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Role of next of kin in accessing health records of
deceased relatives
Anneke M Lucassen, Michael Parker, Robert Wheeler

When potential benefits outweigh harms should clinical geneticists be given access to medical
records of dead patients without relatives’ consent?

Family history is an important tool used by clinical
geneticists to assess risk. Patients’ recollection of family
illnesses can sometimes be inaccurate or lack detail.
Information obtained through medical records of the
patient’s relatives is therefore important. When relatives
are alive, the person seeking genetic advice usually asks
them for access to their medical records. However,
access is more difficult if the relatives are dead. This dif-
ficulty is the result of a combination of a lack of clarity
in the law and a wariness among hospital departments
about releasing information in the light of recent pub-
lic inquiries and means that hospital departments are
often unwilling to allow access to the medical records of
deceased patients without consent from their next of
kin. We use a fictional case based on real experiences to
illustrate the difficulties that this practice can cause in
obtaining relevant information for diagnostic and
surveillance management of relatives.

Case history
Anne Cole is 38 years old and has a family history of
cancer. Her mother died of breast cancer at the age of
42 and her maternal grandmother developed breast
cancer in her late 40s. Her maternal aunt died three
years ago from an abdominal malignancy, aged 56. Ms
Cole wants to know whether she is at increased risk of
developing breast cancer and what measures she can
take to prevent it or improve her prognosis should she
develop it.

The clinical genetics team attempts to confirm the
details of Ms Cole’s family history through cancer reg-
istries, and from pathology reports by accessing hospi-
tal records. The maternal aunt is of particular concern,
since if her abdominal malignancy was an ovarian car-
cinoma, the chances of a dominantly inherited pre-
disposing gene mutation such as BRCA1 or 2 are
increased.

The cancer registry confirms the diagnosis in Ms
Cole’s mother but has no details on her aunt. The hos-
pital’s histopathology department has details on the

aunt but refuses to disclose them until it has received a
signed consent form from her next of kin authorising
such access. Ms Cole does not know who is the next of
kin of her aunt. She knows her aunt had a husband and
three children but is not in touch with them, does not
know their address, and feels it would be inappropriate
for her to contact any one of them to seek consent. She
asks the genetics department whether such infor-
mation could be accessed without having to involve a
third, possibly unrelated, person, who might find such
an approach upsetting.

What is meant by next of kin?
The term next of kin, as used in everyday language, has
no single definition. Although a dictionary might
define next of kin as the nearest blood relative, many
married people would regard their spouse as their next
of kin. Others might wish to nominate a trusted close
friend as next of kin.

These differences are further complicated by the
fact that next of kin has no legal standing in relation to

Having only one BRCA1 gene on chromosome 17 (shown in red)
increases the risk of breast or ovarian cancer
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medical management. Although the term was origi-
nally an entity of Roman law devised to apportion
property between male relatives of a family, it became
irrelevant in Britain after the Administration of Estates
Act 1925, which established a different convention for
transferring property after death.

Since then, next of kin has often continued to be
incorrectly treated in the medical setting as if it were a
legal entity. Hospital records, for example, invariably
document the name of the patient’s next of kin.
Although the term can have a role in the allocation of
property rights,1 those identified as having such rights
do not thereby acquire rights in relation to medical
decisions. It is, for example, well established that in the
case of incapacitated patients, someone identified as
next of kin in relation to property has no legal right to
consent to or refuse treatment on behalf of the patient.2

Unless a person has clearly nominated who qualifies
for the role, there is no clear hierarchy that determines
which of several close relatives is the next of kin.

An alternative approach
The approach adopted by hospital departments
derives from the belief that information about a patient
should be shared with third parties only if there is
appropriate consent. This places a great deal of weight
on consent. An alternative approach would be to con-
sider that, in the above case, access to the health
records of the deceased is a justifiable breach of confi-
dentiality. Acceptable breaches of confidentiality in the
case of living patients are already recognised in several
well defined areas of medical practice.3 In some
situations there is a statutory duty to disclose—for
example, in the case of notifiable diseases, prescription
of drugs of dependence, and abortion. The General
Medical Council also requires doctors to inform the
vehicle licensing body if a patient continues to drive
against medical advice.4

The GMC’s guidance also describes several
situations in which the doctor may breach confiden-
tiality. One such situation is where by breaching confi-
dentiality the doctor can prevent death or serious
harm to an identifiable third party: “Disclosure of per-
sonal information without consent may be justified
where failure to do so may expose . . . others to risk of
death or serious harm.”4

This possibility is also recognised in the more spe-
cialised professional guidance.5 6 GMC guidelines
referring specifically to the duty of confidentiality after
death state that the “extent to which confidential infor-
mation may be disclosed after a patient’s death will
depend on . . . the intended use to which the infor-
mation will be put . . . and the benefit to the
patient’s . . . family.”

This suggests that genetics teams would, at least in
some cases, be able to argue that the information has
the potential to prevent harm and that the avoidance
of such harms outweighs the (dead) patients’ privacy
interest. In practice, this is the stance taken by most UK
cancer registries, which do not require consent from
next of kin before disclosing cancer diagnoses for
genetic counselling.

In the case history above, the information
requested concerns the precise nature of the
abdominal malignancy of Ms Cole’s aunt. The benefit

of this information is that it would give Ms Cole a
clearer idea of her risk of cancer and thus a clearer idea
of what surveillance or prophylactic options would be
appropriate. The risk of harm (to the memory of the
aunt) is that information held within the histology
report might be particularly sensitive—for example, if
the malignancy was AIDS related and the aunt had not
wanted her family to know about this.

Recommendations
Clearly, clinicians will have to assess the harms and
benefits of each case to decide an appropriate course
of action. This is a balancing exercise with which most
clinicians will be familiar. We believe, however, that in
many cases, if not most, the balance ought to fall in
favour of disclosure. We support recent recommenda-
tions that doctors should be able to access information
about a dead person if it is important for the prediction
of disease in family members; there is no good reason
to believe that the person had or would have objected
to such access; accessing the information is not against
the person’s interests; and the policy is openly
disclosed.7
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Summary points

Genetics counselling often requires access to
medical records of relatives

Many hospitals will not give access to records of
dead patients without consent from next of kin

The definition of next of kin is unclear and
confers no rights regarding medical management

Access to records should be given without
consent unless it is against the deceased person’s
interests
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