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Letter from Glasgow
LANARKSHIRE’S HEPATITIS C PATIENT NOTIFICATION
EXERCISE
They say any publicity is good publicity but I would venture that
no organization wishes to be in the media’s gaze for the wrong
reasons. And that is what it felt like when Lanarkshire was faced
with the headline ‘Hepatitis alert for 8000 UK patients’ on the
BBC website, and in the Daily Record (a popular Scottish
newspaper) with its ‘Health scare: Over 7000 Lanarkshire patients
at risk after healthcare worker diagnosed with hepatitis C’.1,2
The situation arose as a result of a healthcare worker employed
by NHS Lanarkshire, the health board for which I work and which
serves over 650 000 people in west central Scotland, being
detected to have hepatitis C infection. This first came to light in
2008 and at that point a detailed investigation was undertaken to
establish whether there had been any transmission of hepatitis C
to patients by the healthcare worker. In the investigation NHS
Lanarkshire worked closely with Health Protection Scotland
(HPS), Scotland’s health protection agency, which supports the
14 Scottish territorial health boards.3 HPS provides specialist
support and expertise in infectious diseases and environmental
hazards and as such is invaluable to health boards. A report was
produced and this was considered by the UK Advisory Panel on
Healthcare Workers Infected with Blood Borne Viruses (UKAP).4
UKAP is part of Public Health England but provides advice to the
four countries in the UK (England, Northern Ireland, Scotland and
Wales) on healthcare workers infected with blood-borne viruses
(HIV, hepatitis B and hepatitis C). UKAP also supports local
incident management teams (IMTs) and maintains a register of
infected healthcare workers in the UK.
Following the report on the 2008 incident, UKAP advised NHS
Lanarkshire that there was no need for a look back study (patient
notification exercise), i.e. identifying, contacting and offering
testing to patients who may have been thought to be at-risk if they
were treated by the healthcare worker who had hepatitis C. A look
back exercise, or patient notification exercise as we termed it in
Lanarkshire, is usually undertaken following exposure or suspected
exposure, for example, to blood-borne viruses or tuberculosis by
patients in a healthcare setting.5 Hawker et al. describe the purpose
of such exercises is to determine those at risk of the communicable
disease, inform those individuals about the risk, determine who
may be infected, prevent further transmission of the communicable
disease, provide appropriate investigation, treatment and care, and
use information gathered during the exercise to increase the evidence
base about exposure risks.5
In Lanarkshire the situation of not undertaking a patient
notification exercise changed in 2015 when two patients were
identified by NHS Lanarkshire who were linked to the healthcare
worker. An assessment was made of all the information, including
the epidemiological and virological evidence, for the two patients.
The conclusion was there was probably healthcare worker-topatient transmission of hepatitis C infection during surgery.
Given this new information, a further report was submitted by
NHS Lanarkshire to UKAP. The changed circumstances meant
that this time UKAP agreed with a proposal by NHS Lanarkshire
that a patient notification exercise be undertaken.
The exercise was overseen by a multidisciplinary, multiagency IMT. It involved over 8000 patients who had been treated
by the healthcare worker during the time of employment by NHS

Lanarkshire. Since some patients have been treated many years
previously, some had died and others had moved house. Therefore,
an up-to-date database was required for the exercise. In Scotland
we are lucky in that every patient registered with a general
practitioner (GP) has a unique patient identifier called the
Community Health Index (CHI) which can be used to identify
patients. Consequently, we were able to exclude patients who had
died and also track patients who had moved to other health boards
in Scotland, or moved to addresses elsewhere in the UK. For a
small proportion of patients, no forwarding addresses were
available.
The preparations for the exercise were considerable, added as
it was to staff’s normal duties and required several weeks of
planning. This included setting up additional clinics for testing,
training staff, preparing information leaflets including ‘frequently
asked questions’, preparing the letters to be sent to patients,
preparing media statements and arrangements for a press
conference, preparing a telephone response line, and ensuring
websites were ready with the appropriate information. We also
learned from the experience of other similar incidents including
in Wales.6 In that patient notification exercise over 3000 patients
were contacted following a healthcare worker was found to have
hepatitis C and had worked in obstetrics and gynaecology.
In Lanarkshire, the patient notification exercise went live on
Tuesday, 23 February 2016 with a press conference. Letters were
sent to 8383 patients in Lanarkshire, other parts of Scotland and
other UK countries. The first batch of letters was timed to be
delivered the day after the press conference. A total of 125 clinics
were held in 10 locations across Lanarkshire from 25 February to
17 March and involved 150 members of staff from primary care,
secondary care and public health. The quotes at the start of this
Letter highlight examples of the media coverage of the exercise.
Despite the sensitive nature of the exercise, there were relatively
few complaints received regarding the exercise.
A key aspect of the exercise was that the healthcare worker’s
identity was not disclosed by NHS Lanarkshire because of our
duty of care to the healthcare worker and the worker’s family. In
addition NHS Lanarkshire has kept all those involved, including
the two patients who probably acquired the infection from the
healthcare worker, informed of our plans as the exercise progressed.
With regard to patients taking up the offer of hepatitis C
testing, the figure for Lanarkshire residents was 77% (5656 of
7311 Lanarkshire residents who were sent a letter were tested).
This is good compared with some exercises in which uptake rates
have been under 50%. There have been no further cases of
probable infection by the healthcare worker to patients identified
in the exercise. Five patients tested hepatitis C virus-negative,
with 3 being antibody-positive and 2 being antibody-equivocal.
However, as these patients do not have hepatitis C virus it is not
possible to carry out further virological testing. As expected, the
exercise identified other patients (7 in total) with chronic hepatitis
C infection that were unrelated to the healthcare worker. These
patients have received the appropriate investigation, treatment,
care and follow-up.
At the time of writing, a report is being prepared which will be
submitted to UKAP. UKAP will consider the findings of the
Lanarkshire exercise and make its findings known in due course.
The exercise had a considerable impact on the health board and
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the public health department in Lanarkshire. However, I hope that
not inconsiderable work undertaken in Lanarkshire will help
UKAP inform future policy, and help other health authorities that
need to undertake similar patient notification exercises.
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Letter from Bristol
INCLUDING VULNERABLE PEOPLE IN RESEARCH: THE
CASE OF INTELLECTUAL DISABILITIES
People with intellectual disability (ID) are a vulnerable group with
a considerably reduced ability to understand new or complex
information, to learn new skills and to cope independently—
which started during the developmental period with a lasting
effect. Between 2% and 3% of the population have IDs.1 People
with ID often face extensive health inequalities, a range of mental
and physical problems and early mortality.2 Apart from these
personal costs, ID is also associated with long-term responsibilities
on carers and families. Yet people with ID are generally not
included in medical research.3 This is unfortunate because apart
from advancing knowledge about the health and care for people
with ID, such research may also benefit the understanding of
issues relevant to the wider population. For example, a major
advance in the understanding of dementia occurred following
identification of the link between ApoE lipoprotein on chromosome
21 and dementia in Down syndrome.4 Moreover, research can
have a place in allowing those whom society tends to ignore to
make potentially great contributions.5
To plan and run health services well, it is important to know
the needs of this population. For example, we need to know the
prevalence of ID and incidence of comorbid conditions.3 But
those with ID are not a homogeneous group, approximately 25%
may have an identifiable genetic cause but 30%–50% are of
unknown cause.1 If we do not have a clear picture of what
treatments work best with whom then we risk our care being
subpar.6 Even where research exists, it does not always get
translated into clinical practice and guidelines.7
Barriers to inclusion
Paternalistic attitudes to people with ID can be a major barrier.
There can be instances of active exclusion of those with ID from
opportunities to participate in research.3 Doctors and carers,
including families are often reluctant to involve those with ID
under their care in research—fears around ability to consent being
an important factor.8 The UK Mental Capacity Act 2005 provides

a framework to guide researchers in involving people who cannot
give consent in medical research.
It is important to acknowledge that people with ID are a
vulnerable group and there have been instances of human rights
abuses. One historical example of misuse of research in this
population was the infecting with hepatitis of ‘mentally defective’
children in Willowbrook State School in the USA in the early
1960s to study disease course.3 The UN Universal Declaration of
Human Rights and international ethical guidelines for research
now stand to provide safeguards and protect vulnerable
populations. On the other hand, an assumption of lack of capacity9
may create an unnecessary barrier to involvement of this population
in research. People with ID can give valid informed consent to
many issues if the information is presented in an accessible way
and where they cannot consent, legislation such as the Mental
Capacity Act can be used as a guide.10
The ethics of conducting research involving people with ID is
complex. Questions asked by ethical approval committees in the
UK include whether the research question could involve other
participants, what are the risks versus benefits and can these be
justified?11 Sometimes important safeguards to protect the
vulnerable might actually deter researchers to work with people
with ID. It is important to consider whether it is ethical to allow
a group to not be included in research when there is a clear clinical
need and a paucity of research evidence to date.
Research often involves narrow eligibility criteria. However,
not investigating those who have physical and mental health
comorbid conditions means that those who are excluded from
research are those who may provide the most telling information.
Moreover, illness classifications themselves can sometimes present
a hindrance to cleanly applying research findings to whole
populations. Comorbid illness rates in those with ID have been
put at between 5.7% and 47%.3 Such imprecise statistics are
perhaps due to small study sample sizes, high study drop-out rates
leading to low statistical power studies and different subcategories
of ID being used for different studies and so limiting comparability
and reliability.

