PATIENTS REMAIN TOO OFTEN ABSENT BACKGROUND
IN RESEARCH PATHWAYS , , , . .
* Biomedical researchers devote their carrers to understanding human diseases
e e * However, many never directly encounter the patients living with the conditions they study
: f ‘ f l @ * Following a clinical observation placement in an ALS center as part of the FILSLAN motorneuron
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- CONITACIES S 5 . diseases university diploma, we explored the place of clinical exposure within biomedical research
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disease a patient has” -- W.Osler
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Reconnect research with the reality or patients. [0 evaluate the current level of patient exposure among biomedical research professionals and to investigate their perceptions

regarding the potential benefits and integration of clinical immersion experiences within research training programs

METHODS

National online survey n=135 Geographical distribution of respondents  Age distribution Research fields represented in the survey

Respondant population oo [ -

Neuroscience / Neurology 62 (45.9%)

-de- 11 (8.1%
B Researcher — 44 (32.6%) paleatie ( )
B PhD candidate — 33 (24.4%) Immunology / Inflammation _ 30 (22.2%)
Engineer — 30 (22.2%) Nouvelle-Aquitaine 11 (8.1%)
Postdoctoral fellow — 12 (8.9%) Endocrinology / Metabolism _ 13 (9.6%)
B Student — 6 (4.4%) Auvergne-Rhone-Alpes 4 (3.0%)
B Technician — 5 (3.7%) Cardiology- 11 (8.1%)
Other — 5 (3.7%) Grand Est 3 (2.2%)
Respiratory diseases - 11 (8.1%)
Pays de la Loire 2 (1.5%)
Other fields - 11 (8.1%)
- i 2 (1.5%
centre-Val de Loire ( ) Rare diseases / Genetics - 9 (6.7%)
Normandie 1 (0.7%) Hepatology . 4 (3.0%)
B 22-25 years — 24 (17.8%)
PACA 1 (0.7%) B 26-30 years — 32 (23.7%) Basic biology. 4 (3.0%)
31-35 years — 16 (11.9%)
0 10 20 30 40 50 60 . >35 years — 62 (45.9%) 0 10 20 30 40 50 60
Number of respondents @ Prefer not to answer — 1 (0.7%) Number of respondents
(3.2:{0) 5.2%
|I:I:>t 8.1% Unsure
applicable

#1 Administrative burden n=67

Unsure
3.7%
25.29, Not at all
(n=34)

Direct clinical
exposure

25.2%

#2 Ethics & confidentiality n=65

34.8% slnzg'g:/fy Mandatory
(n=47)
No 40.7%
exposure Strongly
o o #3 Time constraints n=64
74.8% 75.5% 94.8%
- Perceived positive ~ Support
cIinilélgl il)l;[eg((:)tsure impact on research Integration _ _
#4  Patient discomfort n=23
ontional No barrier identified
44.4% 34.8%
(n=60) Moderately
Indirect
exposure

Although most researchers have a little direct contact with patients, there is a strong consensus that clinical immersion could

enhance both disease understanding and research practice

ALS/MND researchers

n=15

100% 87% 73%

Predominantly

indirect exposure Perceived benefit

Patient exposure

ALS/MND researchers report frequent contact with the patient
community, yet opportunities for direct clinical exposure remain

limited
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