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What is the HTLV National Register and why do we need it?

Human T-Lymphotropic Virus (shortened to HTLV) was discovered in 1979.
The infection seems to stay in the body for life but most people do not
become ill. HTLV is rare in the UK. There is still much we do not know
about HTLV and the HTLV National Register is a research study set up to

help us learn more.

What information would be included in the HTLV National Register
and why?

We would like to collect information about any illnesses you may have had
and details of any tests or treatments you received; about your health now
and, by asking similar questions every couple of years, about your health in
the future. By comparing this information from people who are known to
have HTLV infection with the same information from people who don’t, we
should be able to find out what effect HTLV has on health. Your National
Health Service number will be recorded in the register to help us keep in

contact with you and your doctor.

Only people who have already been informed about their HTLV are invited
to take part in the HTLV National Register. The more people we can
include, the better. We now have around 300 people in the HTLV National
Register. Your health information will help doctors give better information to

patients and help develop treatments.

What will | need to do to take part?
If you agree to participate in this study, you need to sign the consent form.

Agreeing to participate means that your details relating to HTLV contained
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in your medical records and the results of your HTLV test will be included in
the HTLV National Register. You will be asked to complete a questionnaire
on your health that will take about 15 minutes of your time. This will update
us with the current state of your health. If you agree on this form to be
contacted by the study coordinator, questionnaires will be sent to you
approximately every two years, so we can look for changes in your health

and a newsletter will be sent to keep you up-to-date.

Why am | asked to give verbal consent for my name and contact
details to be given to the study co-ordinator and sign a formal
consent form too?

If the study co-ordinator has your name and contact details it means they
can send you the consent and self-completion questionnaire direct to you.
They can also follow up with you if you don’t return the completed forms
and find out why. They may be able to explain more about the study and
how to complete the forms and this can improve the participation rate of the

study.

Confidentiality —who will see my information?

All information that you provide is strictly confidential and will not be passed
to any other person or authority. All information is stored securely at UK
Health Security (UKHSA), previously Public Health England (PHE),
Colindale. Access to this information is restricted to key authorised staff.
Both UKHSA and the Multi-centre Research Ethics Committees have
approved this study.
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It is important to understand that participation in this study does not affect
the care you receive from your doctor. You are completely free to withdraw
from the study if you change your mind at a later date, and this would not

affect your medical care in any way.

What happens if | no longer want to take part in the HTLV National
Register?

You can stop participating in the HTLV National Register at anytime for any
reason. No further questionnaires will be sent to you. If you wish, you can
completely withdraw from the HTLV National Register — in which case, any
information stored would be deleted from the database.

| need to know more —who can help me?

For more information about HTLV itself you should consult the information
leaflets already provided to you by the doctor, or visit the HTLV website

from the national referral centre for HTLV at www.htlv.eu which can also

be accessed using this QR code:

If you require any further information about HTLV or the HTLV National
Register, please contact us. If you would like us to keep you updated with
the results of the research, just let us know. Our contact details are given
below:
HTLV Register Co-ordinator
UKHSA
61 Colindale Avenue, London NW9 5EQ
Email: htlvregister@ukhsa.gov.uk
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Phone: If you would like to speak with us, leave your details confidentially

with our colleagues on 020 8957 2988 and we will call you.

What do | do now?

If you are willing to participate, please sign the consent form and return it to
the study in the envelope provided or hand it to your clinic who can pass it
on to us. Keep a copy for yourself. If you would like more time to think
about the study and what is involved, then take the consent form home with

you and return it to us later in the envelope provided.

Thank you for your help!



