
What is the “Expense” for   
Expensive Drugs for Rare Diseases?

Elena Lungu – Manager Policy Development, PMPRB
Presentation in CADTH Symposium

April 2019

~ No conflict of interest to declare ~



2

Less than 1% of the Canadian population 
accounts for 42% of patented medicine sales

Figure source: PMPRB Annual Report, 2017.
Data source: PMPRB; IQVIA Private Pay Direct Drug Plan Database, 2006‒2017.

Between 2006 and 2017, the 
number of medicines in 
Canada with an annual per 
beneficiary cost of at least 
$10K increased by over 200% 
and now account for 42% of 
patented medicine sales.
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Is high-cost becoming the norm for new drug launches? 

New medicines launched in Canada and the PMPRB7, 2009 to 2017

 Orphan medicines are increasingly 
dominating the market, accounting for 
nearly half of new launches

 Over one quarter of the new medicines 
in 2016 and 2017 were developed for the 
treatment of cancer and many came with 
a high cost, averaging approximately 
$13,700 for a 28-day treatment

 The majority of non-oncology medicines 
launched in 2016 and 2017 were high-
cost, with 31 of the 37 with available 
treatment costs 
exceeding $10,000 
annually
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79 EDRDs approved in Canada by the end of 2018
 Defined as having an orphan designation and an estimated treatment costs exceeding 

$100,000 per year for non-cancer drugs, and $7,500 per 28 days for cancer drugs

1 2
6 7 8 9 11

14 16 17
21

25
29

35
40Non-Cancer

NA $100K-$500K $500K-$1M >$1M

1 2 3 4 6 7
10

14 16

23

32
36

39

1997 2007 2009 2012 2014 2016 2018

Cancer

$7.5K-$10K $10K-$12.5K
$12.5K-$15K $15K+

Increasing number of EDRDs being introduced

Source: PMPRB.

Nu
mb

er
 of

 E
DR

Ds
    

    
 

by
 ye

ar
 of

 in
tro

du
cti

on



5

EDRD – fastest growing market segment

Sales $0.4B $0.4B $0.6B $0.8B $1.0B $1.4B $1.8B
Sales per capita $11 $13 $16 $23 $28 $38 $50

Total no. of treatments
(per 1M Canadians)

Non-cancer* 377
(11)

380 
(11)

509
(15)

795
(23)

916
(26)

1,260
(35)

1,492
(41)

Cancer** 5,242
(151)

6,378
(182)

7,398
(209)

9,820
(275)

13,931
(385)

21,800
(594)

30,159
(822)
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National market

Non-cancer

Cancer 1.7%

1.6%

3.3%

2018

Private payer 
market

*For non-cancer, the total number of treatments were estimated based on the annual treatment cost
**For cancer, the total number of treatments were estimated based on the highest of (1) the average cost per beneficiary in private 
drug plans, or (2) the estimated cost of four courses of 28-day treatment.
Data source: PMPRB, MIDAS™ database, 2017, IQVIA. All rights reserved, IQVIA Private Pay Direct Drug Plan Database, 2018.

31% CAGR
~5-fold increase

EDRD share of 
pharmaceutical sales
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Average Foreign-to-Canadian Price Ratios, EDRDs, OECD, 2017
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EDRD share of pharmaceutical sales EDRD sales per capita ($CAD)

OECD median = 6.8% OECD median = $36

Data source: MIDAS™ database, IQVIA. All rights reserved
Note: Results based on list prices and not reflective of managed entry agreements
* Estimated by complementing MIDAS™ results with PMPRB, and IQVIA Private Pay Direct Drug Plan Databases

*
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Hypothesis: Rare disease drugs are expensive, because 
of the need to recuperate costs with fewer patients

$10M-$50M $50M-$100M $100M+

Distribution of patented drugs by highest sales* in the first 5 years 

5% 5%

* In 2018 dollars; drugs introduced in the last 20 years.
** EDRDs include drugs with more than 2 years of sales.
Note: Results not reflective of managed entry agreements.

∑
35%

Avg. sales 
per drug

$21MLower-cost 
drugs 

<$10K annually 25%

39% 11% 9% 59% $39MHigher-cost 
drugs 

≥$10K annually 

34% 6% 10% 50% $29MEDRDs** 
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Alternative hypothesis: Higher prices = higher sales

(1) An EDRD is more likely to result in high sales than a lower-cost drug
(2) A higher-cost drug is even more likely to result in high sales                     

than a lower-cost drug
Price

matters
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