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1. BEEBEEESHESR 1. Hong Kong Bone Marrow Donor Registry
& B BETR IS & B K E (HKBMDR) H & & 4T Background

‘et A% O (HKRCBTSYEH K= 78 »  Hong Kong Bone Marrow Donor Registry (HKBMDR)
= aE— RN & S RE TRl E &R > F& A is operated by Hong Kong Red Cross Blood Transfusion
H e 2R E RIS MM E N B ET Service (HKRCBTS) and we are the only registry in
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Hong Kong for voluntary unrelated bone marrow
donors. We help local and overseas patients in need of
hematopoietic stem cell (HSC) transplant to find
suitable donors. By joining HKBMDR, you may be the

one to save life of such patients in any part of the world!

Journey to save a life!

*You have completed step 1 once
you registered, your information
and HLA typing are stored in
HKBMDR's database, and we will
contact you if you are a match!

*Being a donor is voluntary and non-
remunerated. You are free to
withdraw anytime.

*You may be donating to any patient
in need of HSC transplant around
the world.

*Once you are identified as a
potential match, we will arrange
follow-up tests to confirm that you
are the best match for the patient in
need.

*Your committment to donation is
important since your donation
means a life-saving treatment for a
patient.

*You will be undergoing a detailed
work-up including physical
examination and investigations to
ensure that your are healthy for
donation.

*You will make donation by either
Bone Marrow Collection (BM) or
Peripheral Blood Stem Cell Collection

Step 4: HSC (PBSC).
= ¢ All out-of-pocket cost related to
Donatlon donation is covered by HKBMDR.
*You are covered by insurance for
event of accident .

Step 5: ¢ HKBMDR will follow up on your
Follow-u p condition regularly after donation.
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H HLRR FAQs

1. & Dh=b-Li 0% 7 1. Who can join HKBMDR? Am I eligible?

BELE: You can join HKBMDR if you are:

- T 18 BEAE 50 5% - Aged 18-50

- BRI EL - In good health

- RFE LEAEIYE - B ZBIRFR ~ N - Not known to have infectious diseases like hepatitis
fF3% ~ B0 B, hepatitis C, Human Immuno-deficiency Virus

(HIV) infection

BECHE A — (R RS > DUECRS  To make sure you are eligible, you have to complete a
FFEREER - health screening questionnaire at HKRCBTS.

2. AT EE A R E 7 2. How can I join HKBMDR?

] DR S AT A — Rt / JRENBIIFR  You can get started by attending one of the donor
| REAEIN SRR Ry B R o o
E%ﬁ?ﬁ B RETHNE B8 E0 R 0

Lﬂpiﬁ’ﬂkiﬁ?ﬁ‘ﬁu@{ﬁ » Beffit 1A

centres / mobile donation service / mobile donation
vehicles in HKRCBTS. After you have completed a

Marrow Donor Registration Form and attended a

PREEFE AR LUEST B [ PR 4H 4% 2 health enquiry by our nurses, we will collect a sample
(HLA) 1EE@ - from you to do the Human Leukocyte Antigens (HLA)
typing.

BELE VBRI A EIRMIAYERES Once registered, your information will be
?jiﬂa ViF o ANl e 2 BR R E%‘chﬁuﬁ?ZHﬂH@Wﬁ stored in HKBMDR’s database. We will
BEETHEAACE - B E B EBEHEC  help to search and match donors for patients
@ @ R PIIEER » M A4S in any part of the world needed HSC transplantation.
d_@ S EE— & - BRAMJNVAEHEE  If you are found to be a potential match for a specific
—

R AEBCERRT) » ik ARG patient, we will contact you for further testing.
fRak o However, you may not be contacted for life if no match

for a specific patient is found.

AES R — R TR RE TV ERI E 28 Please note that you only have to register once and
R TE R 60 }JIJZ » BT ENEORABR Y Kyl your information will be kept in the database until you

reach the age of 60 or you wish to withdraw from our

registry.
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However, some medical conditions could affect your

eligibility to donate. Please inform us if you develop

the conditions below after your registration:

Infectious diseases, such as hepatitis B, hepatitis C
or HIV infection

Cancer

Autoimmune or rtheumatological diseases, such as
ankylosing spondylitis, systemic lupus
erythematosus, rheumatoid arthritis, scleroderma/
CREST

phenomenon,

syndrome  (calcinosis,  Raynaud's

esophageal dysfunction,
sclerodactyly and telangiectasia), inflammatory
bowel disease or multiple sclerosis

Endocrine or metabolic diseases, such as diabetes
Cardiac or respiratory diseases, such as coronary
artery disease, myocardial infarction or chronic
obstructive pulmonary disease

Neurological diseases, such as stroke

3. What is Bone Marrow (BM) Donation?
Bone Marrow Donation is a surgical procedure

performed under general anesthesia. 800-1000mL

marrow blood will be drawn from the cavity of your

pelvic bone by doctor using a special needle, which in

general contains less than 3% of the total HSC in your
body. Your body could replenish the donated HSC

within a short period of time.

[0

S

=4 sk

Bone Marrow Donation
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Risks and adverse effects associated with Bone

Marrow Donation

To assure donor’s safety, a medical examination will
be conducted prior to donation. In addition, an
anaesthesiologist will perform a medical assessment
and explain the anaesthetic procedure and associated
risks to the donor. In general, the risks of general
anesthesia are extremely low. Mild adverse effects
may happen after general anesthesia, such as nausea,
vomiting, drowsiness, shivering, dizziness, or
agitation upon awakening. You may experience some
pain at the puncture site, fatigue or stiffness after
donation. These events are usually short-term and

rarely dangerous.

4. What is Peripheral Blood Stem Cell (PBSC)
Donation?
Peripheral Blood Stem Cell (PBSC) donation is a non-

surgical procedure to collect HSC from your

bloodstream by apheresis. Less than 3% of your total
HSC will be collected and your body could replenish
the donated HSC within a short period of time. You
will have to receive Granulocyte Colony Stimulating
Factor (G-CSF) injections for 3-4 days prior to
donation, for the purpose of mobilizing HSC from the
bone marrow into the circulating peripheral blood for

the collection.

oS o

ket ssailiatiskid

Peripheral Blood Stem Cell Donation
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Risks and adverse effects associated with PBSC

Donation

The more frequent side effects of G-CSF injection are
mild bone pain, muscle pain, headaches or other flu-
like symptoms, which usually disappear 1-2 days after

the last injection. These events are rarely dangerous.

G-CSF has been approved by many health authorities
around the world for regular use in cancer patients and
healthy donors, and we offer to arrange follow-up with

you regularly after the donation.

You may experience tingling around mouth, fingers
and toes, and mild muscle cramps during the donation
due to lowering of blood calcium. These symptoms
can easily be relieved by slowing down the donation

process, taking calcium supplement or drinks.

You may experience pain, bruise, inflammation,
infection or skin allergy over the needle puncture site
after the donation. These events are usually short-term

and rarely dangerous.

5. Will the patient know my identity?
HKBMDR maintains strict privacy protection to both

donors and patients. Your identity will be represented
by a registration number and we do not share your
identifiable data such as name, HKID or contact
information along the whole process of donation.

Likewise, similar data of patients will not be disclosed.
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6. Can I Say “No”?
You have the right to withdraw from the registry

anytime. Nonetheless, you are highly advised to make
the decision before an intended patient undergoing
intensive chemotherapy for the transplant. This is
because the intensive chemotherapy is going to put the

patient’s life in danger.

7. Who decides my donation method?

The transplant centre doctor taking care of the patient
will prioritize the donation method to maximize the
transplant outcome of the patient. However, you have
the final right to choose the donation method which is
not contraindicated to your health. HKBMDR
healthcare staff will also provide advices on the

donation method according to your health condition.

8. Who pays for the donation?
HKBMDR will be responsible for the testing fee,

injection fee and hospital costs related to the donation.

All your out-of-pocket costs related to the donation

will be reimbursed.

9. Can I meet the patient after donation?

Every country has different policy about direct contact
between donors and recipients. During the first year of
donation, anonymous communication through
HKBMDR between you and the patient residing in
Hong Kong is possible. After the first year, if both you
and the recipient wish to meet each other, HKBMDR
is able to arrange meeting after obtaining consents

from both of you depending on the situation.
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Privacy Policy Statement

Policy statement
We are committed to protecting the privacy,

confidentiality and security of the personal information
we hold by complying with the requirements of
Personal Data (Privacy) Ordinance (“PDPO”) and
other applicable overseas statutes with respect to the
management of personal information. We are equally
committed to ensuring that all our employees and

partners uphold these obligations.

Who are we?
Hong Kong Red Cross Blood Transfusion Service

(“BTS”) is managed by a statutory body, the Hospital
Authority (“HA”), and appointed by Hong Kong Red
Cross (“HKRC”) to operate the Hong Kong Bone
Marrow Donor Registry (“HKBMD Registry”) in
providing Human Leukocyte Antigen (“HLA”) typing
for bone marrow donors (“donors”) and donor-
matching services for patients requiring unrelated
haematopoietic stem cell transplantation
(“recipients”).

2 <6

In this Statement, “we”, “us” and “our” refer to BTS.

What information and when do we collect?
We may collect personal information in different

contexts, including:
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3.1

3.2

3.3

3.4

3.5

3.6

when you register as a donor, we collect your name,
Hong Kong ID number, contact information, date of
birth, gender, race, ethnicity, blood donation history,
blood donor ID, health history, and a sample for HLA

typing;

when you are selected for a specific recipient, we
health,

behavioral information such as the use of recreational

collect more information about your
drugs, sex life, sexual orientation which may affect
the risk of transfusion transmitted infection, and some
blood for HLA confirmatory typing, blood group and

infectious markers screening;

when you are referred to us as a recipient, we collect
your name, date of birth, health history, HLA typing

result, disease status and treatment plan;

we collect follow-up information about your health
when a donation is made as a donor or a transplant is

made as a recipient;

when you participate in our activities such as donor
ceremonies or promotion events, we may collect your
name, contact information, photos and footage; we
may also collect information about your story,
including your information and experience, by

conducting interviews with you;

when you participate in our volunteer work or provide
a financial donation to us, we collect your name,

contact information and other relevant information;
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3.8

4.1

4.2

collect your personal particulars, contact information,
job experience, qualifications and other relevant

information; and

when you provide feedback to us or request us to

contact you, we collect your name, contact

information and other relevant information.

How do we use your information?

Your information will be used for the purposes set out
below.
Donor-matching services for patients requiring
haematopoietic stem cell transplantation:

Information collected from donors and recipients is
used for the procedure of haematopoietic stem cell
transplantation including the search and match; safety
and outcome evaluation of the procedure; scientific
research relating to haematopoietic stem cell
transplantation; staff training; quality control; service
planning; research; accreditation; audits; administer
payments and billings; and insurance and financing

processes.

Publicity:

Information collected in relation to our [social and/or
promotional] events is used to organize and
administer those events and to publicize and promote

our work and services;

Information collected on our website is used to obtain
an overall view of visitor habits and volumes to our
website, improve your browsing experience with us
and to diagnose problems with or concerning
computer systems and for other statistics and service

improvement purposes.
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4.3

4.4

4.5

4.6

Managing feedback:
Information collected from your request is used to

respond to and manage your feedback.

Processing financial donation:
Information collected from your financial donation

is used to administer and process the donation.

Job application or volunteering:

Information collected from your job application is

used for the purposes of assessing your application
and, if successful, administering your employment

or volunteer role.

Legal and regulatory obligations:
We may also use your information to comply with
applicable legal or regulatory requirements or court

orders as ncecessary.

When using your sensitive personal data such as
information about your health, race, ethnicity, tissue
type, we will implement appropriate security
measures such as pseudonymising or anonymising
information (where applicable).

We will obtain your consent before using your
personal data for any other purposes.

To whom do we disclose your information?
Your information may be disclosed to the following

persons (who may be located in Hong Kong or

overseas) for the purposes set out in section 4 above.
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5.1

General:

Your information may be disclosed to third party
service providers who provide services to us (such as
administrative, information technology, payment
services and insurance services) which help us carry
out the purposes set out in section 4 above, and to
professional advisers such as auditors and lawyers on

a need-to-know basis.

5.2 Donor-matching and donation services for patients

53

requiring haematopoietic stem cell transplantation:

Your information may be disclosed to authorized
representatives of donors or recipients, the World
Marrow Donor Association and other bone marrow

donor registries.

If you have received a transplant, your general health
information may be disclosed to the donor [or the

donor’s representatives].

Publicity:
Photos or footage with you included or your story
may be posted on our website or social media or in

mass media.

5.4 Processing payments:

5.5

Your information may be disclosed to financial
departments of statutory bodies such as the Samaritan
for the

processing of any monies receivable or payable.

Fund and other financial institutions

Insurance:
If you are a donor, your information may be disclosed
to insurance companies for the processing of relevant

insurance.
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Your information may be disclosed to entities
controlled by the HA, the HKRC, the Hong Kong
Marrow Match Foundation and their respective third

party service providers.

Legal and regulatory obligations:

Your information may be disclosed to relevant
government departments, regulators, statutory boards
or authorities or law enforcement agencies to comply

with applicable legal or regulatory requirements.

Your information may also be disclosed to any other

party with your consent.

How do we protect your information?
Your information is protected and treated

confidentially. We have implemented appropriate
technical and organizational security measures to
protect your information against accidental loss or
unlawful processing, including measures with respect
to physical and logical (access) security on equipment
and systems, firewalls and safe (encrypted) storage of
information including the formation of a designated
information technology and information management
team including a data protection officer. We make
sure that we manage your information in accordance
with the requirements of PDPO and other applicable
overseas statutes. However, no data transmission over
the Internet, including emails, or information storage
technology can be guaranteed to be secure, and we
shall not be liable or held responsible for
unauthorised or unintended access which is

reasonably beyond our control.
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BMEGE THEAESREZSRE 7. How long do we retain your information?

f&]? Your information will be kept to assure the defined
T B9E N BB e fr e AR A E TS purposes and if applicable, to fulfil the applicable
HH B Y BB RS S IGF legal and regulatory requirements. We will remove or
EEBNEERE - e ETENY de-identify your information after a reasonable period
P& By S FRHAMRTR - FRFIRHIER =S of completion of each defined purpose. Your
FREESTE IR N A AE R - AT information such as photos, footage, stories for
HNEME L B8RSR publicity purposes passed to the social media or mass
AEEREIER ~ 2R~ P/ 2 E KR media will be retained by them according to their
% QSR R EER T DGR retention policies which are beyond our control.

B o IR E LA -

A &R SUE A& ? 8. How do you access or correct your information?
AR IRA AR (B A ER (AR R You have the right under the PDPO to seek access to
By BORER, IET AL e and correction of the personal information we hold
MO AR S O FFA IRAVE &R - 351K about you. Please contact our data controller via the
AR SCR B BRI AN B T P B R MR information at the bottom of this Statement during
BRI B4 BTS’s office hours.

WA LA SR I HR I EIRE ? 9. How can you ask questions about this Privacy

WA N LR A A EHERER Policy Statement?

SRR SR B R E W\ ] P L If you still have any questions, comments or concerns
IRV ERHES 2 BE - after reading this Statement, please contact our data

controller via the information at the bottom of the

Statement during BTS’s office hours.

SR 10. Changes to this Privacy Policy Statement
AN B T HE R - This Statement was updated in [December] 2022.

W E N AN A - We will review and update this Statement from time to
A HH Y 5 T R S 4 AR B M 4 i time. Updates to this Statement will be posted on our
b TR R ER R N AV E A E R BTS website and, if any significant changes are made
HEFEEZREE » R ERELE L in respect to the collection and processing of your
B AEY | BH B B R ] N IRRAK o information, we will make this clear on our BTS

website or by contacting you directly.
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1. BREEEAM 11. Contact [us]:
WE TN EEEHAE AR If you have any questions, comments or concerns after
SRR AR AN B M E R & reading this Statement, please contact our data
s controller during BTS’s office hours at:
a1 2710-1206 Hotline: 2710-1206
{EHE : 2780-0021 Fax: 2780-0021
Z5 % . hkbmdr.coordinators@ha.org.hk Email: hkbmdr.coordinators@ha.org.hk
okl - JURERELARE 15 5% Address : 15 King’s Park Rise, Kowloon

I H SR IR B o AR ARNEE A » 419~ This Statement has been translated into Chinese. If there is

P W ERAE TR HT 2B © any inconsistency or ambiguity between the English version
JE LA SRR AS By e - and the Chinese version, the English version shall prevail.
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Personal Information Collection Statement - Donors

Who are we?
Hong Kong Red Cross Blood Transfusion Service

(“BTS”) is managed by a statutory body, the Hospital
Authority (“HA”), and appointed by Hong Kong Red
Cross (“HKRC”) to operate the Hong Kong Bone
Marrow Donor Registry (“HKBMD Registry”) in
providing Human Leukocyte Antigen (“HLA”) typing
for bone marrow donors (“donors”) and donor-
matching services for patients requiring unrelated
haematopoietic stem cell transplantation (“recipients”).

2 <6

In this Statement, “we”, “us” and “our” refer to BTS.

What information do we collect?

When you register as a donor, we collect your name,
Hong Kong ID number, contact information, date of
birth, gender, ethnicity, blood donation history, blood
donor ID, health history, and a sample for HLA typing.

When you are selected for confirmatory typing for a
specific recipient, we collect more information about
your health, behavioral information such as the use of
recreational drugs, sex life, sexual orientation which
may affect the risk of transfusion transmitted infection,
and some blood for HLA confirmatory typing, blood

group and infectious markers screening.
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When you are selected for workup for a specific
recipient, we collect additional information about your
health, collect some blood for performing diagnostic
investigations for health screening and infectious

markers screening.

When a donation for a transplant is made, we collect

follow-up information about your health.

The above information may be collected by us from
you or other third parties such as your care team, the
HA and/or your healthcare providers. It is voluntary to
provide any personal data to us. However, if you do not
provide the personal data we request, we may not be

able to register you as a donor.

What are the purposes of collection of personal

data?
The personal data we collect from you will be used to

provide HLA typing and donor-matching services for
patients requiring unrelated haematopoietic stem cell
transplantation (the “Services”) and for purposes which

are directly related to the Services, which include:

to contact you for further testing, workup,

haematopoietic stem cell donation and follow up;

to facilitate the matching of donors and recipients,

workup, donation and transplantation and follow up;

to process and administer payments and billings;

to allow us to invite you to publicize the Services;




BMDonorinfo (Registration) EC-2022_Dec_v1l 19

AABRUTERE - HlEsE
Personal Information Collection Statement - Donors

3.5 BHE -~ RERISGEEEIBIEARYS 0 3.5  to evaluate, plan and improve the Services;

3.6 BT > DieftEdami s

(98]

.6 to train staff to provide the Services;

3.7 (REEEEEEARSHEEES - NElZE 3.7  to facilitate accreditation, auditing, quality control and

¥~ BEEHNITEHERT administration of the Services;

3.8 AR~ BRI 3.8 to respond to and handle queries, feedback and

complaints;

3.9 SEUREBERSFFEEIIT 0 & 3.9 to participate in ethically approved research; and

3.10 FF&EVEEMEERE - 3.10 to fulfil legal and regulatory requirements.

W1 B E A ERHE A A o] Eo A We will obtain your consent before using your personal
B g ECKE THEE - data for any other purposes.

4. BTfEBEE THEAER? 4. To whom do we disclose your personal data?
BAEES 3 RATSITE Y BT Rl RS Your personal data may be disclosed to the following
AN A CRIRE I B A0S ) persons (who may be located in Hong Kong or
P ERE T HYE AN E R overseas) for the purposes set out in section 3 above:

4.1 HBhIRMETSE 3 BRATFIAYEE =77 4.1 third party service providers who provide services to
ARGt s CfTE ~ BRI us (such as administrative, information technology
B and payment services) which help us carry out the

purposes set out in section 3 above;

42 BRLUSHEATEREIIMEE - FELL 1+ 4.2  entities controlled by the HA, the HKRC, the Hong
T~ HEEFEENEES RESEN Kong Marrow Match Foundation and their respective
BT AR third party service providers;

4.3 HFUEEEERE S RIEMEZFIN)E 4.3  the World Marrow Donor Association and other bone
BETENE B &R marrow donor registries;

4.4 P EHIPAEA TR 4.4 if you are matched as a donor for a specific recipient,

authorized representatives of that recipient;
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RIS > ABEEA]TEEE 4.5  financial departments of statutory bodies such as the

HLA B B AT SR B R

Samaritan Fund and other financial institutions for

B R the processing of any monies receivable or payable;
FHERREEAY PRI A E] 5 4.6 insurance companies for the processing of
relevant insurance;
AR EFEEZ EF0ERAT © & 4.7 our professional advisers such as auditors and
lawyers; and
RIS BIESRAMERIEBUN S 4.8 relevant government departments, regulators,
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statutory boards or authorities or law
enforcement agencies to comply with

legal or regulatory requirements.

Your information may also be disclosed to any other

party with your consent.

How do you access or correct your personal data?
You have the right under the Personal Data (Privacy)

Ordinance to seek access to and correction of the
personal data we hold about you. Please contact our
data controller via the information at the bottom of this

Statement during BTS’s office hours.

Changes to this Personal Information Collection
Statement

This Statement was updated in [December] 2022.

We will review and update this Statement from time to
time. Updates to this Statement will be posted on our
BTS website and, if any significant changes are made
in respect to the collection and processing of your
personal data, we will make this clear on our BTS

website or by contacting you directly.
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7. BREEERAT - 7.

WA N HIEHA T SRR
S AE AR ] P B PP B RHZE I &
sk

Zhagt @ 2710-1206

HE : 2780-0021

T # © hkbmdr.coordinators@ha.org.hk
b - JURERAEE 15 5%

Contact [us]:
If you have any questions, comments or concerns after

reading this Statement, please contact our data
controller during BTS’s office hours at:

Hotline: 2710-1206

Fax: 2780-0021

Email: hkbmdr.coordinators@ha.org.hk
Address : 15 King’s Park Rise, Kowloon

[ HP SO AR OB B SRR EER > 40Hf ~ This Statement has been translated into Chinese. If there is
FL W E R A TR EC R A0 2 & © any inconsistency or ambiguity between the English version
JE AT S RRAS By E and the Chinese version, the English version shall prevail.
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