
Demographics
•	 The campaigns generated 610,378 landing page visits and 33,882 survey 

respondents, of which 15,824 completed the survey. 

•	 Participants were equally distributed between the three participating 
countries, with similar contribution from rural and urban areas (Table 1).

	– The baseline characteristics were well balanced between patients with 
non-metastatic (M–) and metastatic (M+) disease.

	– No between-country differences in median age (70.0 ± 7.2 years) and 
median Gleason score (7.0 ± 1.5) were observed.

	– ~80% of completers had M– disease at the time of survey completion.

	– The mean number of therapies was greater for patients with M+ disease 
(2.1) than those with M– disease (1.2).

	– The proportion of patients on active surveillance was highest in the UK 
(11.5%, vs 7.4% and 5.7% in the US and Germany, respectively).
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METHODS
•	 This novel digital survey was designed by DontBePatient Intelligence, in collaboration with patient organizations and medical experts from the 

US, UK and Germany.

•	 The survey comprised an average of 83 questions. Patients had the option of completing the survey at one sitting or pausing and continuing later. 

	– The total number of questions was based on the number of therapies received, with each therapy linked to specific, detailed follow-up questions.

	– Participants who received chemotherapy were prompted to complete additional questions related to the number of agents included in the regimen, 
as well as number of cycles received.

	– Participants who confirmed that they experienced pain were prompted to complete the Brief Pain Inventory (current version, revision 07/01/05).10

•	 Patients/carers were recruited through social media advertising (Facebook advertising, Google search engine marketing, and network banners) and patient 
organizations (link sharing on their website) to avoid institutional and organizational bias. 

•	 The study opened for recruitment on February 9, 2021; the recruitment goal was reached in 60 days, on April 10, 2021, at which point the study was closed. 

•	 Data analysis was performed using predominantly descriptive methods and inductive statistics (Pearson’s Chi-squared test) where applicable. 
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INTRODUCTION
•	 Prostate cancer is the second most frequently occurring cancer in men worldwide.1 

•	 Mortality has decreased in Western countries since the mid-1990s because of advances in therapy and diagnosis,2,3 which means that patients with prostate 
cancer are living longer. 

•	 Patients’ experiences in terms of the care they receive and their quality of life (QoL) are important for decision-making, as well as long-term satisfaction.4–6 

•	 We conducted the largest multinational digital survey to date, in terms of both scope and number of patients with prostate cancer. 

	– Previous large-scale surveys assessing the prostate cancer patients’ journey were largely limited to one country and/or did not utilize digital technology.7–9 

Objective
•	 We designed and distributed a digital survey online, to capture the patient journey across the prostate cancer disease continuum (including both non‑metastatic 

and metastatic prostate cancer), from the time of diagnosis. 

•	 We sought to map patients’ experiences, expectations, and attitudes, and identify challenges and unmet needs in diagnosis, therapy patterns, care teams, QoL, 
patient organizations, and resources.

RESULTS
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•	  To our knowledge, this is the largest digital survey to date 
conducted in patients with prostate cancer, providing 
insights into areas of potential improvement from distinct 
patient populations by disease state and country. 

•	Preliminary data from this patient-reported data set suggest 
that rates of prostate cancer detection by screening may be 
lower in the UK than the US and Germany.

•	Different treatment patterns between countries may reflect 
differences in healthcare systems and the professional 
teams involved. 

•	Active surveillance rates were relatively lower in the US and 
Germany compared with the UK, where this therapeutic 
strategy is more common. 

•	 In patients with non-metastatic disease, those who 
completed the survey in the US and Germany more 
commonly reported prostatectomy as the local treatment 
used, whereas radiotherapy was more commonly reported 
by patients completing the survey in the UK.

•	Further analyses will include the impact of differences in 
QoL outcomes, patient journey, trust in healthcare 
professionals, access to information, and involvement with 
patient advocacy groups. 

Figure 1. Initial mode of diagnosis by country and disease stage

Figure 5. Patient ratings of expected efficacy of treatment

Figure 2. Types of therapies received by country and disease stage

Figure 3. Number of chemotherapy regimens received by patients 

Figure 4. Proportion of patients on active treatment vs active surveillance in 
patients with M– disease by country

M–, non-metastatic disease; M+, metastatic disease

Hormone therapy included androgen receptor pathway inhibitors and androgen deprivation therapy

M–, non-metastatic disease; M+, metastatic disease
Hormone therapy included androgen receptor pathway inhibitors and androgen deprivation therapy
This graphic does not reflect the sequence of treatment received

1 = one type of chemotherapy; ≥ 2 = two or more types of chemotherapy

Table 1. Patient demographics by country
US UK Germany

Completers, n (%) 5,548 (35.1%) 5,397 (34.1%) 4,879 (30.8%)

M– 4,594 (29.0%) 4,260 (26.9%) 3,950 (25.0%)

M+ 954 (6.0%) 1,137 (7.2%) 929 (5.9%)

Median age, years 69.0 70.0 70.0

M– 69.0 70.0 70.0

M+ 69.0 70.0 70.0

Median Gleason score 7.0 7.0 7.0

M– 7.0 7.0 7.0

M+ 8.0 8.0 8.0

Mean number of 
therapies (M–), n

1.4 1.1 1.3

Mean number of 
therapies (M+), n

2.2 2.0 2.0

Proportion of patients on 
active surveillance, %

7.4% 11.5% 5.7%

Type of residence Rural: 50.1%     /     Urban:  49.9%
M–, non-metastatic disease; M+, metastatic disease

	– In the US and Germany, diagnosis through healthcare screening was 
more frequent than in the UK (M−/M+: US 77.4%/62.9%; UK 
41.9%/21.1%;  Germany 77.2%/58.1%), where 74.9% of patients with 
M+ disease had a symptomatic diagnosis. 

	– In all three countries, patients with M+ disease had a symptomatic 
diagnosis more frequently than those with M− disease (M−/M+: 
US 12.1%/30.9%; UK 49.2%/74.9%; Germany 18.3%/39.2%). 

Treatment patterns
•	 Statistically different treatment patterns were observed in the three 

participating countries (p < 0.001), although the effect size is relatively small 
(phi = 0.221). 

•	 In the overall population, approximately half of the patients (US 53.1%; UK 
48.2%; Germany 60.3%) reported receiving only one prior treatment at the 
time of survey completion. 

•	 Prostatectomy was the most commonly used local therapy for M– disease 
in the US (57.4%) and Germany (71.3%), followed by radiotherapy and 
hormone therapy; in the UK, radiotherapy (47.6%) was slightly more 
frequently used than prostatectomy and hormone therapy (Figure 2). 

	– Across the three participating countries, fewer than 1.5% of patients 
received chemotherapy for M– disease. 
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Initial mode of diagnosis
•	 The most common initial mode of diagnosis (active screening vs incidental 

vs symptomatic) differed between countries (Figure 1).

Patient expectation of therapy received
•	 In patients who were not receiving active therapy at the time of survey, all 

treatments were viewed relatively negatively, including hormonal therapy 
(data not shown).

	– Chemotherapy was perceived negatively in Germany and the US, and 
more positively in the UK. 

•	 In total, 85.3% of patients in the US perceived prostatectomy to be an 
effective type of therapy. 

	– More than 85.5% of patients in the UK perceived prostatectomy and 
radiotherapy as effective, and 83.6% and 82.6% of German patients 
perceived radiotherapy and active surveillance, respectively, as an 
effective type of therapy (Figure 5).  

•	 For M+ disease, hormone therapy was the most common therapy 
(US 73.0%; UK 77.3%; Germany 64.9%) in all countries (Figure 2).

	– Chemotherapy was more frequently used in the UK (37.5%) than in the 
US (27.2%) and Germany (20.6%).

•	 Overall, of the M– and M+ patients who received chemotherapy, the majority 
(≥ 65.5%) received one type of chemotherapy in all countries (Figure 3), and 
most patients did not remember the name(s) of the chemotherapies 
received. 

	– Of the patients who remembered the name of the chemotherapy agents 
received, ~65% received taxane-based chemotherapy.

•	 A higher percentage of patients with M– disease were on active surveillance 
in the UK (14.2%) compared with the US (8.7%) and Germany (6.4%) 
(Figure 4). 

Patient satisfaction with care teams involved in treatment 
management
•	 Satisfaction levels were generally high in all countries, at more than 80% for 

the care teams involved in the application of all therapies. 

•	 Differences in satisfaction levels with care teams between therapies were 
low, with no observed link to treatment outcome.  

•	 There was a trend for decrease in patient satisfaction over time, from time of 
diagnosis, independent of therapy type (data not shown).  


