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These preliminary data show that the median waiting time from onset of symptoms to
correct diagnosis was over 3 months for all respondents. When looking at the range, it is
noticeable that both in the overall overview and in almost all subgroups, the time period is
very broad, from 0 days up to several years until the correct diagnosis.

In all subgroup analyses, it could be seen that the care interval is generally longer than
the patient interval. One exception are children and adolescents, for which a shorter time
to diagnosis was reported.

With regard to the percentage of misdiagnoses, few differences can be identified in the
individual groups, only regarding the age distribution.

Across all outcome evaluations, the group of 30-44 year olds stands out: the diagnostic
interval is long with a median total of 5 months. At 31%, the number of misdiagnoses in
this age group is also higher than the average for all repsondents.

Further analysis of the complete dataset, once the questionnaire closes in December
2024, will be required to draw more detailed and comprehensive conclusions.
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... to all of our participating members & patient advocacy groups, 
    HCP supporters and CTOS!
... to our partners from the pharmaceutical industry for 
    financial support!
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Scan here
for survey

m: median
r: range

y: yes
n: no 

d: days
mo: months
yrs: years

dk: don’t know
na: no answer

*Adapted from Soomers et al., ESMO Open, Volume 5, Issue 1, e000592
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Total of 40 countries
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The time of diagnosis can be a crucial point in the course of the disease for sarcoma
patients. An early and correct diagnosis can help to ensure that sarcoma patients can
be treated quickly and receive the optimal therapy for their situation, potentially
improving their prognosis. We know from several previous publications that there are
often delays in the diagnosis of sarcoma and that diagnoses are corrected over time.
However, until now there has been no data collection that captures the experience
from the perspective of those affected. 

We aim to provide a clearer global picture of the reality regarding the time from the
onset of sarcoma-related symptoms to the first presentation to a doctor, as well as
the care interval leading to a correct diagnosis, incl. the occurrence of misdiagnoses.
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Preliminary evaluation
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Exclusively feedback from the
patients (patient survey)

About this Analysis

Outcomes identified and evaluated: 
Diagnosic Interval: Patient & Care Interval
(see below)
Misdiagnosis

Analysis by subgroups: Age, gender,
localization of primary tumor, country
grouped by income level & sarcoma subtypes
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