Patient discussion

forums as data source

for adverse drug
reactions
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Suffers from under-reporting

Post-market
drug monitoring

Real world evidence from
patients necessary



Can be asked

Patient
experiences
Of S | d e Effe CtS Can also be found on patient

forum discussions




Forum for
GIST patients

B
A

= Since | started on GIGEVeE,

| can’t fall asleep at all.

GIST xD
Support
International

Insomnia




ime

Drugs over t

Ripretinib side effects reported over time

Q Q Q Q Qo Q

|eacidde yq4

«[eH3 1] 95BUd HelS

leln |j| 9seyd Keis

[el.q | @seyd Heis

(yjuow Jad) s10a18 apIS JO JUNOWY

2017 2018 2019 2020
Year

2016

2015

Avapritinib side effects reported over time

[enosdde w3

|enoidde yq4

el 11 eseyd Hels

el | @seyd uels

o o o o o o
N < mM ™~ —

(yjuow Jad) s129})@ pIS JO JUNOWY

2017 2018 2019 2020
Year

2016

2015



Which ADR

are
reported?

Altered bowel functlon
Weight loss

Swelling

Disorder of face
Swelling of structure of eye
Depressive disorder
Weight gain

Scleral icterus

Poor short-term memory
Hair color change
Watery eye

Pain

Disorder of skin

Fluid volume disorder
Abdominal pain

Edema

v“\ mmon side effects reported for avapritinib
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Long term

side effects

The 20 most common new side effects for imatinib after 5 years

Intraocular hemorrhage
Xerostomia
Menopausal flushing
Vague ill health

Pins and needles
Contusion

Sweating
Lightheadedness
Tremor

Tachycardia

Numbness

Hyperemia of eye
Blurring of visual image
Hip pain

Neck pain

Scalp itchy

Peripheral edema
lliness

Heavy feeling in eyelids
Muscle atrophy
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Compared to

registration
trials




Advice on how to cope with
side effects

What is next?

Comparison with survey data
on ADR

How representative is a forum?




