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Mporpama KOHTPONLOBAHOrO A0CTYNY
(MAP) / NoctauaHHA nikis nicnn
3aBepLUeHHA KNAIHIYHMUX JocnigXeHb
(PSDS)

NoBigomneHHA Npo KOHiAeHUiHIcTb
Ta 3aXMUCT NEePCOHA/IbHUX AAHUX
nauieHTta/3roaa

LLlaHoBHWMI nauieHTe!

Baw nikyrounin nikap nogas go komnadii Novartis
3anNUT  WoAo JliKyBaHHA Bac abo Bawoi
ANTUHKU/NigonivyHoro. Y ubomy NoBiaoOMAEHHI NPO
KOH}IAEHUiNHICTb onncaHo, AK KomnaHia Novartis
Pharma AG, posTawoBaHa 3a aApecoto
Lichtstrasse 35, 4056 Basel, Switzerland (gani —
«Novartis»), BMKOPWUCTOBYE Ta iHWWM YUHOM
0bpobnse Bawi  pani sk BosoAineub
NepCcoHasbHMUX AaHUX.

Y UbOMYy MOBiAOMAEHHI NPO KOHQIAEHUINHICTb
NOCUMNAHHA Ha «MW» abo «Hac» 03Ha4alTb
KomnaHito Novartis. «Bu» o3Ha4ae naujeHTa, AaHi
AKOro 06pobnatoTbCA, AK OMMCAHO B LbOMY
OOKYMEHTI. AKLWO BU OTPUMAnU LEN AOKYMEHT,
OCKINIbKM Ball NiKylO4MIA Nikap nogasB 3anuT Ha
AOoCTyn A0 NiKyBaHHA Ansa Bawoi auTuHM abo
nigoniyHoro, TepmiH «Bu» cTOCYeETbCA Balioi
AMTMHM abo nigonivyHoro, ANA AKMX NOSAHO 3aMNuT.

AAKi paHi mu  36upaemo i HUMH

BiabyBaeTbcA?

wo 3

Mig yac nogaHHA 3anMTy Ha gocTyn Ao iHbopmauii
npo Bawe nikyBaHHA Baw nikytounii  nikap
30608’A3aHMN HagatM KomnaHii Novartis nesHi
AaHi npo Bac (nani — «Bawi gaHi»).

Novartis BUKIIOYHO

piK
HAPOAKEHHA, 3 TAaKoX iHdopmauito npo Bawe

KomnaHia OTPMMYE

iHpopmaujlo npo Bawy cTath, MicAub i

340p0oB’A, TaKy fAK cTaH Baworo 3mopos’a Ta
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Managed Access Programs / Post-Study
Drug Supplies

Patient Privacy Notice/Consent

Dear Patient,

Your treating physician is submitting a request to
Novartis for your treatment or your child’s/ward’s
treatment. This privacy notice describes how
Novartis Pharma AG, at Lichtstrasse 35, 4056
Basel, Switzerland (hereinafter referred to as
“Novartis”), uses and otherwise processes your
data as controller.

In this privacy notice, references to “we” or “us”
mean Novartis. “You” means the patient whose
data is processed as described in this document. If
you receive this document because your treating
physician has submitted a request for access to
treatment for your child or ward, the term ‘you’
refers to your child or ward for whom the request
is being made.

What data do we collect and what happens with
it?

When submitting the request for access to your
treatment, your treating physician is required to
share certain data about you with Novartis
(hereinafter referred to as “your data”).

Novartis solely receives information about your
gender, month and year of birth and information
about your health, such as your medical condition
and the information about the treatment you
have received so far. In case your treating
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iHpopmauito Npo NikyBaHHA, AKe By oTpumyBanm
00 Lboro yacy. Y pasi, AKLWo Baw nikytoumit nikap
3BepHeTbcA A0 KomnaHii Novartis 3 3anuTom Ha
NOBTOPHE NOCTAYaHHA NiKiB A4Na Bac, TakoxK moxe
6yTM 3anpolweHo A0AaTKOBY iHPOpMaLio Wwoao
edeKTUBHOCTI NiKYBaHHA. |HWI AaHi, Taki AK Bawi
iHiLiann, MoXyTb 6yTK 3ibpaHi AnwWwe y pasi, AKWO
ue BMMAraerbCA YKpaiHCbKMM 3aKOHOAaBCTBOM
abo perynatopHumm  opraHamu. KomnaHis
Novartis He oTpumye Bawy iHpopmauio, WO
[,03B0J1A€ 6e3nocepeaHbo iAeHTUdIKyBaTM 0COOY,
TaKy AK Bawe im'a uM agpeca, 3a BUHATKOM
BUMNAZKIiB, KOMIM Lie HEObXiAHO ANA A0CTaBKU JiKiB
BiANOBIAHO A0 BUMOT KPAiHU — Yy TaKOMY BUNAAKY
ANA LOCTaBKM MOXKYTb 3HaZ0buTUCA Bawe im’a Ta

KOHTAKTHI AaHi.

KomnaHii Novartis noTpibHi Bawi gani gna:

-  0bpobGKM 3anuTy, HanpwuKaag, OLiHIOBaHHSA
Bawoi npmMaaTHOCTI A0 NiKyBaHHA,
- OpraHisauii AoCTaBKU: y KpaiHax, Ae Mu

3060B's3aHi HagicnaTtu Bam NiKK
6e3nocepesiHbO,

- JOTPUMaHHA 3aKOHOAaBYMX abo
HOPMATUBHUX BWMOI, HanpuKknag, y pasi
BUHWUKHEHHS  iHUMAEHTIB, noB'A3aHMX i3
6e3neKkoto BUKOPUCTAHHA NiKapcbKoro
3acoby.

KomnaHia Novartis TakoX MOXKe [043aTKOBO
AHOHIMI3yBaTM Bawi gaHi, WO O3Ha4aE€, WO AaHi
binble He MoOXKHa Oyae nos’asatm 3 Bamu.
AHOHIMI30BaHi OaHi MOXYTb BUKOPUCTOBYBATUCA
KomnaHieto Novartis gna iHWKX Uinen, Takux AK
HanMcaHHA HayKoBMX NybnikalilAi Ta HaBYa/IbHUX
maTepianis, i MOXyTb nepeaaBaTMcA TpeTim
ocobam, 30Kpema 30BHIWHIM MapTHepam abo
OEep’KaBHUM OpraHam OXOPOHW 340p0B'A.
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physician requests a re-supply of the treatment for
you, additional information about the treatment
efficacy may also be requested. Other data, such
as your initials, may be collected only if required
by local laws or regulatory authorities. Novartis
does not receive your directly identifiable
information such as your name or address unless
it is required for the shipment of your treatment
as per the country requirements — in such case
your name and contact details may be required for
the shipment.

Novartis needs your data to:

- manage the request, e.g., evaluate your
eligibility for the treatment,

- manage the shipment: in countries where we
are required to ship your treatment directly to
you,

- comply with legal or regulatory requirements,
for example, in case of safety events.

Novartis may also further anonymize your data,
which means that the data can no longer be linked
back to you. Anonymized data may be used by
Novartis for other purposes such as writing
scientific publications and educational papers and
may share it with others including external
partners or health authorities.
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XT0 Mmo3Ke 6aunTun Bawi gaHi?
Bawi aaHi moxyTb 6aumnTi:

- iHCTUTYUiNHI ornagoBsi pagm abo KomiteTn 3

eTUKM,
- KomnaHia Novartis Ta il npeaCTaBHUKY,
- TpeTi CTOPOHM, 3any4vyeHi  KOMNaHiew

Novartis 4ns HagaHHA NOCAYr, NOB A3aHUX 3
06pO6KOD 3anUTy Ta iHWUMKM LiNAMM,
BMKNAAEHUMM B LLbOMY LOKYMEHTI,

- [ep)KaBHi OpraHM OXOPOHU 34,0POB’A.

Ocobun Ta opraHisauji, nepenideHi y po3sgini
BMLLE, 3000B’A3aHi 36epirat¥ KOHIAEHLiINHICTb
Bawmnx gaHumx.

MpeactaBHUKM KomnaHii  Novartis Ta TpeTi
CTOPOHMW, 3a/1y4eHi KomnaHieto Novartis, MOXKyTb
nepebyBaTM B KpaiHax, AKi He 3abe3neuyoTb
TAKOr0 Camoro PiBHA 3aXUCTy AaHUX, OAHaK

KOMMaHisA Novartis 3axuvaTMme
KOHiAeHLUiMHicTb Balumx gaHKX, 3aCTOCOBYIOYM
3axoam 6e3neku, nepenbayeHi
3aKOHO,aBCTBOM.

KomnaHia Novartis 36Mpae Ta BUKOPUCTOBYE
Bawi gaHi Ha niacrasi Bawoi 3rogn Ta 3 meToto
BMKOHAHHA CBOIX tOPUANYHUX 3060B’sA3aHb.
KomnaHia Novartis 36epiratume Bawi paaHi
npotarom 15 pokis.

AKi y Bac € npaBa WoA0 3aXMCTy NepCoHaNbHUX
AaHnx?

BianoBiAHO A0 YMHHOrO 3aKOHOAaBCTBA Ta
HOPMaTUBHMX aKTiB, BM MaeTe npaso:

e Bumaratm goctyny 0 CBOIX NepCoHaNbHUX
AaHuX, iX BUNpaB/ieHHA abo BUAANEHHS

e OTpuMmaTK KOMilo CBOIX NEepPCOHaNbHUX
OaHNX

e OTpMmaTM CBOi MNEpCOHaNbHIi AdaHi vy
3arafbHONPUNHATOMY €N1eKTPOHHOMY
dopmati 3 MmeTolo iX nepepadi  iHLWIM

opraHisauii (npaBo Ha NepeHeceHHs AaHKX)
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Who can see your data?

Your data can be seen by:

- Institutional review boards or ethics

committees,

- Novartis and their representatives,

- Third parties hired by Novartis to provide
services related to the management of the
request and other purposes outlined in this
document,

- Health Authorities.

The people and organizations listed in the
section above are required to keep your data
confidential.

Novartis representatives and third parties hired
by Novartis may be located in countries that do
not provide the same level of data protection,
however Novartis will protect the privacy of
your data by applying safeguards required by
law.

Novartis collects and uses your data based on
your consent and to meet its legal obligations.
Novartis will keep your data for 15 years.

What are your privacy rights?

Subject to applicable laws and regulations, you
have the right to:

. Ask to review and correct or erase your
data

. Ask for a copy of your data

. Ask to get your data in a standard
electronic format so you may transfer it to
another organization (the law calls it ‘right
of portability’)
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e 3anepe4yyBatM nNpoOTU
NepcoHaNbHUX AaHux abo
YacTuH

e BigkauKatm cBolo 3rogy Ha 06pobky
NepcoHaNbHUX AaHWUX, MPU LbOMY TaKe
BiAK/MKAHHA He BMN/MBAE Ha 3aKOHHICTb
0b6pO6KM AaHUX, 3A4iNCHEHOT 40 MOMEHTY
BiAKANKAHHA

0bpobkM  Balumx
iX OKpemmnx

KomnaHia Novartis moxe 06yTM obmerkeHa
33aKOHOM Y BWKOHAHHI 3anuTiB, NoB’A3aHMX 3
Bawummmn npaBamuM Ha  KOHOiEHUiNHICTb;
HaNPWKNAA, MOXKe ByTU HEMOXKIMBO BUAANUTH
NeBHi AaHi, SAKWO BOHM MaKTb OyTH
OOCTYMHUMKW AN Linen opraHiB OXOPOHMU
340pOB’A.

AKwWwo y Bac € byab-aKi 3annTaHHA WoA0 Bawmx
AaHux abo Bu  bGarkaeTe  cKopwucTatucAa
BULLE3a3HAYEHMMWN MpaBaMu, 3BEPHITbCA 4O
CBOTO JIiKYO4Oro nikapA.

Bu TaKOX MoXKeTe 3BEepPHYTUCA Jilo]
BiANOBIAANBHOIO 33 3aXUCT AaHUX KOMNaHil
Novartis 3a €NEeKTPOHHOI0 agpecoto
global.privacy_office@novartis.com abo
HanucaTM AucTa Ha nowTtoBy agpecy «Global
Data Privacy Office, Novartis Pharma AG,
Lichtstrasse 35, 4056 Basel, Switzerland». AKuwo
By 3BepHeTecs 6e3nocepeaHbO A0 KOMMaHIi
Novartis, a He 4epe3 CBOro nNikapAa, KOMNaHiA
Novartis moKe Aai3HaTucAa Bawy ocoby. Okpim
BULLE3a3HAYEHUX NpaB, BiANOBIAHO 40 YMHHOrO
3aKoHOAaBCTBa BW mokeTe maTu NpaBo noAaatu
CKapry A0 KOMNETEHTHOro HarNA40BOr0 OPraHy.

Usa dopma 36epiraTumeTbca y Baworo nikapsa.
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. Oppose the use or the use of part of your
data

. Withdraw your consent, without affecting
the lawfulness of our use of your data prior
to such withdrawal

Novartis may be restricted by law in following
requests related to your privacy rights, it may
e.g. not be possible to erase certain data,
where data needs to be available for health
authority purposes.

If you have any questions about your data or
want to exercise the above rights, please
contact your treating physician.

You can also contact the Novartis data protection
the
global.privacy_office@novartis.com or writing

officer at email address
per post mail to “Global Data Privacy Office,
Novartis Pharma AG, Lichtstrasse 35, 4056 Basel,
reach out directly to

Switzerland”. If you

Novartis, and not through your physician,
Novartis may know your identity. In addition to
the rights above, you may have the right under
applicable law to file a complaint with the

competent supervisory authority

This form will be retained by your physician
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Mignucytoum HUXKYe, A NigTBEPAMKYIO CBOKO 3rogy
Ha nepegadyy Ta nodanblly o06PObGKY MOiX
NepPCoOHaNbHUX AaHWUX BiANOBIAHO 40 YMOB,

BUKNAAEHUX Yy LUbOMY NOBIAOMAEHHI npo
KOH}iAEHUiMHICTL Ta 3axUCT  NepCoHasibHUX
OAHUX.

Im'a nauiexTa / Nianuc [OaTta

6aTbKis/onikyHis
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By signing below, | agree to the sharing and use
of my data, as described in this privacy notice.

Typed/printed name Signature Date
of Patient /

Parent/Guardian





