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certain information of a rare kind might conceivably enable a patient to be identified
... Systems may not always be perfect. in these circumstances why should the patient
be deprived of the opportunity of making up his own mind as to the risk, such as it

may be?".

A distinguishing feature may be that depending on the circumstances, consent will be implied
where the unauthorised use or disclosure of anonymised data is in the public interest. The
extent to which this would extend to or beyond the general purposes of the efficient
administration of the NHS; was expressly left open by the Judge. The case is now pending
before the Court of Appeal, where the applicant and several interveners, including the General
Medical Council, argue that the information, when anonymised, lacks the necessary quality of
confidence and that the scope of the duty owed to the patient does not extend to not using

information even where stripped of any personal identifiers.
In all other situations, the general ethical principle that the duty of confidence extends beyond

death will ensure that, irrespective of what type of use is made of organs or tissue removed at

post mortem examination, data that may identify the deceased is not made public (128).

3) Data Protection Legislation

The Data Protection Act 1998 (which implements Directive 95/46/EC) obtained royal assent on
16 July 1998 and will come into force on 1 March 2000. It replaces the Data Protection Act

1984.

Although the Data Protection Act 1984 provided protection for data stored electronically
through a system of data protection principles including a data subject’s right to have access to
her or her personal data and to correct any inaccuracies, the 1998 Act imposes additional

requirements as required under the Data Protection Directive 95/46/EC.

The 1998 Act expands the scope of the data protection principles to include personal data
stored in a "relevant filing system" (which maybe manual) where records are organised either
by reference to individuals or by criteria relating to individuals and also records in "accessible"

form. An "accessible record” is described in the Act as including any health record or any
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accessible public record (as defined). Some accessible records may be held manually and these

will be exempt from many of the provisions of the Act until 2007.

Personal data must be processed "fairly and lawfully” which involves the fulfilment of certain

criteria including informing data subjects of the identity of the data controller and the purpose

for which the data is to be processed. In addition, data may only be processed where one of the

Schedule 2 conditions has been satisfied:

11)

111)

1v)

The individual has given his consent to the processing.

The processing is necessary for the performance of a contract with the data subject.

The processing is required under a legal obligation.

The processing is necessary to protect to the vital interests of the data subject.

Or to carry out public functions.

The processing 1s necessary in order to pursue the legitimate interests of the data

controller of certain third parties (unless prejudicial to the interests of the individual).

Where the personal data is categorised as "sensitive" (defined in Section 2) the conditions are

more onerous and data may only be processed where one of the Schedule 3 conditions has also

been satisfied such as that explicit consent has been obtained from the individual in question.

"Sensitive data" includes information regarding the "physical or mental health or condition" of

an individual. The term "condition" was included to cover disabilities that could fall outside

general health issues. Information regarding the genetic make up of an individual would fall

within "sensitive data" for the purpose of the Act. Under Part I of the Act, subjects are

allowed greater access to the relevant data being processed in relation to themselves than under

the 1984 Act. Specifically subjects are to be provided with details of the personal data of

which he is the subject, the purposes for processing and the recipients to whom the data may be

disclosed.
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Clearly, in the context of data generated as a result of tissue removed from a deceased person, it
is questionable whether the estate of the deceased will be entitled to obtain the same sort of
access. This may be particularly relevant in circumstances where the executors wish to prevent
processing of data generated as a result of analysis of tissue from the deceased likely to cause
damage and distress to others. Under Section 10 of the Act, a data subject may object to the
processing of his data on the grounds that the processing of those data or for that purpose or in
that manner is causing, or is likely to cause, substantial damage or substantial distress to him or
another and that such damage or distress is unwarranted. If the data controller is unwilling to
discontinue the processing, the data subject may apply to the Court for an Order requiring the

data controller to stop the processing in question.

In the context of organs or tissue removed following death issues are likely to relate to the
analysis or investigation of results of unauthorised testing, particularly where there are
concerns regarding anonymity (most likely where the condition or disease being investigated is
rare and therefore identification of the deceased or relatives may be potentially ascertained) or
where the results of processing may generate information (possibly unwanted) with

implications for others.

X1 THE HUMAN RIGHTS ACT 1998

1. Background

The Human Rights Act 1998 obtained Royal Assent on 9 November 1998 and will be brought
into effect on 2 October 2000. The Act gives further effect to the majority of the European
Convention 6n Human Rights (contained at Schedule I to the Act). Although, even prior to the
Act coming into force, it has been possible to use arguments based on the Convention in
English proceedings, the Act requires every public authority to act in accordance with the
provisions of the Convention: and it creates a general requirement that all legislation (both past
and future) be interpreted in a way compatible with the Convention wherever possible. This
means that there will be a general presumption that all legislation is intended to be compatible

with the Convention unless the relevant statute clearly prevents this.

The Act, in giving direct effect to an international convention, is clearly different from the type

of legislation with which English Courts are generally familiar and 1t is uncertain how it will be
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implemented after coming into force. In addition, although the case law of the European Court
on Human Rights must, as a result of Section 2 of the Act, be taken mto account in English
proceedings, these decisions do not have precedential status and there is no obligation on
English Courts to produce findings consistent with earlier decisions from the European Court of
Human Rights. Decisions from the European Court are, in many cases, seemingly inconsistent
and difficult to interpret; they are largely based on their individual facts and it is not possible in
many instances to identify general principles that would permit extrapolation to other cases.
Furthermore, each State is allowed a significant “margin of appreciation” to cater for local
circumstances, which means that earlier decisions relating to other States may not have the
same force in the UK. Accordingly, while the potential impact of the 1998 Act is immediately

obvious, the result of its implementation in respect to individual cases is difficult to determine.

Under Section 7 of the Act, only "victims" of the act of a public authority may challenge the
authority in Court. Accordingly, the Act will make nights under the European Convention
directly enforceable in proceedings brought against a public body or a quasi-public body in the
exercise of its public function. In the context of use of human tissue, the National Health
Service would be regarded as a public body and therefore, potentially human rights issues

arising out of use of human tissue by the National Health Service would be subject to the Act.

However, proceedings against private bodies or National Health personnel in respect of acts
carried out in a private capacity could not be brought under the Act directly. Although it will
not be possible for a victim of an act of a private litigant to bring proceedings under the Act
directly, a victim may be able to argue that a public authority has failed to provide a system for

ensuring protection of Convention rights for individuals within the State.

Further, in all cases, whether the parties are private litigants or public authorities, the Courts
must interpret both legislation and the common law to accord with the Convention, if at all
possible. This does not mean that a victim may bring an action directly against a private
individual or body solely on the basis that there has been a breach of the Convention; however,
a claim may be possible where an existing statute or common law right, freshly interpreted

consistent with the Convention, now accords a right of action.
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2. Claims by Relatives

It is clear from existing case law that if an Applicant dies during the course of proceedings, the
action may be pursued by their relatives or personal representatives if they have a sufficient
legal interest themselves. In Deweer (1980) (129) the Applicant died during the course of
proceedings. His wife and daughters advised the Commission of their "material and moral
interest in seeing completed the proceedings instituted by their husband and father". The
Court subsequently approved the approach adopted by the Commission that, where an applicant
dies during the course of proceedings, his relatives may in their turn claim to be "victims".
However, some claims may be regarded as "untransferrable", for example the risk of inhuman

treatment should a claimant be extradited (130).

In the context of a post mortem examination however, the situation is different; a corpse can
have no human rights and therefore the Act cannot be invoked by the estate of a deceased
person in relation to matters that occurred after the death. (Clearly the situation is different
where the alleged breach occurred prior to death but proceedings were not commenced until
after death (131)). Claims under the Act in the circumstances envisaged by this paper are
therefore likely to depend on whether the relative bringing the claim may properly be regarded
as a victim with standing to invoke alleged breaches of the Convention. In Sunday Times

(Article 50) (1980) (132) the Court found that a finding that the Applicant was an "injured

party” was synonymous with their being a "victim" in that they were persons directly affected
by the decision found to be in breach of Convention obligations. Accordingly it seems
probable that a spouse or close relative of the deceased person could claim to be directly
affected by the unauthorised removal and use of organs or tissue and qualify as a “victim”

themselves.

One of the difficulties identified in bringing claims under existing English law has been that of
establishing damage as a result of the unauthorised removal or use of tissue. While clearly a
demonstration of damage may affect any remedy, it is not a prerequisite for bringing a claim

(133).

It seems likely that use of the 1998 Act will be imaginative and that a potential claimant may
seek to invoke the protection of a wide range of Convention rights, depending on his individual

circumstances. In the context of this paper it is not possible to consider the potential impact of

-85 -

(51091552.03)




INQ 0023 0086

every article of the Convention but, for demonstration purposes, it is proposed to review briefly
two articles that seem likely to be invoked in relation to potential claims arising out of use of

human tissue following post mortem examination.

3. Article 8: The Right to Respect for Private and Family Life

"1, Everyone has the right to respect for his private and family life, his home and his
correspondence.

2. There shall be no interference by a public authority of the exercise of this right except

such as is in accordance with the law and is necessary in a democratic society in the
interests of national security, public safety or the economic well-being of the country,
for the prevention of disorder or crime, for the protection of health or morals, or for

the protection of the rights and freedom of others".

Article 8 is drafted broadly and a substantial amount of case law has been produced in defining

what is meant by, for example, "private life" and "family life".

3.1 Obligations imposed on the State

In Stjerna -v- Finland (1994) (134) the European Court of Human Rights held that the right to

respect for private life included both positive and negative obligations - ie that the State must
not only refrain from interfering in the private life of an individual but also it must take

appropriate measures to ensure an effective respect for private life.

3.2 Impact on the "No Property" rule

In the context of use of human tissue after death, it is possible that the Human Rights Act may
be found to be incompatible with the "no property" rule as currently interpreted, in the context
of modern medical practice and research. In particular, the fact that there is little effective
sanction against the removal of organs for transplantation without proper authority or
alternatively for unauthorised research including commercial exploitation of human tissue, may

be regarded as contravening Article 8. This argument may have more force where the
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unauthorised use made of the removed tissue impacts on living relatives, for example because

genetic testing or research has taken place.

3.3 Other Potential Breaches of Article 8 in the Context of Removal of Tissue

Otherwise, in the context of use of human organs or tissue following post mortem examination,

the following issues may result in Article 8 being invoked:

3.3.1 Unauthorised Removal of Tissue

The seeming lack of any effective sanctions for unauthorised removal of human tissue in breach
of the Human Tissue Act 1961 was discussed earlier. On the basis, for example, that a failure
to ascertain from a surviving spouse or relative whether they objected to the removal of organs
or tissue from the body of the deceased or alternatively to a post mortem examination, may
constitute a breach of Article 8, it may be possible in accordance with decisions under Article
13 (not directly imported by the Act, but generally thought to have indirect effect under the
Act: see below) to argue that the Courts are bound to provide an appropriate remedy in

damages or, in certain cases, for the return of tissue to the relatives,

There are no authorities dealing with this type of issue. However, in "Belgian Linguistics"

(Merits) (1968) (135) the Court found that the object of Article 8 was essentially that of

protecting the individual against arbitrary interference by the public authorities in his private or
family life. Arguably the unauthorised removal of tissue from the dead body of a relative could

be categorised as such interference.

3.3.2 Use of Tissue removed Lawfully, for an Unauthorised Purpose

Two potential areas have been identified where use of tissue removed lawfully for an
undisclosed purpose may constitute a breach of Article 8: 1if tissue is retained without the
knowledge or agreement of relatives or alternatively if the use of the retained tissue may affect

the relatives, say, with respect to their own health.

Earlier it was suggested that, for example, tissue removed lawfully under the authority of the

coroner and retained until completion of an inquest because it may bear upon the cause of
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death, may -subsequentiy under existing law be retained by the hospital or pathologist for
unauthorised uses, subject to appropriate safeguards. However, arguably, a breach of Article 8,
may still occur where relatives are not informed that organs or tissue from the body of the
deceased are retained following an inquest and are not given an opportunity to object to

subsequent retention and usage.

Where public authorities or their employees collect information regarding an individual without
his consent, that is likely to constitute a breach of his right to respect for his private life.
Accordingly, breaches of Article 8 have been found in connection with data collected for an
official census (136), with photography and fingerprinting undertaken by the police (137). The
collection of medical records impacts upon the private life of an individual (138) and any
analysis of tissue removed from a body probably does comprise part of the medical record of
the deceased person (as would, the tissue itself in certain circumstances where, for example, it
is retained in the form of tissue blocks or histological slides) which relatives would be entitled

to inspect under domestic law.

The difficulty is whether a spouse or relative would be found to be a victim for the purposes of
invoking the Act. Assuming that the unauthorised use involves anonymised tissue, it may be
difficult to persuade a Court that such use could be said to interfere with Article 8 rights unless,
of course anonymisation was incomplete (139) or alternatively that the removed tissue had been
used for investigation or research purposes such as genetic testing which could affect living

relatives.

3.3.2 Commercial Exploitation of Tissue

A situation similar to that which arose in Moore when unauthorised use of human tissue
resulted in a material profit for the doctor, researcher and commercial entities involved, with no
opportunity for profit by the original patient, may be said to involve a breach of Article 8. The
same arguments may apply where tissue is removed from the body of dead persons without the

authority of relatives.
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4. Article 13: The Right to an Effective Remedy

"Everyone whose rights and freedoms as set forth in this Convention are violated shall have an
effective remedy before a national authority notwithstanding that the violation has been

committed by persons acting in an official capacity”.

Article 13 of the Convention is not directly incorporated by the Human Rights Act 1998
However, during the Committee stage in the House of Lords, the Lord Chancellor explained
that it was intended that the Act should give effect to Article 13 by establiShing a scheme under
which Convention rights could be raised before domestic Courts. Accordingly, where an issue
in relation to a right arises, the Courts will be able to consider Article 13 and the associated
case law from the European Court of Human Rights under Section 2 of the Act. Under the

decision of the House of Lords in Pepper -v- Hart (1993) (140) (considered in relation to the

Human Rights Bill during the Committee stage in the House of Commons) the effect of the
Convention should in any event be considered by the Courts in determining the intention

behind the Act.

Article 13 requires Member States to ensure that there are domestic procedures for dealing with
claims as well as effective remedies in relation to established breaches of the Convention.
These provisions are likely to be invoked in relation to the lack of effective sanctions against

unauthorised use of human tissue (as discussed above).

In summary, while there are no decided cases from the European Court of Human Rights
dealing with unauthorised use of human tissue, it seems likely that the Human Rights Act may

in future be used to support claims arising out of such unauthorised use.

CMS Cameron McKenna
November 1999
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