B Near-normal vision, n=5
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Values relate to the percentage of patients; 0 means that there was no patient available in the sample.

Annual costs

* The average annual societal cost of RP patients was 1,579,864 Japanese Yen (~15,440 USD at 2021 PPP exchange rates?)
(Figure 2).

* This is the sum of direct costs (medical and social welfare costs) of 500,986 yen and indirect costs (reduced productivity of
patients and opportunity costs for caregivers) of 1,078,878 yen (Figure 2).

* Total societal costs generally rose with increasing severity of VI, as did productivity costs. For blind patients, the annual cost
to society was 3.15m yen, whereas for patients with near-normal vision the total cost was actually slightly negative due to
apparent productivity gains (Figure 2).

Values are undiscounted (discounted) costs in USD*; 0 means that the patient reported these as zero costs; negative values denote societal benefit; Gene testing costs

were assumed to take place in year 1.

Burden of costs in age group of 18 to 64 years (at all VI levels) — annual costs

* The detalils of the cost burden in the 18-64 age group are presented in Table 3, by way of example of the granular detail used to
calculate the overall figures. Similar calculations were also carried out for other age group-VI severity combinations.

* The number of patients in this age group was 83.

* The proportion of working was 53%, and the depression rate in this group was 11%.

* The proportion of receiving informal care was 67%, and the proportion of receiving paid care was 46% in this age group.

* Social welfare payments of 1,157,576 yen from the government were balanced by the fact that patients received the same
amount (plus a small contribution on average from friends and family). While this has a net zero impact, a further deadweight
loss of 115,757 (10%) on a societal level was assumed.
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