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Nuala O Faolain’s comment in her recent final
radio interview with Marian Finucane, “As

soon as I heard I was going to die, the goodness
went from life”, highlights the negative effect
that personal health information may potentially
have on an individual.

Notwithstanding arguments that individuals
who have such forewarning about their
prognosis have an opportunity to ‘do things they
might not otherwise have done’ or even, in
some instances, to avail of life-prolonging
treatment, the comment reminds us that
information about one’s health status can be
dramatically negative in a manner that is
additional to but separate from impending
physical deterioration. This raises the question of
whether there might be a legitimate ‘right to not
know’.

Respect for autonomy is generally defined as
the right to consent to or refuse a healthcare
intervention and is considered to be a core
principle in healthcare today. Fundamental to
the exercise of consent is that the patient be
appropriately informed about the healthcare
decision to be made. Hence, at face value, a
right ‘not to know’ would be incompatible with
respect for autonomy as it would entertain a
paternalistic approach by the healthcare
practitioners involved. This creates a dilemma
when attempting to balance society’s
reservations regarding paternalism in healthcare
with the interest a patient might have in not
knowing healthcare-related information about
them. Knowledge is an important element in
expressing one’s autonomy, and easily accessible
screening services are central to patient
satisfaction in this regard. The general objectives
of screening include that screening services
generally be provided only for conditions for
which there are treatment or preventative
measures available and hence do fit with many
aspects of the evolving field of genetic screening
in primary care.

Genetic screening
Mapping of the human genome, completed

in 2001, provides the template to glean intimate
knowledge regarding individuals from tiny
samples of DNA. Anyone can obtain their entire
DNA profile by taking a swab from the inside of
the mouth and availing of a ‘confidential’
internet-based service. The question is whether
access to that information would really be in
that person’s ‘best interests’. Once we have the
information, there is no return to blissful
ignorance. Genetic data is a past, present and
future diary and has the potential to influence
lifestyle, reproductive, insurance and

employment decisions. Genetic information may
be personally predictive and also have
implications for relatives. Science currently has
the capacity to use genetic testing in the
prediction or diagnosis of a single gene disorder.
The tests are used to confirm or initiate a
medical clinical diagnosis, to ascertain whether
the person has a genetic predisposition or
susceptibility to a disease or to identify the
carrier of a disease. The likelihood is also that
such advances may lead to the targeting of
therapy to the patient in question. 

Genetic screening is not uniform in terms of
complexity or implications of the results. Some
diseases may be widely screened for in primary
care whereas others will require specialist or
secondary care settings. Approximately 4,500
diseases are genetically based. In some cases, as
with Huntington’s disease, if a patient carries the
gene and lives long enough (usually to the fifth
decade) he will develop the disease. Tuberculosis
is different in that there is no gene for
tuberculosis, but there are genes that make
people more or less resistant. More commonly,
genetic testing will indicate a predisposition to
developing a disease, e.g. in hereditary breast
cancer or hereditary colon cancer. A specific
genetic alteration can be detected in an affected
relative. This specific genetic alteration may then
be screened for in healthy relatives to identify
whether they also have a predisposition to the
disease. It must be emphasised that a positive
test result identifies a predisposition, not that
the cancer will develop. People react differently
to such information, e.g. some women who
have the ‘predictive’ gene for BRCA1/2 decide to
have annual breast examination whereas others
choose to have healthy breasts removed.
Genetic screening results may therefore have a
much greater impact on an individual than, for
example, blood pressure or cholesterol
screening. Such information can cause
significant stress, especially where the condition
is untreatable or preventative measures involve
radical surgery such as double mastectomy. It is
becoming increasingly evident that some people
would simply prefer to exercise their right ‘not to
know’. 

It is generally agreed that genetic screening
should not be undertaken without pre-screening
counselling which is considered critical to a
patient being ‘appropriately informed’ in the
consent process. The irreversible nature of
acquiring such information means that people
need to be aware of the consequences of both
having a test done, and, in some cases, the
separate decision as to whether to access the
results of the test. Decisions as to what is an
acceptable disorder for which to screen must be

made in collaboration with the patient. In the
USA pre-screening genetic counselling is
recommended best practice. However, in
Europe, there are wide variations in practice.

Family Matters
Personal autonomy may be in conflict with

the need for family members to know details of
an individual’s genetic profile. The potential
value of family genetic information to other
family members, in order to exercise their own
right to take preventive action, complicates
matters. In terms of precedence, it can be
argued that the taking of a family history for
patient use and for third parties, e.g. insurance
companies, is common practice for which
consent from other family members is rarely
obtained. Family conflicts, which have the
potential to influence the consent process, may
arise, e.g. where crusaders within families
pressurise relatives into facilitating group
predictive tests, where new information may
contradict previous advice within the family,
where an individual family member does not
wish to reveal diagnosis or genetic nature of
disease to family or where the are confidentiality
issues about non-paternity. The principle of
‘therapeutic privilege’ facilitates the aversion of
harm by disclosure where the potential harm to
another substantially outweighs the patient’s
claim to confidentiality, and all reasonable
efforts have been made to avoid such a breach
of confidentiality without explicit consent. In a
nutshell this is a reminder that there is no
absolute right to confidentiality.

A patient may also wish to exercise the right
not to know to avoid risk of discrimination, but
such objectives are not without challenge either.
While the Disability Act 2005 makes the
processing of genetic data for insurance or
employment an offence under the Data
Protection Acts 1998 and 2003, there is no
appropriate relevant legislation to prevent
‘voluntary’ pre-employment genetic testing in
Ireland. Once a person knows the result of a
genetic test, he/she will thereafter have to
include that information when applying for
personal insurance cover such as critical illness or
permanent health insurance applications.
Additional concerns surround the potential for
genetic testing to fuel eugenic practices or the
stigmatisation of ethnic groups.

Patients are entitled to be autonomous in
their healthcare-related decision making but the
process by which they would be assured
opportunity to achieve ‘appropriately informed’
status before undergoing genetic screening is
unclear. ‘The right to remain in ignorance about
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one’s genetic make-up should not be mistaken
for a waiver of informed consent’. (Andorno,
2004). The requirement to provide pre-
counselling before genetic screening is in the
patient’s best interests but internet and mail-
order facilities provide access to the test results
without the provision of the ‘essential’
screening service. Family claims to genetic data
may lead to a patient’s right to refuse sharing
results of genetic screening to be over-ruled, but
such breaches of confidentiality naturally
require to be monitored. When children or
mentally incompetent adults are being
considered for genetic screening, it raises
numerous other issues for review. The key
questions that must be asked, however, is how
a healthcare professional can know that a
patient would prefer not to know without
specifically asking him/her and if the practical
issue of whether it is possible to assure that an
individual remains ‘ignorant’ – especially when

the diagnosis is a family affair. Indeed Laurie
suggests that ‘rights’ is too strong a
terminology to use and that a better approach
might be ‘to talk of the interest that individuals
might have in not knowing’ (Laurie p.265).

Community Pharmacy
and Patient Good

Community pharmacy practice is increasingly
involving itself in the provision of screening
services which, when provided in a professional
manner, increase our ability to care for our
patients. Professionally focussed genetic testing
would generally require the addition of specific
skills and services, including the availability of
appropriate pre-screening counselling of a type
not typically available in primary care. Pharmacy
needs to constantly monitor that any screening

services it provides are appropriate to the
setting, in the best interests of the patient and
supported by appropriate competencies. This is
the means by which we avoid prematurely or
unprofessionally removing the ‘goodness from
life’ for any of our patients. 
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Dispensing errors – learning from our mistakes

COMMUNITY SPIRIT

Iam sure we were all shocked to hear that the
wrong kidney was removed from a child during

a recent operation at Our Lady's Children's
Hospital, Crumlin. Our first thoughts must be
with the child and their parents. Now obviously
something went wrong and the blame lies with
someone or some people who made an error.
And as such they will have to be held
accountable. But I am sure that it was not
intentional. And as fellow healthcare
professionals I am sure we must also feel a little
for those involved in the operation. After all,
who among us has not made a dispensing
mistake at some stage? Perhaps not of the
magnitude of this one at Crumlin – perhaps just
a small, insignificant mistake? Studies in the UK
and the US suggest dispensing errors occur with
about 1% of prescriptions.1-6 The fact is that we
have all made mistakes and will most likely do
so again in the future. But we must not be
complacent.

So what do you do when you make a
mistake? I assume you would rectify it as soon
as possible, including making an apology.
Dispensing errors may well undermine patients,
their family and friends, and also other
healthcare professionals’ confidence in the
pharmacist. So do you take note of it?
According to the PSI Code of Ethics and
Practice7 “Full details of all errors should be
recorded accurately and comprehensively,
including all actions taken. It should be recorded
in the PMR or other appropriate place.” There
are at least a couple reasons for this. Firstly, in
the case of legal action against you, you have
documented the events, and what you did to
rectify it. Secondly, it allows for reflective
practice. In other words, if documented,
collated and used appropriately, we can use the

information. We can learn from our mistakes.
And so the PSI Code of Ethics and Practice
suggests that “the dispensing procedures, any
appropriate medicines sales protocols or staff
training should be reviewed in light of the
error” and that “Errors should be periodically
reviewed”. The method called Root Cause
Analysis springs to mind here. Here we ask three
questions – what happened, why did it happen
and what can be done to prevent it happening
again? The new Pharmacy Practice Guidance
Manual published by the PSI backs this up
further.8 It states that “Pharmacists must
develop and regularly take time to evaluate
systems that prevent or minimise errors in their
supply of a medicine, either on prescription or
over-the-counter” and that “Full details of all
errors should be recorded accurately and
comprehensively, including all actions taken. It
should be recorded in the PMR or other
appropriate place. It is recommended that an
error incidence log be maintained in the
pharmacy”.

This is all very laudable but quite challenging
for pharmacists. A small study in 2006 found
that only a minority of Irish community
pharmacists maintain a dispensing error log.9 It
also found that they share a common fear of
blame and criticism. This fear is irrespective of
what the outcome for the patient may be.
Speaking from personal experience I am not
surprised by these findings. Going back to when
I first qualified, I worked for a large multiple in
the UK that expected pharmacists to record any
dispensing errors in a numbered book. But what
I found after working for them for a while was
that my name was appearing in the book much
more often than anyone else! This was
disconcerting and certainly allowed for some

personal reflection of my practice. Was it that I
was prone to make more errors than others?
Was there some part of my practice or routine
that was precipitating errors? Was I unfit to
practise? I took some consolation in the fact
that the errors were relatively minor and unlikely
to cause any serious harm. But they were errors
nonetheless. What made it worse was that my
area manager started making a habit of
checking this book every now and again. And
then I discovered that at least one other
pharmacist who had made an error had not
recorded it! So why should I? Therefore, the fact
that researchers found that pharmacists have a
fear of blame and criticism is not surprising to
me. It is obvious that some people will feel that
way. After all, while to err is human, perhaps to
try and hide our fault is also human instinct.

There are understandable reasons for
wanting to hide our mistakes. I have already
alluded to my area manager watching over
what I do. We do not want our superiors or
employers, let alone our clients, to lose
confidence in our ability. A pharmacist prone to
dispensing errors may find themselves
unemployable. But there is also the fear of
litigation. Alan Nathan, discussing the subject
from an English perspective, made some
interesting observations.10 He suggested that
pharmacists might be putting themselves in a
position liable to prosecution by reporting their
own errors. He also noted that contractual
agreements where a pharmacist self-reports
errors may actually force the employer to take
action to be seen to protect public safety. After
all, if someone appears to be unfit to practise
they cannot ignore it for fear of litigation. Can I
suggest this may also apply to the authority, in

contd. on next page
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