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Biobank activities

* Biobanks are a research infrastructure

* Goal is to aid in development of novel treatments and treatment practices, as well as

promotion of health by biomedical and health science research

* By combining biological data from samples with clinical data, it is possible to study mechanisms

underlying diseases and the relationship between genotype and phenotype

* Samples and data can be utilized in development of personalized diagnostics and treatment
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Key advantages of Finnish biobanks ‘

e Public health care and national treatment guidelines
* Social security number (Person ID) BIRTH AND CVI

* Longitudinal sample collections with associated EHR information

* Hospital-integrated consenting and sample collecting procedures -> clinical quality
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Biobank act (1.9.2013)

* Regulation by national authorities (professionalism, quality standards)

* Protection of donors’ rights (informed consent, privacy protection, sample

pseudonumization, right to know in which projects samples have been used)

* Promotion of research and R&D (broad consent, permission to link samples with
information from hospital databases and national registries, all raw data from biobank

projects return to biobank)

9.10.2019 Auria Biobank 4




BIOBANK

NAURIA ‘

Auria Biobank

L e S TS st 55T o A hospital integrated biobank = Biobank that
A ¥ %{Z&;\ e——— processes clinical specimens and data in a hospital

setting

* Owned by the University of Turku and Hospital
districts of Southwest Finland, Satakunta and Vaasa

* Authorized to operate in March 2014
* Catchment population ~900 000 people

* A research infrastructure for academic
investigators and company R&D

* Nearly 200 biobank studies with pharma industry
and academic researchers
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Auria Biobank’s services

* Collection and storage of human biological samples with related clinical data
* Archive of >1,5 M FFPE samples, ongoing collection of fresh/frozen tissue samples
* Blood samples (10 ml EDTA) from every consented patient (TYKSlab, SataDiag, Vaasa)
* DNA extraction

* Production of tissue microarrays (TMAs)
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Pediatric TMA
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84 tumor sample spots / with 27 respective normal controls from 56 patients
divided in six cancer type specific arrays

* Kidney (e.g. Wilms' tumors)

* Brain/meninges (e.g. gliomas, glioblastomas, medulloblastomas)

* Sarcoma (e.g. osteosarcomas, Ewings‘s sarcomas)

* Lymphoma/leukemia (e.g. lymphomas, Hodgkins’s diseases)

* Thyroid (e.g. papillary carcinomas)

. e Others (e.g. carcidoid tumors, medullary carcinomas, acinar cell
carcinomas, teratocarcinomas)
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Auria Biobank’s services

* Clinical data from EHRs linked to Auria Biobank’s samples (diagnosis, patient age and sex; smoking
status and history, sample time, type, location, tumour size; metastasis (pTNM classification); IHC
analysis results, staging of cancer; drug treatments and course, line of therapy, treatment
outcomes...)

* Algorithm development for text mining
* Deep learning and Al
* Evidence-based feasibility studies for clinical trials

! * Recall for clinical trials
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Real-world data linked to samples

Real-world data: Clinical patient data that is

. . « . . H : ’ H
generated in health care outside clinical trials Auria Biobank’s sample and data register
Clinical
HOSpital Diagnoses
Electronic —_ Clinical data in > moi?g_d :
Health data lake 4 oo
Records
La:]ezﬁtgw Patient Data
National registers 2005 2004 -
Biobank studies messurement Person Date OF irth
) refetence value I D
v" Clinical data is already existing Radiation Clinical
Therapy Operations
v" Longitudinal information 2000~ 2004-
. e Hospital Cardiolo
v" In electronic format ~2004 onwards Sl 005
2000-
. . . . . . chemothers Lung Function
. v' Possible to combine hospital EHRs with biobank specimens e e
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Finnish biobanks
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Finnish biobanks ‘

Number of new biobank consents and projects during 2014-2018
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Consent collection from minors

Recall option

9.10.2019
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nfo@auria fi
RIOPANKKI 20521 Turku

Consent to the processing of a minor's samples and data by Auria Biobank

| confirm that | have read and understood the info sheet for the parent/guardian of a minor and, accordingly,
| give my consent to Auria Biobank. My child has been informed of the biobank in a manner suited to his/her
age, and his/her opinion on giving a biobank sample has been heard. Consent on behalf of a child between
the ages of 12 and 17 is given by the parent/guardian and the child together. If you believe that your child is,
taking into account his/her level of development, capable of understanding the significance and nature of
biobank research, the child must also be asked for his/her consent. My child’s samples and personal data, as
well as data related to his/her health can be transferred to Auria Biobank, combined with samples and stored
there. Auria Biobank can assign them for biobank research.

| can cancel my consent by sending the bicbank a completed refusal of consent form, and a child between
the ages of 12 and 17 can also always refuse consent independently of his/her parent/guardian. | am aware
that when my child turns 18, only he/she can submit biobank refusal concerning him-/herself. When your
child turns 18, we will inform him/her of the biobank consent, and he/she can then decide whether to con
tinue to participate in the biobank's activities or refuse the use of his/her samples and data.

In addition, | consent to Auria Biobank contacting me or contacting my child through me in the following
circumstances:

To inform me of findings from my child's samples which are of significance to my child's I:l Yes I:l No

health
I:‘\"es I:‘ No

To discuss whether my child would like to provide additional samples or participate in
some form of research that is not covered by this consent

chlld'spemnalidemitvmﬂe:‘ | | ‘ | | ‘ | | ‘ | |

Child"s full name:

Address

Child’s signature (mandatory for 12-17-
year-olds)

Full name of parent/g

Penonal[dentnvcnﬂeof| | | | | | | | | | | |

parent/g:
Address of parent/guardian
(if different from the child's address)

Parent’s/guardian’s signature and date

weww.auria.fi/biopankki

050 578 0815
info@auria.fi
www.auria.fi/biopankki

AU R IA ;\tgaZBiupankm

BIOPANKKI 20521 Turku

Biobank refusal — Minors

| do not consent to my underage child’s samples and personal information being stored in Auria Biobank,
processed by the biobank and assigned for biobank research. Your child can also submit his or her refusal
autonomously if he or she is between the ages of 12 and 17.

The refusal of consent will take effect upon Auria Biobank’s receipt of the signed refusal form.

Your child’s personal identity code: ‘ | | ‘ ‘ | | ‘ ‘ | | ‘

Child’s full name:

Address:

Child’s signature and date:

Full name of parent/guardian:

Personal identity code of
parent/guardian:

Address of parent/guardian:
(if different from the child’s ad-
dress)

Parent’s/g ian’s si e and
date
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Sample collection from minors

The other Finnish hospital biobanks are also starting consent collection
from minors during the next few months.

Specific info material for minors, tailored for <12
year old and for 12-17 year old children

lllllll

BOREALIS

LI
BICEBANK
Tissue samples collected before 1.9.2013 from . FHR
minors have been transferred based on public BI@BANK Terveystalo
innish Clinica :
announcement procedure ‘F"°b:""c{a'"f’i'° } Fitaad
AUPIA .
. Consent and sample collection from minors ongoin BIOBANK \_\ BISBANK
1-10 kg: 1.5 ml/kg/d Diagnostics and f_) L

>10 kg: 1.6 ml/kg/d  treatment are priority

Regional biobanks Country-wide biobanks
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Miki on Biomini?

Biomind on tavallaan mikroskooppisen pieni versio
sinusta tai kenesti tahansa lapsesta tai aikuisesta,
joka luovuttaa oman néytteensd biopankkiin. Niyte
otetaan yleensd lapsen tai aikuisen verestd, mutta
niytteenottoon on olemassa myds muita keinoja.

e,'lunin}i. Mﬂi sl
s 4 s, 3

Kaikki Biomingt, kuten ihmiset
yleenskin, ovat hieman erilaisia
johtuen DNA-nimisestd aineesta.

DNA madrittiid sen, mi
néytimme, mistd me pidamme
ja mihin sairaukstin meilld on

Tiesithdl 5=

DN koostuu kshdesta toisiinsa kinnittyneests juosteests,
jotka saavat sen naytamaan tikapuilta.

Miksi Biominiisi tarvitaan?

ireéin selviceas,

Tutkije, tieteilijit ja 148karit yriteavir par
mist erilaiset lastensairaudet johtuvar, miten ne syntyvat ja

miten niitd voitaisiin hoitas paremmin. Téssd myds sinun

Biomindsi voi olla arvokas apu. Kenties jonain paivins se on
osana tietesllists lipimurtoa, joks surtss muita lapsia paitsi
taalli Suomesss, mutta mybs muualla masiimassa

H’ta Sairauksien
periytymisti
esimerkiksi

Bioministdsi
tutkitaan?

vanhemmilts lapsille

Sitd, millsiset
asiat lisidvat tietryjen
sairsuksien riskia.

Ssirsuden atheuttsjia ja sit.
mistd eri sairaudet johtuvat.
Eli miki tekee lapsista
sairaita ja mika auttaa heita
voimaan paremmin.
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Miten Biominj
tehd3in?

1. Suostumuksen antaminen

Ennen kuin oman Biominsi tekeminen voidaen eloittaa,

sidhen farviteen sinun je veahempies: Kijelinen lupe.
Tata kutsutaan

suost ind ja annatte biop Iuven
Biominasi edilyreémiseen ja sen luovuttamiseen turkimuksen
kéytedan

Biopankkisuostumus voidaan peruuttas.
milloin vain. Peruutuksen voi tehdd
biopankkiin lahetsttanalld kirjeslld tai

T],esltk(“ salmiills lomekkeella.

F
»

y 2. Naytteenotto
Suostumuksen jilkeen tuleva Biominsi tarvitsee tirkeimman rakennusai-
neensa eli ndytteen sinusta. Yleensd lasten niytteet otetasn verestd, mutta
jolssakin tapanksissa mybs syljests tai vaikkapa eri kudoksista, joita ihmis-
kehoon karulun. Jos biopankkin&yte otetaan verestisi, on hyvi muistas, ettd
yleensi se otetsen samalls, kun sntsisit muutenkin verindytteen. Sinun ei siis
tarvitse antaa erillistd verindytett# Biomindsi rakentamiseksi. Verindytreesi

otetzan josta osa siita &n eteenpdin

P

3. Niytteen
Iihettaminen Biopankkiin

Naytteesi la siitd P |
joEsa néyrreesi on otermu, ja nin Biominisi
rakentaminen voi alkss. Niytteessisi on visla

tissd vaiheessa potilastarrs, jossa nikyy nimesi
ja henkilstunnuksesi

Tamn jalkeen Tall3 Biomina
o= | naytteet laitetaan niytteesi tedot

automaattiin, zalakisleksi,

joka jakaa nayrreet jota muut

pienempiin et voi lukea.
Ensin n3yeteestasi ampulieihin. Siksi kuksan &
halutaan erotella Kane lukes myBskadn tunnista
veren eri osac koodi tiedot Biominaisi
Tima whdiin ampuliin pojasta Salakieli voidaan
sentrifuugiksi ja yhdistsa tiedot avata, mutta siihen v
kutsutuila laitteells, ‘sutomaartisest t=nitasn johtajan
joka linkoaa M ieckantaan.

erityislupa.
g

naytertasi jopa
2000 kierrosta
minuutissa el
nopeammin
kuin tavallinen
pesukone.

8 8 B

v

Prosessoint; & erotiehs Koodgame

4. Nij-jtleen I;ziSjttehj, koodaus ja gailljt,ig

Niyrreiden vastasnoron jilkeen verindytreesi ja tarvirtavar tiedot kirjatasn biopankin omasn rekisteriin,

mink jélkeen slkaa vering i Ieisirrely. Kasi 3 syntyy Biomini-niyrreesi, joks on jaettu pienempiin
erin tulevia tkimukeia varsen. Kasittelyn jalkeen niytsesllest snnetazn salainen tunnus, jok koostau
numeroista ja kirjeimista. Néytteen on vain erilliselli koodiavai jonka kiy-
t55ta vastaa biopankin johtaje. Kaikdi bi din saspuvar néyrreet siirryvit kisirelyn ja koodsuksen jilkeen

assilyry jossa on useita syvijispakastimia. Sielld Biomin-niyrrest ovat turvassa odottamassa
mahdollists tutkimuskaytés.

Miten Biominii -
hyddynnetiin?

5. Naytteiden tutkiminen

Ennen kuin tutkijat voisivar tutkia Biominidsi tarkemmin, he tarvitsevar
sithen ensin luvan tutkimuskomitealta. Luvan sagtusan tutkijat voivat
aloittss tyonsd.

On mahdollista, etti juuri sinun Biominiisi
tutkimalla voidaan I5ytii apukeinoja nu."e lapsille

gMP ARI MAAILMAN
A
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Mik3 on
Biopankki?

Biopankid on paikka, joka vastaa d n
Biomindsi tekemisesth ja sen “':‘;:e mta

ilyttimisest tutkimuskiyttda varten, e
Jos tutkijat haluavat kiytt33 Biominisi BP{::
csana omaa tutkimustaan, heidin on X \0“ =3
pyydettivi siti kiyttdonsi biopankita. SR i

Biopankld pitii hyvad huolta Biomindstisi
ja paattda siitd, minkilaisiin tutkimuksiin
siti voidaan kiyttid. Lisiksi biopanikin
toimintaa ohjaa biopankddlaki

Biopankin sisilld tapabtuu paljon
miedenkiintoisia asioita, ja sielld
tydskentelee useita henkilditi.

Heistil jokaisella on tirked, mutta

hieman erilainen rooli. Tissd osossa voit
tutustua tarkemmin biopankin toimintaan.

O

Moperd i Myuaiart
oA aoaas X

Vastaanoth- ja
Ighelysos sto

The caamciie smpoas
hatspuliodema e syt
joka varen altet b

Lupart ovat wataoes
bicparkceaouirokwes
Sarasta thees g Wheeciis
Seabnb-sirmed sweonka
Atk urvizle uekdedl cio

o nhonl w lwlased
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TR Myryvit bieparidn
Tloidiiden cone tyShacreet
 yhomiser thae. Tobrdmod e

Biopankin
johLajan huone
Trpacids Al o el deparkin
Tlawcil, o8 e tythoone, fana hn e ke A icd
pas hiopasin, hestrytiarppanets o holas
Sepurkin adaka slhio’ooa B ja pehe kit
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Niighleiden siibylys

Kiakaniys o nodscdonn Jilloses saom Mominkd Kirwibin yindedlytamian o oo i
ayvijiipaicamiras. Kshenids paktimees maktss jops 300 000 Mormdakl. Tha oz yhomen
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Puais oo skn ioiTd ecdd lon wo kel watan, saRS nocms ytndd Wyl
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Lila Kallio www.auria.fi
lila.kallio@auria.fi info@auria.fi
+358-(0)40-4828453 +358-(0)50-578 0815
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