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explanation of unintelligible terms must be given. If the records were made within 40 days
proceeding the application, access must be allowed within 21 days. No charge is payable
except the cost of making a copy and postage. Where records were made more than 40 days
before the application, the record holder must allow access within 40 days. In this case a
fee not exceeding £ 10 may be charged and the cost of copying and postage.

Confidentiality

11.7 Centres must ensure that information provided in confidence is kept confidential
and only disclosed in the circumstances permitted by law.*® People should not have access
to any other person’s records (including those of their spouse or partner) without their
consent.

11.8 The Act puts strict limits on the disclosure of certain information by centres.*
Information about any identifiable person who receives treatment services, provides gametes
or is born as a result of treatment services can generally only be disclosed to members and
staff of the HFEA or to someone else who is covered by a licence for the purpose of licensed
activities. This general rule is subject to the following exceptions:

a. information about an identifiable person who receives treatment services or
provides gametes can be disclosed to that person;

b. information about an identifiable person who receives treatment services
can also be disclosed:

i. with that person’s consent to specified people, or to unspecified people
who need to know in connection with medical treatment or carrying out a
medical or financial audit. The procedure for obtaining consent is set out in
paragraphs 3.5-3.8. The consent should be in writing and thoroughly
discussed beforehand with the person to whom the information relates. In
the case of consent to disclosure to unspecified people, centres should always
satisfy themselves that the information is disclosed only to someone who
really needs to know the client/patient’s identity.

*% This is an obligation under the general law
' HF&E Act 1990 5.33(5)-(7)
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ii. in an emergency, i.e. where it is necessary to avert imminent danger to the
health of the person to whom the information relates, and where it is not
reasonably practicable to obtain that person’s consent. If it is practicable to
obtain consent in an emergency, and that consent is refused or not requested,
then the information must not be disclosed.

c. information about an identifiable person may be disclosed if it is necessary
for any purpose preliminary to, or in connection with, legal proceedings or formal
complaints procedures. However, no information may be disclosed in these cases
which links a donor’s identity to an individual who was, or may have been, born as a
result of treatment with that donor’s gametes;

d. identifying information may be disclosed in connection with formal court
proceedings for the purpose of establishing the genetic parentage of a child who is
subject to an application for a parental order in a surrogacy case;

e. information potentially identifying a donor can be disclosed to enable a
centre or person covered by a licence to defend proceedings in England and Wales
under the Congenital Disabilities (Civil Liability) Act 1976, and to enable them to
bring connected proceedings for compensation against that donor;

f. under the Access to Health Records Act.1990 information held on health
records about a patient may be disclosed subject to certain safeguards to that patient,
or to certain persons authorised to act on their behalf (applies only in Great Britain).

11.9 Information can also be disclosed if it cannot lead to the identification of anyone to
whom the information relates.

11.10 Centres should ensure that people to whom they disclose identifying information are
aware that the information remains protected by the existing common law on confidentiality.
Those receiving information should also be advised that if it is not kept confidential, a child
might learn in an inappropriate way that they were born as a result of treatment services (see
paragraphs 3.8-3.10).

HFEA Code of Practice
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11.11  Centres should have clear security procedures which will prevent unauthorised access to
records, and particular care should be taken where records are kept outside the licensed premises,
e.g. when counselling takes place outside the centre. If confidentiality is breached, the centre
should investigate and deal with the breach and submit a full explanation to the HFEA. If it
appears that a criminal offence has been committed the centre should inform the police but where
the centre is in any doubt it should consult the HFEA.

HFEA Code of Practice
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