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4.5 millions
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Social networks and health

WHAT CAN WE DO

with this abundance of data in
~» 3out of 10 French people and more than the health sector?

1) 50% of American have already talked about

their health or the health of others on the

web
*

The use of social media has increased
L1\ with the health crisis

Sondage 2018 Odoxa pour healthcare data institute .
Ka pe Co d € https://siecledigital.fr/2020/03/27/avec-le-confinement-lutilisation-des-reseaux-sociaux-augmente-de-61 La vision | 3
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How does social media influence health?
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La grogne monte chez les
patients sous Levothyrox: "le
numéro vert mis en place
n'est qu'une illusion”

Face au manque d'informations et d'écoute, ils sont
nombreux a s'étre tournés vers Facebook.

Par Sandra Lorenzo

KapeCode

Covidlong: le cri
d'alarme de
patients

Par La Provence Priscilla Ribeiro, Covid Long
Solidarité

Sur les réseaux sociaux, les malades du covid long
affichent des photos d'eux en noir et blanc réalisant
une activité qu'ils ne sont désormais plus capables

de faire. Tous ces témoignages sont regroupés sous
le #LongCovidAwarenessDay.
PHOTOS TWITTER

Signalements d'effets indésirables, pétitions, témoignages de personnalités
comme Anny Duperey... La machine s'emballe autour du Levothyrox.

La polémigue autour de 1a nouvelle formule du Lévothyrox, un médicament utilisé
par les patients souffrant de troubles de la thyroide , ne cesse de croitre. "Le 'vent
de panique' provoque et relayé sur les réseaux sociaux et certains médias n'est
pas légitime" , s'est ainsi inquiété mercredi le Collége de la médecine générale
dans un communique.

How does social media influence health?

A

Le Pr Salmon-Ceron, a fait partie des premiers spécialistes a "croire" les

patients atteints de Covid long.

lIs se sont tout d'abord heurtés a un grand scepticisme de la part du corps
médical, puis retrouvés sur les réseaux sociaux en créant l'association

AprésJ20.

L'Ozempic est devenu une denrée rare
au niveau mondial depuis que les
réseaux sociaux, a commencer par le
préféré des adolescents, TikTok, ont
vanté ses vertus. « Des remontées de
terrain ont fait état d'un usage parfois
détourné, dit hors Autorisation de
Mise sur le Marché (AMM), chez des
personnes non diabétiques ni
malades, dans une volonté de perte
de poids », explique l'agence
nationale du médicament (ANSM), qui
alancé l'alerte en France en

septembre.

Société, Sante
Ozempic : 'inquiétante promotion d'un antidiabétique
comme coupe-faim sur les réseaux sociaux

En France, les autorités s'inquiétent de l'utilisation de cet antidiabétique que beaucoup
s'injectent pour perdre du poids. Carine a accepté de nous raconter comment elle s’en
est procuré.

La vision | 5



What Kap Code offers

MONITOR & ALERT

OBSERVE

+ Infodemiological studies to + Recruiting patients and + Early detection of
understand patient behavior caregivers via social networks pharmacovigilance signals

+ Extraction of data on health- + Applied to observational studies, + Early detection of fake news
related quality of life focus groups and clinical trials

+ Detection of weak signals

+ |dentification of needs and
difficulties encountered

+ Analysis of healthcare pathways

Kape Code La vision | 6




Our vision for the past 10 years

SOCIAL MEDIA

A reliable medical

source

TOURNAL OF MEDICAL DITEANET RECEARCH
COriginal Faper.

IR CANCER

orana Bager

Quantitative and Qualitative Findings

Social Media Platforms Listening Study on Atopic Dermatitis:

Patient and Caregiver Perceptions of Advanced Bladd  sumsh witer, vsc. Brisine Riche, Ms: Michel Boemfas?, MSc. MS; Disre Foulqueid’, MSc, Amis Gedi' MSc.

Systemic Treatments: Infodemiclogy Study Based on Sc mwﬁmwmmwmmMM'mﬂmmm

Data

89 Public Health and Informatics
J. Mantas et al. (T )

2021 Eurcpean Pederation for Medical Informatics (EPMJ) and I0S Press.

This article is published online with Open Access by I0S Press and distributed under the terms

of the Creative Commons Attribution Non-Commercial License 4.0 (CC BY-NC 4.0).
doi:10.3233/SHTI210308
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Abstract. The exhaustive automatic detection of symptoms in social media posts
is mad diffeut by the pesene of cologuial expesiocs, mispelings and
inflec detection of sclf- ms is of major
importance for cmergent discascs like the Covid-19. n this stody, we simed to (1)
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list

Stngt o
e ol of chem by i e et of &

(MR Cancer H23,9:04 5100} ok L0 215645011

. French Comid 1Bt tweet were auomascaly exracied using a

dedicated data broker during the first wave of fhe pandemic in France. The fuzzy

‘matching parameters were finetunad using all symptoms from MedDRA and then

evaluated on a subset of 5000 Covid-l 9-related weets in French for the detection

of symploms from our Cavid-19-relaicd list. The fizzy maiching improved the
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Whistleblower

Covid long: le cri
d'alarme de
patients
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1B 26 DOCKSER MARCUS

Federal regulstors spproved
a drug to treat a debilitating
disease using data collected
ahout parients over decades,
creating; ning: for re-
5 F ather rae condi
tians wha often struggle o
prove their wreatments work.

The Food snd Drug Admin
istration on Tuesday appraved

La grogne monte chez les “;"m";gr
patients sous Levothyrox: "le sl e p e
numéro vert mis en place

n'est qu'une illusion"

ccnls age 16 and older.
Face au manque d'informations et d'écoute, ils sont
nombreux a s'étre tournés vers Facebook.

Par Sandra Lorenzo

Source of RWE

‘Ihe FDA last year said re-
sults from @ single clinical
frisl didn't sufficiently deman-
strate the drug slows the pro-
gression of & disease that
cruses progressive damage ra
the spinal cord, muscle weak-
ness, and movement problems
and often kills peaple by age
45, Instead of running anolher
trial, Reata submitted addi
dons duca including an analy-
sis from a so-called natural
Ristory sty that has cantin-
ued to collect information
buut patients for more than
w0 decades.

“Data. created by patient

commuities can be reglatory

de said Annie Kennedy,
Shiet o1 policy; adwocser e
patient eitgagenicnt at the Ey-
eryLife Foundation for Rare
ni;ea:e« a nonprofit advacacy

%
E

of that prin
Uniie cinieal triats, natu-
ral history studics dow lest a
dnlg Tnstead, patients every
rear underso a battery of tests
b rack huw a disease is pro-

TogTession in paients who
received the drug. with people

i the nanural history study
viho were cluse matches bas
on factars including gender
and age of diapnosis but didie
ke omavelmolone.

‘The TDA typically requires
eesults {rom bwo clinical rials
demonstrating a drug’s e
cacy to ensure positive results
s one Lial are replicable. But
with vare conditions, finding
cnough patients to Twn two
clinical trials can be daunting,
el Jennier Farmer i ex
ceutive officer of the Friedse-
e Atkia Rescarch Allanee,
wihich funds research about
e discase includizg e ratu-

1al history study. Familics of
patients have raised about $1
million a year to fund the
studl, Ms. ¥arer said,
Reata’s pivotal trisl in
SMAS eichns, o
primarily {rom the appr
nately 22,000 praple workd
\\'mc mm the disorder, mainly
)5, Europe and Austea-
. Some fravele ncireds ar
moxe miles to reach trial sitcs.
Not everyone interested in

participating uns lgibe.
an by Fricdreiclys
atiin clinicians and Reata ce.

termined that peaple who re-
ceived the drug and continued

SOCIAL NETWORKS

Drug’s Approval Widens Path for Rare-Disease Treatments

Ko ke it over hree years o
perienced an almost 5
fucrion in the rogression af
disease compared \\‘Alll
penple in the natural
smu "Who chdnt Teceive the

""l‘lw data collected in the
natwal history study were
critical  showing the drugs
henefit," said Reata CEO 1
Warren Huff.

The company said it plans
ta charge $370 a year for
the drug, aud that through
surance and a ptient a
tance  program, patients
should be able o ain access.

La vision | 7



How does it work?

D S

,/’ ~\\
U \
/ SOURCES
|' Generic and ‘|
| specialized | MODELING ANALYSIS
e !
\ complizgi‘;:: ’:/ith the ,’
/, .
e Association rules ‘_9 Topics of
[ - . discussions
‘ .
o —_ Topic models ®©  webusers
- —_—  — L .
v v . typologies
Clustering
Extraction Pre-processing Corpus ‘_9 Er;ggtjlrt‘ltssred
-
"""""""""""""""" ‘@ Quality of Life
TERMINOLOGIE ; impacts

Vocabulaire Champs lexicaux
médical (MedDRA) (ex: parcours de soins):
L cccc e e e e e e e - - - - - -- - ' 88




Detec’'t methodology

Jane Doe
Y @IDO

Yesterday | had an appointment ath the hospital with
my OBGYN et and it seems that my pregnancy get

4 .
Yesterday | had an appointment at the Detec t IS an
hospital with my OBGYN et and it seems

complicated, due to my medications ... #FML | L iiiiecssssssssssssssassnsnsnnsnnnnnnnnnnns 1
00 20 EXTRACTION * | that my pregnancy get complicated, due automated social
133 Retweets 46 Quote Tweets 117 Likes to my medlcatlons " #FM L netWO rk a n a |ySiS
Q Q
_ based on methods
ENTITY of artificial
DETECTION : . .
; intelligence and
Pronoun ¢ Event text m | N | ng
. Verb 3
<<Yesterday! 2EELS an appointment Yesterday ‘I héd an appoi‘ntment at the
at the hospital with my OBGYN et . . :
. hospital with my OBGYN et and it seems
and it seems that my pregnancy STEMMING
, e that my pregnancy get compllcated
L COMIB LI, eI 1) due to m medlcatlons .HFML
medications ... #FML » Y ‘
M.ESS.AG.E Medico/ centre Heo/thc_:ore Problematic
CLASSIFICATION | | practicioner
o ., Pregnancy |
““““ : e, Therapeutics

Ist category (2nd category = 3rd category
KapeCode 9 9




The algorithms we develop

Discussion topics
Care pathway

TRU

I Alv"

Addressable digital populations

Discussion topics

Quality of life Specialty
Difficulties encountered : c : Age, Sex
Unmet needs HCPs \ Difficulties encountered

Creation of personas

Treatment intake
Therapeutic switch
Misuse

Signal detection

Vaccine perception
Disinformation
Identification of suicidal thoughts

KapeCode

Age, Sex
Geolocation

Pl
.
.

Treatment Patient

.
.
“y
"ay

Pathologies

.
....
‘e .
. .
..........

o
o
.
.......

;_--------

Unmet needs
Creation of personas
Geolocation

------
™,
.
.
O

Discussion topics
Quality of life

Caregivers Difficulties encountered
—]

Unmet needs
Creation of personas
Age, Sex
Geolocation

Perception

Care pathway

Quality of life
Difficulties encountered
Diagnostic error

Unmet needs
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B Some use cases



Use case : drug perception

TREATMENT A TREATMENT B

DRUG INTAKE DRUG INTAKE

7

Patients messages  (n=230) Patients messages (n=56)
52% 48%

o = ]
Treatment taken  Treatment not taken

44% 56%
Caregivers messages (n=59)

Treatment taken  Treatment not taken

59% 41%
Caregivers messages (n=323)

Treatment perception

Drug comparison

) \ Therapeutic compliance
DRUG PERCEPTION: B

Patients messages  (n=56)

' DRUG PERCEPTION: A |

Patients messages  (n=230)

20% 7% 13% 12% 9% 27%
Negative Neutre  Positive Negative Neutre Positive
25% 1% 6% 7% 19% 17%

Caregivers messages (n=323)

Caregivers messages (n=59)

KapeCode 12




Use case : Woman health

Objectivation of clinical symptoms and everyday burden Key levers to be a prefered partner for patients,
according to their needs
MOOD SLEEP LIBIDO / SEX DANDER DIGESTIVE

HOT FLASHES SYMPTOMS DISORDER LIFE IMPAIRED MODIFICATION FATIGUE WEIGHT GAIN OSTEOPOROSIS SYMPTOMS (@

mE e x 7 — » " ictim
fe b= @ F A
o . / /C_‘-—;—'D‘/ ’ Empowerment
Ir.\;:errogatic;n '- - * * ﬁ
o0 b

Feedback
Chcm:e maklng

Isolatlon
Community

Life style change

Orientation

5 countries analyzed Omnichannels communication
strategy

From clinical reality, to everyday burden
Positionning counselling

Solutions identifyed by patients

KapeCode 13




Use case: Skin disease control

Medical service rendered, patients perception and satisfaction,
according to therapeutic

CONTROLLED DISEASE INSUFFICIENTLY CONTROLLED DISEASE

e the resumetion
35 ailare-u afiee
Caatmarn

Ea ot support ABS

30

Evaluation of symptoms
control

25

20

5 Perceptions, fears and
satisfaction associated
with treatment

KapeCode 14



Use case : Market research - product launch

UNMET NEEDS REASON FOR
SWITCHING
— - =
L 27 \ °° Reason 1
Top of the Funnel — General population 3o 1983 consumers

Population (women & men) that may or may not have ﬂ
Google
E experience around the product PAY Reason 2
- 2 1630 consumers
Queries 75
>+ | Reason 3

Middle of the Funnel — product users Category1 Category 2 Category 3 Category 4 Category 5 & B DT

Social Population of consumers with experience around product*, ;
discussing on social media in order to gain more information on
listening the product or other similar products®, feedback and PRICING ANALYSIS BRAND ANALYSIS

experience sharing (respondents are excluded).

50LLOM DT theFUNNel SPotential consumers’ % of positi i
Thanks to the | ledge about the General © pPSI fvepercer:) lons
+ qualitative analysis

population & the product users, a potential
consumer profile can be identified as a consumer What is considered ...

interested in pharma company product. <$ [$,$] >$ % of negative perceptions

+ qualitative analysis

Low price Resonable Pricey

Over the counter medication market Product launch optimization

Competitive intelligence analysis

Visualizing patient market through internet

KapeCode
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Use case : Patient insights on rare disease

Medical concepts expressed by patients

Mood disorders 7

7% - Anxiety
6% - Stress
6% - Depressive mood

Links betweek key milstones (2)
1(%2) 3 Tiredness

. 17.5%- Asthénia Nephropathy with mesangial
| S r v

IgA deposits

Biopsy Blood pressure

@? 5 Blood pressure
. . «  15,5% - Arterial blood pressure
Kidney damage 1

= 12% - High blood pressure
75,5% - Mesangial nephropathy Decreased
15,5% - nephropathy renal
14,5% - antibodies
6,5% - Extra-membranous glomerulonephitis

. clearance
, S 2 Pains
4% - Glomerulonephitis } =

34,5% - Pain (not specified)
3,5% - Back / Low back pain

Urinary manifestations 6 e ; Dialysis y . : Proteinuria
- 17,5% - Haematuria 4 4
15% - Proteinuria {
4% - Urine analysis

«  17% - Kidney Biopsy
2,5% - Polyuria 9,5% - Biopsy

Asthenia Kidney failure

Haematuria

Objectifying patient experience Patients experience and pain points

Disease impact on Quality of Life Caregivers perspective

Healthcare pathway with patient perspective at every step

Unmet Needs
KapeCode
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Use case: rare disease patient care pathway

Care pathway reconstitution thanks to patients verbatims

Links between key milestones

Nephrologist

g—--g—‘-—g--—g--—g
&I oﬁ’l ..... _@\)

Scanner General practitioner

Ultrasound

Haematuria scan

DISEASE EVOLUTION

" A H d T -
£ _6 _. : : .
(— —.< (- <. <. &, (‘ 3 s 5 Uroscanner ‘ Analysis

\.(.Immm - ’*ﬂ L.
@B

Proteinuria

Deterioration of organ function

Objectiver I'expérience du patient Difficultés rencontrées

Impact de la maladie sur la qualité de vie : :
Caregivers perspective

Parcours de santé avec le point de vue

: X . Besoins non couverts
du patient a chaque étape

KapeCode
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Use case : Patient insights on rare disease

Categories of difficulties

Rrelapse oF
recovery
J% rel-leq
2LS difficulties .
é N e o
% patient
S environement
" N o e i s 2 5 S
- ,% Linked to screening /
\‘ diagnostic

2 \.....__--..__--__....__...__
- " Care omanisation difficulties

-----—-—----—--—
N o o o s

Medication related

Classification of difficulties through care pathway

BEFORE

% 3
L) Jr

TESTING and DIAGNOSTIC - 21%

- 16% Diagnostic delay

= 4% Shock of the announcement

4% Lack of / need of further
information about a diagnostic
step

DISEASE

LINKED TO MEDICATION OR MEDICAL ACT - 26%

= 6% Fear of management of side effects

- 6% Therapeutical errancy

- 5% Lack of / Need of information about a medication

AFTER

m RECOVERY OR REMISSION -
LINKED TO THE DISEASE - 33% TR o Medicati
- 13% Lack of / need of information about the disease / a precise state of disease RS " [EEEEy @ edication!
- 10% Recognition / acknowledgment / management of pain i ]s;que SI — ;
- 7% Fear / acknowledgment / management of disease specific symptoms preventw‘g;u el (EEE=S
- 1% Difficulties with money /
bank loan

PATIENT ENVIRONEMENT IMPACTED - 13%

8% Daily activities impacted

- 4% Professional impact for the patient (sick leave, half-time...)
2% Social relations altered due to the disease

MEDICAL CARE, FOLLOW-UPS - 23%

+ 10% Lack of / Need of information on how to take care of the disease
- 6% Dissatisfaction with care

5% Seeking alternative / additional medical advice

.‘n cal’e pathway EXISTING DIFFICULTIES AT ALL STAGES OF THE DISEASE / TRANSVERSE-
Need of patient sharing, talk group, patients feedback
Psychological impact, solitude, distress, stress, anxiety, depression
Management

Transversal

Objectifying patient experience Patients experience and pain points

Disease impact on Quality of Life Caregivers perspective

Healthcare pathway with patient perspective at every step

Unmet Needs

KapeCode
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SOCIO-DEMOGRAPHIE

1B%  70%

12 %ﬂ Q

33 196 messages
17 070 auteurs
1.9 posts/users

Use case : Drug monitoring

TOPICS DISCUSSED

Migraine and drug g Pathway

ineffectiveness
10.94% (3 590 posts)

Post-surgery pains
13.06% (4 284 posts)

Sleep disorders
14.25% (4 615 posts)

Children prescription
15.08% (4 947 posts)

Addiction and paracetamol toxicity

16.08% (5 276 posts)

10.77% (3 534 posts)

Drug intake in everyday life

Advice for pain relief 33.37% (10 949 posts)
nmwm;"ﬂl.‘
1

Gynecology and paracetamol
TOPICS 21.60% (7 085posts)

Neuropathic pain
21.41% (7 025 posts)

Sharing information
17.59% (5 770 posts)

SPECIALITES

DOLIPRANE DAFALGAN EFFERALGAN
14095 posts - 5972 posts - 3628 posts -
(42%) (18%) (11%)

CONCEPTS MEDICAUX

PAIN PYREXIA FATIGUE
153105 posts 3358 posts 2962 posts
(46%) (10%) (9%)

HEADACHE PREGNANCY
2091 posts 1876 posts
(6%) (6%)

PRISES CONCOMITTANTES

tramadol ibuprofene  spasfon aspirine

Number of posts

KapeCode

Patients experience and pain points

El POTENTIELS

POTENTIEL EI n % FREQUENCE  ATTENTE
FATIGUE 643 5.01%
DEPENDENCE 334 2.60%

NAUSEE 306 2.38%
VOMISSEMENT 292 2.21%

SOMNOLENCE 225 1.75%

COMMUN  ATTENDU
COMMUN  INATTENDU

COMMUN  ATTENDU
COMMUN  ATTENDU
COMMUN  INATTENDU

DETECTION DE SIGNAL

POTENTIALAES  PRRVALUE N

INSUFF HEPATIQUE ~ 25.16
TBL HEPATIQUE 11.98
INSOMNIE LEGERE  10.48
TENTATIVE AUTOLYSE 7.55
VERTIGE 122
INSOMNIE 592
TBLATTENTIONNEL ~ 5.16
EMPOISONNEMENT ~ 4.38
HEPATITE 340
30 40 PENSEE NEGATIVES 3.2




The patient reality

Beyond the analysis, taking into account their testimonies, understanding their daily burdens
and unmet needs, are tools for improving care.

‘ ‘ Let's not confuse "patient-centeredness” with "customer orientation. For medicine, being patient-

o (3 [ d
Richards T, Montori VM, Godlee F, Lapsley P, Paul D. Let the patient revolution begin. BMJ. 14 mai 2013;346:f2614. ' ts o r ' g ' n.

centered is not a strategy. It is the condition of its existence, the process from which it emerges: ’

Information needs and patient questions

—
Questioning the need for a 2nd medical opinion 4%

Questioning the management of pain 4%
Questioning on the hygienic and dietary measures to take 4%
Questioning the diagnosis, without the confirmatory biopsy 4%

Questioning about adverse effects 4% "‘

tralndlcauon with Berger's dlscm

25% Need for information on
comprehensive care

Questioning the |mpm ofthe 7% f
{
disease on daily activities | h

Qucsu nlng the managementofa 7%
di

intercurrent disease "
Qui nneme nt sur la gestion d'une 7% ‘.
ent

maladie inter

21% Need information about a
therapy

Need information on diagnostic testing 7%

21% Need for information about the disease or a
particular stage

KapeCode

KapeCode

Moral burden

. Fear of the unknown
Fear of having the disease, during the diagnostic phases
Fear/anxiety due to lack of knowledge of the
- of the disease and its evolution
+ the follow-up and examinations to be carried out
« interpretation of test results
Fear of biopsy complications.
Fear of disease recurrence post-transplant / Return to dialysis
Fear of progression to end-stage renal disease

Anxiety (8%)

Worryness (19%)

Mental load(19%)

. Mental Load

General mental load or related to the organization of the care
pathway
The psychic burden of physical symptoms
General anxiety related to the disease

Shock of the announcement / Trauma

Feeling of marginalization and loneliness for the patient

Fear (32%)

. Impact on the desire to become pregnant

Sadness: contraindication iliness / pregnancy

Concern: Proteinuria and pregnancy
Detec’t,

20



Kap Code - from regional to global
o vcontinenes Gy mooumies

United States

United Kingdom -

France

Spain

Italy

Algeria

KapeCode

China

Netherlands

Luxembourg

Belgium

Germany
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Today, our ecosystem

PHARMACEUTICAL
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{h Bristol Myers Squibb’

: INVENTING FOR LIFE
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i Inserm
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People and ideas for innovation in healthcare
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@ contact@kapcode.fr

\? +33 972 605755

+33 6237554 68

? www.kapcode.fr

fl 146, rue Montmartre 75002 Paris FRANCE

DO s
FROM DATA TO HEALTH



http://www.kapcode.fr/
mailto:contact@kapcode.fr
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