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Abstract

Background-Although immunisation against infectious diseases is an important aspect
of public health policy and has played a significant role in controlling the threat of many
once-common diseases, since the late 1990s it has been the focus of controversy. Much
of this was fuelled by the publication in the Lancet of a paper based on a case series of 12
children. In this paper Wakefield and colleagues raised the possibility of a link between
the measles, mumps, and rubella vaccine (MMR) and autism and bowel disease. Despite
the fact that Wakefield’s study has received little support from the scientific community
these assertions have led to a decline in MMR uptake. Since then, few studies have
examined parents’ understandings, attitudes and experiences of childhood infectious
diseases or of childhood immunisation. This qualitative study examines how parents
have conceptualised the MMR controversy and offers an assessment of parents’

perceptions of vaccine-preventable diseases and childhood immunisation.

Methods-Eighteen focus groups were conducted in central Scotland between November

2002 and March 2003, with a diverse range of parents to ensure maximum variation in
terms of age, socio-economic circumstances, likely views about vaccination and family
circumstances. Four focus groups were conducted with parents who were anticipated to
have a particular interest in the debate: two groups with parents who had autistic children,
and two with parents whose child had recently had a compromised immune system

following chemotherapy.

Findings-There are some potentially serious misunderstandings and gaps in knowledge
about many of the diseases, which generally led to a diminished sense of urgency for
vaccination. Parents deciding about MMR vaccination have to balance the perceived risk
of disease against the perceived risk of MMR, and the perceived ability of their child’s
immune systems to cope with the challenge of vaccines, or to fight the disease. Parents
often questioned the safety of combining several antigens into one vaccine, as they were

concemned it could be too potent for their child’s immune system and could potentially



cause long-term damage. In some circumstances parents preferred to withhold MMR
vaccination because it was easier for them to live with the risk of their child naturally
contracting one of the diseases than with the risk of causing their child permanent

damage as they perceived other parents may have unwittingly done.

Implications- There is a need for a campaign that concentrates on offering parents
factual information about the risks, symptoms, potential complications and severity of
some of the diseases included in the Childhood Immunisation Programme. However, it
is recognised that simply targeting parents with the facts about diseases will not

necessarily persuade them to immunise and that culture, economic factors, social and
political values, trust, risk perception and world views are all important in influencing
parents’ attitudes towards immunisation. Nevertheless, it seems crucial to provide
parents with accurate information so that they can assess the importance and relevance of
current immunisation policy at a time when many are questioning whether children are
becoming over-immunised against diseases that appear mild and of no real threat to their
child’s health. Parents’ high level of understanding of the risks of meningococcal disease
suggests that the high profile Men C vaccination campaigns may be a successful model to
follow in communicating the risks of other vaccine-preventable diseases. Because of the
complex role of personal and family experience in the acceptance or rejection of risk
information about ill-health, it may be that these issues should also be explicitly
addressed 1n vaccination campaigns. Further, whilst individual choice is important, so
too are the community benefits of immunisation, and it may be time for such a campaign
to embrace this aspect of immunisation more comprehensively and to recognise the

public health contribution of immunisation more openly.

There 1s also a need for further research to investigate how parents caring for autistic
children have been affected by the debate and to reassure parents based on sound
evidence that giving these vaccines in a combined form is safe. Indeed, as the new
pentavalent vaccine (DtaP/IPV/Hib) is introduced into the programme, it is crucial that
these concerns about immune overload are taken into account to reassure parents in their

wider reappraisal of vaccine risk.
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Chapter One: The MMR controversy a new era in childhood

immunisation?

1.1 Introduction
In Britain in October 1988, the combined measles, mumps, and rubella (MMR) vaccine

was introduced into the routine childhood immunisation programme. Its introduction

replaced the monocomponent measles vaccine in order to improve measles and rubella
vaccination uptake, about which there had been widespread concem (Campbell, 1983;
Miller and Miller, 1986; Walker et al., 1988). It also offered the opportunity to introduce
protection against mumps into the programme for the first time in order to reduce the
incidence of viral meningitis, a serious complication of mumps. By the early 1990s,

MMR coverage for 2-year-old children exceeded 90% nationally and cases of measles
fell to historically low levels (Hanratty et al., 2000).

However, just as rates of measles notification were reaching an all time low, speculation
about the safety of the MMR vaccine began to emerge. In August 1997, Dr Andrew
Wakefield, a consultant gastro-enterologist, and colleagues at the Royal Free Hospital,
London, submitted a paper to The Lancet postulating the existence of a link between the
MMR vaccine, bowel disease and autism (Wakefield et al., 1998). In 1995, The Lancet
had published one of Wakefield and colleagues’ earlier papers that had later been
criticised in the British Medical Journal as ‘flawed’ (Metcalf, 1998). Nevertheless, after
being peer reviewed and discussed by The Lancet’s editorial committee, the controversial
paper was published in The Lancet on 28" of February 1998. On the day of publication,
The Royal Free Hospital organised a press conference in which Dr Wakefield and four
co-authors fielded questions and explained their findings. However, at the conference a
divide in opinion became evident as Dr Wakefield suggested that there was a case for
splitting the MMR vaccine into its three separate component parts, each given a year
apart. Perhaps predictably, the paper and conference sparked near hysteria in the press.
The following day a Guardian headline warned: ‘Alert over child jabs’ (Boseley, 1998).
Unlike many other health scares that are short-lived, stories about the safety of the MMR



vaccine have made headline news over many years, and in common with other long-
running public health scares the debate has been given a name by the popular media; in
this case ‘The MMR Controversy’. It is against this background that this thesis aims to
examine how parents have conceptualised the MMR controversy and to explore parental
immunisation behaviours, in order to leamn lessons that may assist future policy on

childhood immunisation.

1.2 The literature review

This introductory chapter aims to provide the context for my study by critically
examining the scientific evidence and events leading up to, and following, the publication
of Dr Wakefield and colleagues’ paper. Studies reviewed in this chapter are tabulated in
Appendix Al and A2. The chapter is divided into two parts. The first part considers the

scientific evidence, and the second part considers the impact the controversy has had on
parents and their children. The review of the scientific evidence concentrates on the
causal association postulated between the MMR vaccine, bowel disease and autism.
Central to this critique are the studies of Dr Wakefield and colleagues at the Royal Free
Hospital, and the studies that contest, or support, their theories. In order to develop an
understanding of how the controversy has affected parents, the second part of the chapter

reviews studies that have identified factors that influence vaccine decision-making

behaviours, particularly when a vaccine is perceived by the public to carry a risk.

The level of coverage afforded to the MMR controversy means that this review inevitably
provides a selection rather than exhaustive review of the studies. However, in order to be
more systematic about the selection of these studies for the review, inclusion and
exclusion criteria were developed. This process involved two stages. Firstly, a broad
search on the Web of Knowledge and Medline databases was conducted using keywords
and keyword combinations in their tittles and abstracts from 1988 when the MMR
vaccine was first introduced into the Childhood Immunisation Programme. Search
keywords included: immunisation; childhood immunisation; vaccination; childhood

immunisation programme; childhood infectious diseases; vaccine preventable diseases;

10



measles, mumps and rubella; MMR; vaccines; vaccine development; history and
immunisation; vaccine decision-making; immunisation behaviours; parents and
immunisation; attitudes and immunisation; herd immunity; and population immunity.
This process produced a large number of studies. These papers were then assessed to
determine whether they were applicable to the MMR debate and whether they should be
included for a more thorough appraisal. At this stage the main criterion for exclusion was
if they were irrelevant to the topic of childhood immunisation and MMR vaccination.
For instance, even though there is a vast amount of literature on autism and inflammatory
bowel disease, it was decided most of this was outwith the scope of this review.
Similarly, literature examining the public’s reactions to other high profile public health
debates was only included if a parallel existed with the current controversy over MMR
safety. As I became more familiar with the literature I refined my search terms and
searched databases using the names of high profile authors in the MMR debate to find
any articles or paper written by them. This search included the items (or words) Andrew
Wakefield; Elizabeth Miller; Brent Taylor; David Elliman; Helen Bedford; and the
Inflammatory Bowel Disease Study Group. Some of the older papers such as Asch’s
work on omission bias (1994), and Bogardus (1926), Merton and Kendall’s (1946)
focussed interview work were traced through the bibliographies of more recently
published papers. Although the debate about the safety of the MMR vaccine is not
confined to the shores of the United Kingdom, how parents conceptualise the debate here
is likely to be shaped by political events, new stories and their experiences. Therefore,
many of the papers that were assessed as being eligible for further appraisal were studies
conducted in the United Kingdom. However, international studies (particuarly those
which focused on the evidence of a link between MMR, autism and bowel disease) were
also included if they had had a direct impact on the debate about the safety of the MMR

vaccine, or added something new to the wider debate on childhood immunisation.

The second stage in the process was to carry out a more detailed appraisal of each paper
to assess its methodology and to decide whether it should be included in the final
literature review. This appraisal involved assessing the selection and recruitment of the

sample, the methods used and whether there was evidence of selection or measurement
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bias, or if there was confounding or bias interpretation of the conclusions. The final
selection in the review included a mix of large well-designed epidemiological studies
given some prominence by the scientific community and small, in-depth qualitative
studies offering important insights into parents’ views on childhood immunisation.
There was some variation in the quality of the studies included in the review, and
attempts have been made to convey this in the chapter. In order to keep abreast of any
new developments in the MMR debate, searches were repeated every three months;
however, the newsworthy nature of this topic often meant that newspapers were the first

to publish articles about newly published papers and this also proved a useful source.

1.3 Part One: Vaccine safety: speculation, scepticism and scientific

evidence

Since the inception of immunisation in the late 19" century, it has widely been accepted
that mass immunisation "has probably saved more lives than any other public health
intervention, apart from the provision of clean water” (Bedford and Elliman, 2000 p.
240). Indeed, Stone (1995, p. 111) considers that without immunisation we in the
Western world: “...would still be languishing in a 19" century nightmare of rampant
epidemics of diphtheria, smallpox, tuberculosis and their ilk”. This stance is not shared
by McKeown (1976) who considers that, while immunisation has played a late and small
role in the decline in mortality and morbidity from diseases, the dramatic improvements
in health and decline in most infectious diseases during the 20" century have been largely
due to improvements in housing, hygiene, sanitation and nutrition conditions. More
recently Szreter (2002) has revisited McKeown’s theory and suggested that this
interpretation has failed to recognise the historical importance of an accompanying
redistributive social philosophy and practical policies which characterised public health

during its 19" century origins. Szreter agrues that:

... political and ideological divisions and conflict and their subsequent resolution in favour of the
health interests of the working-class majorities were key factors in determining whether

industrialisation exerted a positive or negative net effect on population health (p. 75).
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Although there is some debate about the degree to which immunisation can claim
responsibility for the decline in diseases in the past, it seems likely that new
developments in vaccines and vaccine delivery technology will fundamentally change

how diseases are prevented and treated in the future. It is anticipated that over the

coming years new vaccines will become available for use to treat and prevent a range of
non-infectious diseases, including some cancers, diabetes, and Alzheimer’s disease, and
to treat autoimmune diseases and allergic disorders (Lambert and Siegrist, 1997). The
progress in making vaccines aimed at controlling infectious diseases is equally

impressive. For children living in developing countries work is underway to produce

vaccines that protect against malaria, tuberculosis and diarrhoeal diseases (Lambert and
Siegrist, 1997). For children living in industrialised countries new vaccines are being
developed to reduce further the incidence of meningitis and severe lower respiratory
infections (Poland et al., 2002) .

However, the paradox of the success of mass immunisation is that the huge decline in
mortality and morbidity from infectious diseases in industrialised countries has meant
that parents have less experience of those diseases (Bedford and Elliman, 2000). Perhaps
for this reason, doubts about the efficacy, safety and necessity of childhood vaccinations
have been brought into sharp focus. The most recent example of this phenomenon is the
MMR vaccine, although controversy about the safety of vaccines is not an entirely new

phenomenon; indeed opposition to mass childhood vaccination is a world-wide

phenomenon and is as old as the vaccines themselves.

1.3.1. A short history of vaccine controversy

Perhaps unsurprisingly, speculation and scepticism surrounded the inception of
vaccination. It is documented that in the mid-1770s, a Dorset farmer named Benjamin
Jesty observed that the cowpox infection appeared to protect his milkmaids against the
smallpox disease. Convinced that he could protect his family from the ravages of
smallpox, Jesty transferred matter from a cowpox pustule on a cow onto a needle and
from there to a scratch made on the arm of each member of his family (Horton, 1995).
These crude inoculations were the first recorded (Horton, 1992).
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Two decades later, in 1796, Dr Edward Jenner made the same observation during an
epidemic of smallpox and published his findings in an article entitled: ‘An inquiry into
the causes and effects of the variolae vaccine’. He called his idea ‘vaccination,” from the
word ‘vaccinia’ which i1s Latin for cowpox (Henderson, 1994). Perhaps predictably this
pioneering discovery was met with some degree of sceptism and opposition, and stories
about 1ts adverse side effects flourished. According to Beggs and Nicoll (1994) some
extraordinary side effects were described: “A child ran upon all fours like a beast,
bellowing like a cow, and butting with its head like a bull” (p. 1073). The artist James
Gillray drew a cartoon showing cows coming out of various parts of people’s bodies after

they had been vaccinated, to illustrate some of the myths being circulated by opponents

of Jenner’s work (Figure 1.1).

Figure 1.1: ‘The Cow Pock or the wonderful effect of the new inoculation’ (1801). Photo, Wellcome

Historical Museum.
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Today, opposition to vaccination in industrialised countries mainly comes from groups of
parents, or from individual spokespersons (Leask and Mclntyre, 2003). Leask and
McIntyre (2003) considered the case of Dr Viera Scheibner, a retired

micropalaeontologist, with no formal training in medicine, who tours the world claiming

that vaccines are ineffective and harmful to children, causing illnesses such as cancer and
asthma. They highlight the fact that health professionals are concerned that these self-
appointed and often non-medical spokespersons misrepresent the evidence on vaccine
safety, potentially damaging public confidence in immunisation. However, perhaps such

fears overstate the general appeal that such fringe spokespersons have on the public’s

trust in vaccination. For in recent years, vaccine controversies such as that of the

pertussis vaccine and the MMR vaccine have stemmed from ordinary parents,

experienced doctors, and respected academics whose public appeal may be greater.

1.3.2 The pertussis scare

In the case of the pertussis vaccine, speculation about its safety occurred within years of
its introduction into the childhood immunisation programme in the early 1950s.
Although the Medical Research Council's (1959) whooping cough trials found the
vaccines to be safe, some adverse effects were subsequently reported. Anderson and
Morris (1950) suggested a link between encephalopathy and the pertussis vaccine.
Similarly, Miller and Stanton (1954) and later Berg (1958) reported serious neurological
complications occurring in children following vaccination. According to Griffith (1981)
these early reports in scientific journals had no perceptible effect on immunisation
coverage in the UK, and received only sparse media interest. Griffith attributes this lack
of negative impact to the fact that the Ministry of Health actively pursued a policy of
encouraging parents to have their children immunised. However, in 1974, KulenKampff
and colleagues published a report postulating a link between the pertussis vaccine and
neurological complications that was the subject of a television documentary (Griffith,
1981; KulenKampff et al. 1974). The documentary featured two children severely brain-

damaged following vaccination with the pertussis vaccine. The visible suffering of these
children, the emotional turmoil faced by their parents and the split in medical opinion on

the risks of neurological damage from the vaccine, fuelled media speculation and the
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public lost confidence in the vaccine (Harding, 1985). By the late 1970s, the pertussis
debate was exacerbated further by the claim from a prominent public health academic,
Professor Gordon Stewart (University of Glasgow), that the protective effect of the
vaccine was marginal because the epidemiology of pertussis had changed. He suggested
that the disease had become less frequent, less severe, and therefore that the vaccine was
largely ineffective (Stewart, 1977). In spite of the Ministry of Health’s attempts to
reassure the public that the vaccine was safe, the loss of confidence in the vaccine led
large numbers of parents to refuse it. Church (1979) describes the effect on uptake levels
of the vaccine as being instant and dramatic. = McKinnon (1979), a specialist in

community medicine, recalled:

...within days health visitors were reporting that mothers, having seen the television programme,
were raising queries about whooping cough immunisation, and a significant number, who had

brought their babies for immunisation appointments, were withdrawing previously given consent

for whooping cough vaccine (p. 199).

Over the following years Koplan and Hinman (1987) reported that the vaccine coverage
levels fell from approximately 80% to a low of approximately 30%. The decreased
coverage of the vaccine in the UK led to the development of a large pool of susceptible
people. The fall in uptake in Scotland resulted in four epidemics between 1977 and 1991,

accounting for an estimated 100,000 notifications and up to 75 deaths (Health Education
Board for Scotland (HEBS), and Scottish Centre for Infection and Environmental Health,

(SCIEH), 2001). Nicoll et al. (1998) suggest a similar picture in England and Wales,
estimating over 300,000 notifications and at least 70 deaths. According to Gangarosa et
al. (1998) confidence in the vaccine was slowly restored by the publication of a national
reassessment of the vaccine carried out by Salisbury (1992), and by the introduction of

financial incentives to reward general practitioners who achieved government targets.

1.3.3 Events leading up to the MMR controversy
As with the pertussis vaccine, speculation about the safety of the MMR vaccine was also

first presented in a television documentary. This programme aired in Denmark in 1993
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and featured a mother of twins, one of whom had had the MMR vaccine and developed
autism soon after. She believed that the MMR vaccine was the cause of her child's
autism (HEBS and SCIEH, 2001). Whilst at that time in the UK no scientist had publicly
suggested such an association, Dr Andrew Wakefield and other researchers collectively
known as the Inflammatory Bowel Disease Study Group (IBDSG) were already

theorising about a link between the measles virus and Crohn’s disease.

In 1990, an hypothesis attracted the attentions of Dr Wakefield and colleagues of the
IBDSG. Thayer (1990) questioned whether the aetiology of inflammatory bowel diseases
(ulcerative colitis and Crohn’s disease) could be attributed to a transmissible agent such
as a virus. By 1993, Dr Wakefield and colleagues published a paper suggesting there was
a resemblance between the Koplik’s spots that are present on the skin during the early

stages of measles, and the ulcers seen in Crohn’s disease (Waketield et al., 1993). Over
the next few years the IBDSG, working with Swedish colleagues, reported a positive
association between perinatal exposure to measles and the development of Crohn’s
disease in children (Ekbom et al.,, 1994; Ekbom et al., 1996). However, two larger
epidemiological studies investigating a possible link between Crohn’s disease and
mothers infected with measles during pregnancy both failed to find any children who
went on to develop Crohn’s disease as a result of the measles infection. Therefore both

studies concluded that no link existed between perinatal exposure to measles and the
development of Crohn’s disease (Jones et al., 1997; Nielsen et al., 1998).

Undeterred, Wakefield and colleagues expanded their theory in a paper published in the
Lancet in 1995. From their original theory that wild measles virus could be a risk factor
for the development of Crohn’s disease, they raised the possibility that even the
weakened (attenuated) live measles vaccine used in vaccines may also be a risk factor in
the development of Crohn’s disease (Thompson et al., 1995). They examined the impact
of measles vaccination upon the incidence of Crohn's disease by comparing a cohort of
children (n=3545) vaccinated with the single vaccine in 1964 as part of a randomised
trial, with a group of unvaccinated children (n=11 407) recruited in 1958. From this they

believed that they had found an association between measles vaccination, Crohn’s disease
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and ulcerative colitis and concluded that the measles virus had a role in the aetiology of
inflammatory bowel disease. @ However, the researchers selected the cohorts using
different methods, at different times, and from different areas, and did not adequately
control for confounding factors. Indeed, in view of the study’s lack of consistency and

rigor Metcalf's (1998) stated in a critique of Wakefield and colleagues’ study that:
...the theory of measles as a causative factor in the development of Crohn’s disease therefore

cannot be upheld and should remind us of the need for rigorous methodological review when

causal associations are proposed (p. 167).

In an attempt to replicate Wakeficld and colleagues’ findings (Thompson et al., 1995),

Feeney and colleagues at the East Dorset Gastroentology Group conducted a case control

study to compare measles vaccination rates in 140 patients with inflammatory bowel
disease (83 with Crohn’s disease) and 280 matched controls (1997). However, they

found no association and concluded: “the cause of inflammatory bowel disease remains
to be established” (p. 764). Likewise, a later study carried out by Davis and Bohlke
(2001) did not support the theory. Indeed, a letter published in The Lancet, in 1995,
commenting on a study that investigated trends in incidence of Crohn’s disease,
suggested that the rise in incidence started before 1968 when the monocomponent

measles vaccine was introduced into the programme, thus shedding further doubt on the

group’s theory (Hermon-Taylor et al., 1995).

It is against this background that in 1998 The Lancet published Wakefield and
colleagues’ paper: ‘lleal-lymphoid nodular hyperplasia, non-specific colitis, and
pervasive developmental disorder in children,” (Wakefield et al.,, 1998). In order to
theorise about the role Wakefield and colleagues have played in what has become known

as the ‘MMR controversy’ it is necessary to critically examine the paper that is at the

centre of the debate.

1.3.4 A review of the scientific evidence that sparked the controversy
The hypothesis posed by Wakefield and colleagues was that the MMR vaccine causes

inflammation of the gut which makes it more permeable and thereby to permit peptides to
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leak out; in turn these toxins affect the brain causing serious developmental disorders
(including autism). Wakefield and colleagues suggested a causal association between
bowel disease, developmental regression and the MMR vaccine. In an attempt to infer
causation between the MMR vaccine, bowel disease and developmental regression,
Wakefield and colleagues describe the findings from their study based on a case series of
12 children with developmental and bowel problems. Published alongside the paper was
a critical commentary of the study from respected specialists in the field (Chen and De
Stefano., 1998). They reviewed the evidence to consider how well the features of the
association reported by Wakefield and colleagues fit with criterta for causality, and
wamed that:

...because of inherent methodological limitations of epidemiological studies, biological

plausibility, consistency, strength, and specificity of association must also be considered in

inferring causation (p. 611).

In considering the biological plausibility of the findings from Wakefield’s study, two
problems can be identified. Firstly, although Wakefield reported finding viruses in the
bowel tissues of children with inflammatory bowel disease, these findings have not been
replicated by other investigators. In an attempt to reproduce Wakefield’s findings, Afzal,
et al. (1998) examined gut mucosal biopsies taken from 19 patients with inflammatory
bowel discase. They concluded that even with the best available technology they had
been unable to find vaccine viruses in the specimens taken from patients. The second
problem relates to the biological plausibility. Serious vaccine reactions are usually
characterised by specific laboratory or clinical findings. However, the non-specific
nature of the symptoms described in the cases led Nicoll et al. (1998) to assert that the
study is limited by the fact that no precise case definition is offered. In respect of this, it
is of note that the sequence of events Wakefiecld postulates is that the MMR vaccine leads
to inflammatory bowel discase, which results in toxins leaking out and causing
neurological damage, and autism. However, Wakefield’s study reports that the onset of

behavioural symptoms occurred before the onset of bowel symptoms in almost all their

19



cases. This suggests that Wakefield’s findings do not support the sequence of events he
postulates.

Payne (1998) also noted that a weakness of the Wakefield study was that the sample was
highly selected and suggested that a case control study would have reduced bias.
According to Lee et al, (1998) attribution of causality requires (among other things) the
use of patients and matched controls, and a sample size that i1s capable of detecting a
statistically significant difference between the two groups. To reduce the risk of bias in
the clinical assessments, investigators would have needed to be blinded to the children’s
clinical conditions. However, it is of note that in Wakefield’s study there was no
blinding of the investigators, no selection of patients with suitable matched controls, and
a very small sample size (n=12). Indeed, following Wakefield and colleagues’ earlier
1993 and 1995 publications, Nicoll et al. (1998) believed that patients would have been
selectively referred to the Infammatory Bowel Disease Study Group because of their
research interest in MMR, inflammatory bowel disease, and autism, thus also introducing

a strong selection bias.

Another problem with the study was the extent to which parents were able to accurately

recall their child's developmental milestones. For example, in considering whether recall
bias may have affected Wakefield’s findings, Lee et al. (1998) suggest that

developmental delay is likely to be detected slowly over a period of time, rather than on a
particular day. However, according to Wakefield’s study, in eight of the 12 children,
either parents or the child’s physician identified the MMR vaccine as the immediate
precursor to the onset of behavioural problems. Furthermore, Wakefield et al. (1998)
stated that in some cases children were as young as 12 months when they began
displaying behavioural symptoms. However, Lee et al. (1998) suggest that autism is
usually only diagnosed once a child is over the age of 18 months old, adding further
doubts about how accurately events were being recalled. Furthermore, Wakefield and

colleagues fail to acknowledge anywhere in their paper the possibility that the association

between MMR and subsequent development of autism may be temporal rather than
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causal. This criticism is based on the fact that the first dose of the MMR vaccine is

commonly given when children are 12 to 15 months old, and autism 1is often detected
after this time when children are around 18 months old. The temporal association
between both these events means that MMR vaccination will often be given before
autism first manifests itself. Le Page and Ainsworth (2001) suggest that by neglecting to
acknowledge these facts the paper exaggerated the causal association between onset of
behavioural symptoms and MMR vaccine. In consideration of this tenuous relationship,
they state: “as persuasive as such cases might seem when looked at individually, they fall
well within what would be expected by chance” (p. 8).

Flaws in the design of Wakefield’s study and questionable biological plausibility led Lee
et al. (1998) to conclude that: “Wakefield’s study fails at every level to make a causal
association” (p. 905). In an attempt to test Wakefield’s hypothesis, other researchers
have been quick to try to replicate, contest or support their findings. Although the vast
majority of studies have not supported Wakefield and colleagues’ research, there are a

few studies that have. This review will now examine both sides of the argument.

1.3.5 Studies finding no support for the MMR/ autism association

Wakefield’s study has also largely been unsupported by other larger epidemiological
studies. Several of these have examined whether there has been an increased incidence
of autism in relation to the introduction of MMR. In the United Kingdom Taylor et al.
(1999) conducted a well-designed epidemiological study to investigate trends in the
incidence of autistic disorders before and after the introduction of MMR vaccine in
October 1988. These investigators examined the immunisation records of 498 cases of
autism, born between 1979 and 1998, to investigate whether there was any increase in the
incidence of autistic disorders after the introduction of MMR vaccine in October 1988.
They used a case series analysis method to test for clustering of onsets within defined
post-vaccination periods. From this work they were unable to detect any change in the
incidence of autistic disorders after the introduction of MMR and found no difference in

the age at diagnosis of autism between vaccinated and unvaccinated children, or any
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clustering of autism in the months following MMR vaccination. This led them to assert

that they did not support the existence of a causal association between MMR vaccine and

autism.

A second study was carried out in the United Kingdom using a time trend analysis to
identify whether there were any changes in the diagnosis of autism recorded by general
practitioners between 1988 and 1999 (Kaye et al., 2001). Using data from the UK's
general practice database they identified 305 children aged 12 years or younger
diagnosed with autism. They reported a marked increase in the incidence of autism

among boys born between 1988 and 1993, but highlighted the fact that MMR uptake for

successive annual birth cohorts remained consistently over 95%. This suggested that the
MMR vaccine could not be responsible for causing the increase in autism as MMR

uptake remained constant over the same time. However, they also stated that they were
uncertain of the reasons for the marked increase in autism during this decade. In
considering the unexplained rise in autism, Dr Fombonne, a specialist in the field of
autism has suggested that one likely explanation may be that in recent years there have
been changes to the classification, and diagnosis of autism (Fombonne, 2001). However,

in a letter published in the British Medical Journal, Yazbak points out that the MMR

vaccine was only introduced in 1988 and questions the validity of Kay’s suggestion that

MMR uptake remained consistently above 95% from its introduction in 1988 to 1999
(Yazbak 2001). Nevertheless, the rise in incidence of autism has not been confined to the
UK, and Kaye's findings have been mirrored in other countries. For example, a
Californian study compared the incidence of autism over time with MMR vaccine uptake
rates (Dales et al., 2001). This study observed a marked and sustained increase in autism
compared to a sustained level of MMR uptake. To investigate whether MMR vaccination
is associated with an increase in autism Smeeth et al. (2004) conducted a study using the
UK General Practice Research Database to identify people with autism who had first
recorded diagnosis of autism between 1987 and 2001. They identified 1294 cases and
4469 controls, which they matched on age, sex, and general practice. They found that
1010 cases (78.1%) had MMR vaccination recorded before diagnosis, compared with
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3671 controls (82.1%) before the age at which their matched case was diagnosed. This

led them to conclude that MMR vaccination is not associated with an increase in autism.

Researchers have also examined whether there is any evidence of a new variant autism
which may be induced by MMR. For example, Fombonne and Chakrabarti (2001)
postulated that if a new ‘autistic enterocolitis’ syndrome exists, regression in the
development of children with autism would become more common in MMR-vaccinated
children. Their retrospective analysis of cohort data compared three groups of English
children with autism. Ninety-six children immunised with MMR were compared with
data from two previous clinical samples; one pre-MMR (n=98) and one post-MMR
(n=68). They did not find any evidence that regression in the developmental course of
autism was more common in children immunised with MMR. The rate of developmental
regression reported in the post-MMR sample was 15.6%, compared to 18.4% for the pre-

MMR sample. From this work they concluded that there was no evidence to support a

distinct syndrome of MMR-induced autism or of autistic enterocolitis.

In a population-based study in the UK, Taylor et al. (2002) also examined whether there
was any evidence of a new form of autism associated with MMR vaccination. They
identified from computerised disability registers 278 children born between 1979 and
1998 with ‘core autism’ and 195 children with ‘atypical autism’. Using information
abstracted from the clinical notes on any change in the child’s social and behavioural
developments or any documented bowel problems investigators were able to link this to
computerised vaccination records. They found no change in the proportion of children
with developmental regression or with bowel disease, and no association between MMR,
bowel problems and regression. From this they concluded:

These findings provide no support for an MMR associated ‘new variant’ form of autism with

developmental regression and bowel problems, and further evidence against involvement of MMR

vaccine in the initiation of autism (p. 393).



Researchers have also focused attention on trying to detect measles virus in the gut of
children with autism. Thjodleifsson et al. (2002) tested the hypothesis that the measles
vaccine virus moves into the intestinal tissue causing intestinal inflammation in the
immediate period following vaccination. They did this by examining the intestinal
inflammation response in S8 children before, and two and four weeks after immunisation
with MMR. They found that MMR vaccination was not associated with any significant
intestinal inflammation response, leading them to conclude there is no evidence of the
hypothesised ‘gut-brain’ interaction central to Wakefield’s 1998 theory. In a review of
the evidence from the experimental work carried out to date Ghosh et al. (2001)

concluded:

There is now enough experimental evidence to conclude that failure to detect measles virus
genome in IBD tissue is not due to the inefficiencies of the PCR based detection systems but to the

absence of measles virus particle (p. 752).

Likewise in a letter to the editor Afzal et al. (2001) suggested that Wakefield’s findings
were due to laboratory contamination, in view of the fact neither they nor other
researchers have been able to identify measles virus persistence both in the specimens of
people with IBD and non-IBD. This is despite the fact that more sensitive tests have now
been developed (lizuka et al.,, 2001). The fact that Wakefield’s findings have been
neither replicated, nor supported by the vast majority of studies has led to criticism of Dr
Wakefield and colleagues. Nevertheless a small group of researchers continues to

support his theories.

1.3.6 Support for the MMR/ autism association

Whilst most researchers have failed to find the measles or mumps virus in gut tissue,
Professor O’Leary and colleagues continue to support Dr Wakefield’s claims. In April
2000 Professor O’Leary and Dr Wakeficld presented unpublished data to the United
States Senate’s congressional committee in Washington. At the hearing O’Leary and
Wakefield explained the findings from their work with Kawashima and colleagues in
which they had detected the measles virus in 24 of 25 autistic children’s gut biopsies

compared with one of 15 controls. These claims were later published, suggesting they



had detected measles virus in patients with inflammatory bowel disease and autism
(Kawashima et al., 2000).

On 3" February 2002, claims of new evidence from Dr Wakefield and Professor O’Leary
were made public in a Panorama documentary. Following the documentary, a paper was
published in the Journal of Clinical Pathology and Molecular Pathology (Uhlmann et al.,
2002). The study examined 91 samples of ileal lymphoid tissue taken from children

affected with inflammatory bowel disease. Seventy-five were found to be positive for
measles virus compared to five of the 70 control patients.  However, Morris and
Aldulaimi (2002) commented that the interpretation of these findings is difficult and
suggest it would be: “...wrong to jump to the conclusion that measles component of

MMR causes the colitis or developmental disorder in these particular, or any other
children” (p. 83). Indeed, they highlight the fact that causation is rarely simple and is

often multi-factorial in nature (Morris and Aldulaimi, 2002).

1.3.7 MMR vaccination and adverse reactions

MMR has been used around the world for 30 years. Since its infroduction in the UK in
1988, around 13 million doses have been given (HEBS and SCIEH, 2001). Although
vaccines are subject to testing to demonstrate their safety, quality and efficacy before
being licensed, less common adverse reactions may only become apparent once the
vaccines have been widely used. In the UK, any adverse reaction to vaccines should be
reported by doctors, nurses, pharmacists and parents to the Committee on the Safety of
Medicines (CSM) using the Yellow Card Scheme. In turn, the CSM and Medicines
Control Agency (MCA) investigate and assess all the reports to determine any safety
issues associated with a vaccine. According to the CSM statistics, the MMR vaccine has
received 3,453 Yellow Card Reports since 1988. Serious reactions include: 121 febrile
convulsions, 42 reports of autism, 17 of autistic behaviour, 8 cases of
meningitis/encephalitis, three of blood clotting disorders, three of bowel disease and two
cases of anaphylactic shock (CSM and MCA, 2003). However, the success of this

passive surveillance system relies on the early, complete reporting of any reactions and
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on doctors being meticulous in obtaining the details and appropriate specimens in order
to assist a thorough investigation. Critics of the scheme suggest that it is chaotic,

misconceived and subject to underreporting, and have called for a critical appraisal of the
scheme (Medawar and Herxheimer, 2004).

Studies investigating severe adverse reactions to the MMR vaccine have also been
conducted in other countries. In Finland Peltola et al. (1998) conducted a large
prospective study examining the medical records of 1.8 million children during a 14-year
period in order to identify any severe adverse reaction within a three week period post-
MMR vaccination. Investigators identified those children for whom gastro-intestinal
symptoms were reported, and traced them to estimate the incidence of autism following
MMR. Out of 31 children with gastro-intestinal symptoms none had gone on to develop
autism. The study did not find any cases of autism or inflammatory bowel disease and
concluded that: “serious events causally related to MMR vaccine are rare and greatly
outweighed by the risks of natural MMR diseases” (p. 1127). However, one limitation of
this study is the fact that investigators only examined a relatively short time frame of
three weeks post-vaccination. A further limitation is that according to Lee et al. (1998)
developmental delay is likely to be detected slowly over a period of time, rather than on a
particular day. In consideration of this, Patja et al. (2000) used the same Finnish dataset
to identify adverse drug reactions over a longer follow up period (1982-1996).
Consistent with their earlier findings they found no case of inflammatory bowel disease

or autism linked to the vaccine.

1.3.8 Summary of the evidence

Researchers who have investigated the biological plausibility of Wakefield’s theory have
identified an important flaw in the gut-brain part of the theory. Replications of
Wakefield and O’Leary’s examination of intestinal specimens have not identified the
measles virus. In addition, researchers have not identified a significant amount of
inflammation in the intestine post MMR vaccination. This supports the findings of larger
epidemiological studies which have investigated adverse reactions to the MMR vaccine

and have not identified bowel problems post-vaccination. Taken together these findings
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may account for why the symptoms described in Wakefield’s study were non-specific,
and wide-ranging, and why Wakefield and colleagues were unable to offer a specific case
definition. Further, without this central link in the hypothesized MMR-autism chain, the
entire theory is undermined. For this reason it is perhaps less surprising that large-scale
epidemiological studies have not found any evidence of a new form of autism associated
with MMR vaccination, or any evidence that trends in the increased incidence of autism
are related to the uptake of the MMR or measles vaccines. Despite the evidence from
these epidemiological studies refuting Wakefield’s claims, Bedford and Elliman (2000)
have observed that his research has received disproportionate publicity, giving the
impression that a substantial body of opinion support his views. This is perhaps all the
more confusing since Wakefield and colleagues did not suggest in their paper that they

had proved an association between MMR and autism.

1.4 Part Two: The public response: Impact on MMR uptake

Despite the Government and public health officials acting quickly to reassure parents
about the safety of the vaccine, parents’ reactions to the controversy led to a drop in
immunisation uptake. Between July and September 1998 there was a 1.4% drop in
immunisation uptake in children aged 24 months, the largest fall since the programme
began. In Scotland MMR uptake for 2 year olds for the first quarter fell from 94.1% in
1997 to 87.8% in 2003 (SCIEH, 2003) and in England, MMR uptake for 2 year olds for
the first quarter fell from 91.4% in 1997 to 85.7% in 2003 (PHLS, 2003). Figure 1.2

shows MMR coverage in the UK for children aged 2 years, for each quarter, since 1995.
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Figure 1.2: MMR coverage in the UK for children aged 2 years, for each quarter,
since 1995
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Data provided by the Public Health Laboratory Services: Communicable Diseases Surveillance Centre,

COVER programme. Available at www.hpa.org.uk/cdr/archive.htm (December 2004)

The fall in MMR uptake in the months following the publication of Wakefield’s paper led
prominent virologists to issue warnings about impending measles outbreaks and to wam
that the fall in MMR uptake would undo the recent near elimination of measles and
rubella in the UK (Beggs et al., 1998). By 2002 these early predictions were realised
when measles outbreaks occurred in London, Wales, and in Fife. Cases of mumps have

also increased though mainly amongst a cohort currently aged between 13 to 22 years

who did not receive MMR or only received one dose and confirmed cases of rubella
remain low. According to the Health Protection Agency, during the first three-quarters of
2004, 3756 confirmed cases of mumps were reported, compared to 1529 cases 1n 2003,

and 495 cases in 2002 (available at www.hpa.org.uk/hpa/news/articles/press) (December
2004).

In recognition of the falling uptake rates, growing public concern about the safety of the
vaccine and calls for the single vaccine to be made available, the Scottish Executive

established an “MMR Expert Group’ in August 2001. As part of their remit, the group
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was asked to consider the public health consequences of pursuing alternative

immunisation policies. In May 2002 the report was published. It recommended that:

...on the basis of currently available evidence, there is no proven scientific link between the

measles, mumps, and rubella vaccine (MMR) and autism or Crohn’s disease and therefore the
Committee has no reason to doubt the safety of the MMR vaccine. The Committee does not

recommend any change in the current immunisation programme at this time (Scottish Executive:
MMR: Report of the MMR Expert Group 2002, p. 43).

Indeed, the report considered that population immunity would suffer as a result of any
decision to make single vaccines more widely available on demand, suggesting that this
policy would lead to measles outbreaks. The Scottish Executive also reaffirmed their
commitment to providing parents and health professionals with the most up-to-date-

assessment of the evidence surrounding the safety of the MMR vaccine in the form of
‘The MMR discussion pack’ and leaflets (HEBS and SCIEH, 2001).

1.4.1 Vaccine decision-making: The factors known to influence uptake

In the UK parents have the right to choose whether or not they wish to have their children
immunised. The voluntary nature of immunisation means that the success of the
Childhood Immunisation Programme relies on immunisation policy being an acceptable
and more attractive option compared to opting not to immunse. Therefore understanding
the factors that influence parents to accept or refuse immunisation for their children is
important if parents are to be encouraged to comply with immunisation policy. Since the
publication of ‘The Black Report’ (Townsend and Davidson, 1982) emphasis has been
directed towards improving the uptake of child preventative health services, including
that of immunisation, in socially and economincally deprived arcas. By the early 1990s
the drive to improve childhood immunisation uptake levels heralded the introduction of
target payments to general practitioners and the setting of a target of 95% uptake among
children aged 2 year olds for all the vaccines in the Childhood Immunisation Programme.
As a consequence of these new policies, the 1990s appears to be a period during which

there were renewed efforts on the part of researchers to identify the factors that influence
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parents’ decisions about immunisation. Much of the research conducted during this
period focused on those parents who decided to withhold immunisation, reflecting the
fact that it was important to understand the view of this minority group of parents if the
target of 95% was to be attained.

One of the first exploratory studies to investigate British mothers’ experiences of
childhood immunisation was carried out by New and Senior (1991) as part of a larger
study. Participants were randomly selected from immunisation records held on the
computerised Child Health System which collects data on the quarterly vaccine coverage
for all children in England at two years of age. The study used an unmatched case-
control design to include parents whose children were fully immunised (n=123), partially
immunised (n=71) and parents who had defaulted on all their invitations to immunise
(n=48). The main findings were that mothers rather than fathers were predominantly
responsible for matters relating to immunisation and that they were reluctant to take ill
children for vaccination even if the illness was minor. They found that in larger families
there was a greater probability of the youngest being incompletely immunised, which
they suggested may reflect the greater burden of childcare commitments. They also
found that mothers with no formal educational qualifications at Advanced Level in the
General Certificate of Education or above were more likely to have an incompletely
immunised child, which they thought may account for lower vaccine uptake in deprived

dICas.

Two years later, Pearson et al. (1993) published the findings of their Liverpool-based
study that aimed to identify the factors influencing parents to withhold immunisation.
Using immunisation data held on the Child Health System, they used regression analysis
to assess the association between parents’ consent to immunise, and five
sociodemographic factors: the child’s gender, the child’s position in the family, whether
the family had one or two parents, migration into Liverpool since birth, and local

deprivation, a factor identified as important in the earlier Peckham Report (Peckham et
al.,, 1989). Of the cohort of 3585 children (1714 girls, 1871 boys), they found that
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consent to immunise with pertussis was least likely to be given for boys, and for children
with older siblings, and by single parents, and parents living in deprived areas. They
suggested that health visitors should target parents living in deprived areas and families

with two or more children and provide them with consistent advice and support.

In an attempt to identify the reasons why parents refuse immunisation, Simpson et al.
(1995) also used the computerised Child Health System to identify parents whose

children had not been immunised. They identified 106 children living in the Bath area of
England who had received no immunisation between 1987 and 1993. The parents of

these children were mailed a questionnaire, 87 of which were completed and returned
giving a response rate of 82%. The most common reason for refusal to immunise was
that they used homeopathy. This accounted for 22 parents’ refusal. Religious beliefs
accounted for a further 17 parents, five parents gave medical reasons for not immunising
their children, and seven parents stated that they were in the process of having their
children immunised. Seventeen parents were described as having various unidentified
reasons for not immunising their children. The parents of the remaining 19 children
gave no reason. The fact that 36 out of the 87 parents gave no reason prevents drawing
firm conclusions about which groups of parents might benefit most from being targeted

with more informed and accurate information about immunisation.

In 2001, Sporton and Francis published their small qualitative study. The study involved
semi-structured interviews with 13 parents to explore the decision-making process of
parents who had chosen not to immunise their children. They used purposive sampling
to identify parents who had chosen not to immunise at least one of their children from an
area of London with a high level of deprivation. They concluded that a major reason
given by parents for choosing not to immunise was that they feared the risks of side
effects from vaccines. Health visitors were not perceived as providing balanced
information and this was identified as an impediment to decision-making. Consistent with
Simpson et als. (1995) earlier findings, they found that some parents refused

immunisation because of religious beliefs or because they preferred to use homeopathy.
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Although the publication of Sporton and Francis’s study post-dated the publication of
Wakefield’s study, Sporton and Francis’s paper does not mention the MMR debate.
Therefore 1t is unclear whether Sporton and Francis’s findings about parents’ fears about
side effects from vaccines specifically refer to the MMR vaccine, or to vaccines in
general. The fact that the paper omits to mention the MMR controversy at all is puzzling
given the context in which these findings were generated.

1.4.2 Vaccination decision-making: seeking the best balance of risks and benefits

Whilst most of these studies have been helpful in identifying factors that may influence
parents’ decisions, these factors alone do not fully explain vaccine decision-making
outcomes. It is recognised that although parents make their own assessment of whether
to immunise their child, immunisation is about more than just the individual and is a
preventative measure that may sometimes bring more benefits to the community than to
the individual. Rose termed this situation ‘the prevention paradox’ (Rose, 1981).
Hershey et al. (1994) consider this conflict and suggest that when people choose among
medical treatments they usually seek alternatives which appear to offer the best perceived
balance of risks and benefits. They suggest that this is because this type of decision does
not affect anyone else, and thus it makes sense for individuals to keep their own interests
paramount. However, they point out that when people choose to become vaccinated,
decisions do affect other people in that not only do they reduce their own chances of
contracting the disease, but they also reduce their chances of carrying the disease or of

transmitting it to others.

Recently, Hunt and Emslie revisited the prevention paradox and suggested that there may
be an argument for acknowledging it more directly in health education materials, to stem
the public’s growing mistrust of science and health education (Hunt and Emslie, 2001).
Indeed, past immunisation campaigns have not acknowledged the fact that immunisation
has this dual role of protecting both the individual and those around the individual,
despite the fact that decisions about immunisation may affect other people, and be

influenced by the actions of other people. To assess the roles that altruism, free-riding,
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and bandwagoning (copying others) play in vaccine decision-making, Hershey et al.
(1994) asked 472 people to consider six hypothetical scenarios. Regression analysis
provided evidence that altruism, free-riding and bandwagoning are significant motivators
in the decision to undergo vaccination. This led them to propose that people factor the
actions of others into their own decisions about whether to immunise or not. However,
whilst Hershey and colleagues observed that some of the subjects in their study spoke as
if they cared about the impact of their decisions on the well-being of others, they also
appeared to act in their own interests. This suggests that they found some discrepancy
between people’s words and actions. On the other hand, they suggest that some
individuals may undergo vaccination partly to help others. They warn that this gives rise
to a situation whereby as herd immunity increases and diseases become well-controlled
there is a decreased individual benefit from being vaccinated, compared with an
unchanged risk of reaction to the vaccine. Hershey and colleagues consider that this

scenario (free-riding) creates an ideal opportunity for some people to use herd immunity

to gain benefit from an immunisation programme without accepting any personal risks.

However, free-riding to minimise personal risk is not a risk-free stategy as herd immunity
is not constant. Indeed, the whooping cough epidemic of the 1970s is a testament to the
fact that relying on herd immunity is inherently risky. Following adverse publicity about
the safety of the pertussis vaccine in the mid-1970s, large numbers of parents decided not
to get their children immunised, and the uptake rate of the vaccine plummeted and
whooping cough rates soared (Meszaros et al., 1996). According to Preston (1980)
population immunity was reduced to about 20-40% in some parts of the country. In these
circumstances parents deliberately using herd immunity to offer protection to their child
would have suddenly found themselves vulnerable to the resurgent whooping cough

disease.

1.4.3 Omission bias and vaccine decision-making

The dramatic fall in pertussis uptake rates following adverse publicity is evidence that

parents’ usual patterns of immunisation decision-making behaviour were altered. In order
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to gain a deeper understanding of the cognitive processes involved in decision-making,
American psychologists Ritov and Baron (1990) conducted a study using a hypothetical
vaccine scenario to consider the role that psychological bias, termed omission bias, plays
in vaccine decision-making. Fifty-three undergradute students were randomly selected
on campus to consider senarios and decide whether vaccination or potentially contracting
a disease was in their their hypothetical child’s best interest. They found that some
students considered that they would feel more responsible if their hypothetical child died
as a result of a vaccination, than as a result of contracting a vaccine-preventable disease.
They argue that this reluctance to act is an example of omission bias, whereby the person
withholds vaccination because of the perception that action (commission) is more
harmful than inaction (omission). Moreover, they suggest that when ambiguity exists in
relation to the risks associated with the vaccine, it heightens the reluctance to vaccinate,

even when the risks are small.

Similarly, Asch et al. (1994) investigated the role that omission bias played in American
parents’ decisions about whether to vaccinate their children against pertussis. They
mailed 200 questionnaires to subscribers of a ‘Parenting’ magazine, which had previously
published articles favouring and opposing pertussis vaccination. Parents were asked
about their beliefs about the vaccine and the disease and whether they planned to, or had
vaccinated their own children. They were given 11 different statements about whooping
cough and pertussis vaccination, which they had to assess as either being true or false.
One hundred and three questionnaires were completed and returned, of which 43% of the
respondents reported they did not, or would not, allow their children to be vaccinated,
and 57% respondents reported that they had, or would, vaccinate their children. Using
logistic regression to determine the role omission bias played in parents’ decisions about
pertussis, Asch and colleagues found that parents who reported that they had not
immunised their children were also more likely to believe that vaccinating was more
dangerous than not vaccinating. They concluded that omission bias plays a role in
decisions not to vaccinate with the pertussis vaccine, beyond the role played by belief

about the risk of vaccination. They asserted: “... in some circumstances individuals favor



the choice representing inaction over that representing action, even when the latter is

more likely to lead to better outcomes” (p. 121).

1.4.4 Parents’ attitudes to the MMR controversy and to MMR vaccination

Since the MMR controversy first began there have been several studies that have been
particularly useful in gaining new insights into parents’ perceptions about MMR
decision-making. Evans and colleagues (2001) recruited parents from the Avon and

Gloucestershire area of the United Kingdom to take part in six focus groups. The focus
of the discussions was on the influences on parents’ decisions to accept or refuse MMR.
They used a purposive sampling strategy to include parents from a range of socio-

economic backgrounds and different MMR decision-making outcomes. This study

offered the first in-depth account of parents’ perspectives on MMR immunisation. Evans
and colleagues found that parents are involved 1n a risk-benefit analysis and that for many
parents it is easier to live with the risk of their child naturally contracting one of the
diseases than with the risk of causing their child damage through vaccination, a finding
reminiscent of Ritov and Baron (1990) and Asch and colleagues' (1994) work on
omission bias. Further, although these parents accepted that their unvaccinated children
might contract a disease, they were optimistic that their children would make a good
recovery. They concluded that the non-immunisers felt that the potential risks from
MMR outweighed the potential risks of contracting the diseases, and were reluctant to

comply with a policy that offered them no choice.

In another study, Ramsay et al. (2002) described trends in mothers’ attitudes to, and
uptake of, MMR vaccine between 1995 and 2001. They utilised data from two sources,
the computerised Child Health System, and the cross-sectional survey of attitudes
towards childhood immunisation conducted in England bi-annually by all health
authorities in England. Data were obtained from 26 English health authorities/trusts in
2001. The survey involved interviews with a random sample of 1000 mothers of children
less than three years of age. From these routine data sources they found that, despite the

adverse publicity surrounding the MMR vaccine, the fall in MMR coverage was small
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(8.6% between 1995 and 2001) and that the vast majority of mothers (92%) would
immunise future children with MMR. The interviews were structured and less well
suited to exploring the views of the parents who declined MMR, or to drawing any
conclusion about how they might be encouraged to immunise. Nevertheless, an
interesting finding from this study was that the decline in acceptability of the MMR
vaccine appeared to be greater among more socio-economically advantaged parents. This
Is in contrast to studies conducted in the late 1980s and early 1990s that reported lower
vaccine uptake levels in more socially and economically deprived areas, with the
exception of the pertussis vaccine, (Peckham et al., 1989; Pearson et al., 1993; Ramsay et
al., 2002). This suggests that improving MMR uptake may require more than simply

targeting parents living in deprived areas with more informed and accurate information
about MMR.

A study by Smailbegovic et al. (2003) explored the attitudes and concemns about
immunisation and vaccine-preventable diseases. They mailed questionnaires to 129
parents living in the London Borough of Hackney whose children had not completed the
recommended course of immunisation (of children identified as having defaulted on one
or more primary immunisation by 18 months of age). Ten were later interviewed.
Consistent with the findings of Evans et al.’s (2001) study, they found that 23 out of 68
(34 %) responders perceived that having their child immunised with a particular vaccine
was more risky than non-immunisation. They suggested that parents weigh up the
perceived seriousness of a disease and the likelihood of catching it, against the perceived
safety and efficacy of the vaccine. They assert that parents who consider that diseases
pose a threat to their child’s health and who consider immunisation to be both safe and
effective are likely to have their children immunised. In contrast, parents who consider
that the diseases pose little or no threat to their child’s health, and who consider
immunisation to be ineffectual or to pose a risk to their child, are more likely not to

immunise their children.

Another study considered the views of parents who had opted to immunise their children

in order to assess parents’ perceptions about vaccine risk. Using convenience sampling
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Raithatha et al. (2003) recruited parents from two nurseries in Norfolk with high vaccine
uptake levels of over 90%. In addition to three parents who took part in pilot interviews,
fifteen parents whose children were fully immunised agreed to take part in in-depth
interviews. The authors proposed that parents weigh up the risks associated with
vaccines against the risks posed by the diseases, and that this is influenced by parents’
attitudes to the immunisation process and by their trust in government and health
professionals. Findings from this study suggest that parents who immunise their children
have concerns about the risks associated with vaccines and wam that it is vital not to
assume that parents who at present immunise will continue to do so. They also found
that the MMR vaccine scare may have triggered a reappraisal of vaccine risk, and
propose that in order to address parents’ fears about a causal link between autism and the
MMR vaccine there is a need for further research into the aetiology of autism. Raithatha
and colleagues recommend that parents are not pressurised to immunise, as this increases
their feeling of lack of control, and that there is a need to improve parents’ sense of trust.

They concluded that: “Concentrating messages on the threat of infection for their own

‘vulnerable’ children may continue to help persuade parents to immunize” (p. 164).

1.4.5 Are parents reappraising vaccine risk?

The successful introduction of any new vaccine into the Childhood Immunisation
Programme may depend on several factors, not least the capacity of the programme to
include new vaccines. As Lambert and Siegrist (1997) note “the infant immunisation
schedules are already quite full and may not readily allow the addition of many new
vaccines” (p. 1597). Whilst combination vaccines offer greater scope for the introduction
of new antigens, as more than one antigen can be given at any one time, a major obstacle
to any introduction noted by Offit et al., (2002) is that an increasing number of parents

are becoming concerned about the number of vaccines in the programme.

In comparing the numbers of vaccines included in the Childhood Immunisation
Programme over the past century, it is clear that the UK programme has expanded. For

example, in the 1900s a child would only receive the smallpox vaccine. Over the
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following decades scientific advances, combined with the World Health Organisation’s
determination to set up mass immunisation programmes, meant that by the 1950s this had
increased to five vaccines (diphtheria, pertussis, tetanus, polio and smallpox). Today the
Childhood Immunisation Programme currently offers protection against nine diseases
(See Appendix B). In September 2004 the new pentavalent vaccine (Dtap/IPV/Hib,
brand name Pediacel) was introduced into the programme offering protection against
diphtheria, pertussis, tetanus, polio and Haemophilus Influenza type b in one combined
vaccine. This alteration to the programme does not add any new disease to the

immunisation schedule and has been changed so that protection can be offered “in a
slightly different, more acceptable, formation” (Bedford and Elliman, 2004 p. 411).

See Appendix C for a timeline illustrating the major changes to the Childhood

Immunisation Programme since the 1930s.

Although the debate about vaccine overload in the UK has largely been confined to the

popular press, out-with the UK the scientific community have published several studies
showing parents’ concerns about this matter. For example, Bond et al. (1998) conducted
a study in Melbourne, Australia to investigate mothers’ perceptions of vaccine-
preventable disecases and associated vaccines in terms of perceived susceptibility,
severity, benefits and barriers. They used a purposive sampling strategy to include
mothers of children with different decision-making outcomes and to include first-time
mothers and more experienced mothers.  Semi-structured interviews were conducted
with 45 mothers. Bond and colleagues found that ‘complete immunisers’ believed that
the risks associated with vaccines were lower than the risks associated with the diseases,
and that the likelihood of contracting many of these diseases was low. In contrast, they
found that incomplete immunisers perceived vaccines to be less effective in preventing
diseases, and were often confused about which diseases the vaccines would protect
against. They also suggested that non-immunisers were more concemed about unknown,
long-term side effects of the vaccines than with the diseases, and that many mothers

believed that vaccines place stress on the immune system rather than strengthening it.
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Similarly, in a study conducted in the United States of America as part of a larger study
on immunisation, Keane et al. (1993) explored parents’ perceptions of vaccines. Forty
parents participated in focus groups (they omit to statc how many groups they
conducted). They found that parents perceived vaccines to be only partly effective and
did not consider immunisation to be a high priority in the broader context of parenting.
Further, since fever was viewed as a primary indicator of illness this led some parents to

suggest that vaccines caused, rather than prevented, illness and parents expected they

would need to care for an ill child post-vaccination.

1.4.6 Where are we now? Outstanding issues

In February 2004 the General Medical Council conducted an investigation into Dr
Wakefield’s study following several allegations, brought by a journalist Brain Deer, of
which the most serious was that Wakefield had been paid for a second study funded from

the Legal Aid Board into whether children allegedly damaged by the MMR vaccine could
sue. In response to these revelations, the editor of the Lancet, Richard Horton, stated that
he would not have published the research in that form had he known about the conflict of
interest and that he hugely regretted the adverse impact this paper had had, calling the
paper “fatally flawed’. In the March 6" edition of the Lancet, ten of Wakefield’s co-
authors formally disassociated themselves from the study in a ‘retraction of an
interpretation’. However, Dr Wakeficld remains adamant that the scientific results of his
1998 study are still valid. After resigning from his job in December 2001, Wakefield
moved to America to work for the International Child Development Resource Centre in

Florida, a centre that is associated with the Good News Doctor Foundation, a Christian

ministry.

In September 2004, Richard Horton has revisited the events surrounding this controversy
in his book titled: MMR: science and Fiction. The book offers new and revealing
insights into the debate from the perspectives of some of the scientists, physicians and

politicians most closely involved in the controversy. Perhaps one of the most revealing
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aspects of the debate is his view on the role of medical journal editors, on which he

states:

...despite these uncomfortable events, medical journal editors must not refrain from publishing
work that challenges mainstream scientific, clinical or public health opinion. There are now
strong forces operating on journals to protect the system of health messages distributed to the
public. The media is so voracious in its appetite for controversyj, it is so merciless in its challenges
to conventional opinion, that medical journals should, so many doctors will argue, avoid fuelling
these fires. Journal editors should try to keep these difficult discussions within a closed
professional circle. I simply do not accept this argument. It is the recipe for the stagnation of
knowledge and the creation of a wholly undemocratic technocracy (p. 169).

However, many still question the Lancet’s wisdom in publishing the paper and the case
remains that there is still little known about some of the individuals most affected by the
debate, namely the parents of young children. In particular it is of note that, as this PhD
study is completed, no studies have been published presenting the views of parents of
autistic children or parents whose children need to rely on immunisation as a
consequence of having a compromised immune system due to the effects of
chemotherapy, yet it seems likely that both these group of parents will have been affected
by the controversy. The fact that researchers have largely focused attention on the
scientific evidence appears to have unintentionally overshadowed the need to concentrate

greater efforts on exploring parents’ understanding of the scientific evidence and

controversy surrounding the safety of MMR vaccination. Furthermore, the wider context
within which parents were assessing the MMR controversy was one in which the public
had recently witnessed several other public health scares such as BSE, Salmonella,
genetically modified food, contraceptive pill scares, and failures in screening
programmes. Perhaps for this reason, despite the growing body of scientific evidence
overwhelmingly supporting the safety of the MMR vaccine, and Government and public
health officials being quick to endorse its safety, their endeavors often seemed counter
productive. Indeed, the longevity of the controversy may be testimony to a wider crisis

in confidence that parents have in knowing who to look to for guidance and sound

40



judgment on health matters. This PhD study aims to offer a novel insight into the
controversy by exploring it from the perspective of parents of young children.

Reviewing the literature also raises the question of whether parents have more general
concems about childhood immunisation. The fact that studies raising parental concerns
about the safety of vaccines pre-date the publication of Waketield’s (1998) paper, and
that they present the views of parents from a range of countries, suggests that concems
over vaccine safety are neither confined to the UK, nor limited to the MMR debate.
However, the lack of recent literature exploring parents’ views on childhood
immunisation or how these relate to the decisions they make for their own children,
offers this study the unique opportunity to provide a contemporary assessment on these
aspects of childhood immunisation. Further, although there was general agreement in
the literature that parents make decisions about immunisation by weighing up the risks

associated with the diseases against those associated with the vaccine, no studies have

been published offering an in-depth exploration of parents’ knowledge, understanding or
beliefs about childhood infectious diseases. This gap in the literature on disease
perceptions seems particularly important to address, since the success and acceptability of
immunisation may depend on parents’ assessment of the diseases from which the
vaccines aim to protect. This study aimed to fill this gap by conducting a thorough
exploration of parents’ understandings and beliefs about diseases and the perceived
severity of these diseases, and the role first and second hand experience of diseases has

on parents’ evaluations in the importance of preventing certain diseases. This study aims
to provide an original and far-reaching assessment of parents’ perceptions about
childhood immunisation, the MMR controversy and parental decision-making around

vaccination, by answering the following questions:

 What are parents’ knowledge, understanding and beliefs about childhood infectious
diseases, and how do their experiences of disease affect their evaluations of the

importance of preventing certain diseases?
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e What are parents’ views on mass childhood immunisation and on the vaccines
included in the Childhood Immunisation Programme in the light of the MMR

controversy?

 What are parents’ perceptions about the current MMR controversy and how do these

perceptions translate into the parental decision-making process about whether to

immunise, or not?

The next chapter (Chapter Two) describes the methods used to explore parents’
perceptions of childhood infectious diseases, childhood immunisation and vaccine
decision-making. Chapter Three examines parents’ understanding, experiences and
beliefs about childhood infectious diseases. Chapter Four explores parents’ perceptions
of the MMR controversy. Chapter Five considers how parents’ perceptions of the current
MMR controversy have affected their perceptions about vaccines and of their decisions
about whether or not to immunise their children with the MMR vaccine. Chapter Six
explores the MMR controversy from the perspectives of two quite different groups of
parents observed to have a special interest in the debate: parents caring for autistic

children, and parents caring for children with a compromised immune due to the effects

of chemotherapy treatment for cancer.
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Chapter Two: Methodology

This chapter begins by describing the philosophic underpinnings that informed and
shaped this qualitative inquiry. The chapter moves from description of the theories, to a
detailed description of the design and conduct of the study with the aim of showing how
subjectivity was managed and scientific rigour maintained. Consistent with this aim is
the final section, which describes the problems encountered during the research process,
reflects on my potential impact on the reseach as facilitator and details how analysis was

carried out.

2.1 Choice of study design

2.1.1 Why a qualitative perspective?

The exploratory nature of the inquiry predisposed the study to the use of the inductive
techniques used in qualitative research, rather than the deductive techniques of
quantitative research. In deductive research, the researcher begins with the theory before
empirical research and analysis. Using deductive reasoning, the researcher derives a
testable proposition or hypothesis from the theory, in advance of the research process
(Mason 2002). The researcher seeks to ‘transcend the particular by higher and higher
reaching for abstraction, and in the end disclaim in principle any explanatory values at all
where the particular is concemed’ (Bruner 1986, p. 56). Similarly, Seale (1999)

describes deductive reasoning in these terms:

Propositions, logically deduced from theoretical statements, are operationalised in research
projects, tested against the objectively observed, factual nature of the real world, thus determining
the truth or falsity of propositions, which in turn influences the content of theories (p. 23).

In contrast, in inductive research the process of scientific discovery begins with data
generation from which theory is then extrapolated. Mason (2002) considers that
inductive reasoning develops ‘theoretical propositions or explanations out of the data, in
a process which is commonly seen as moving from the particular to the general’ (p. 180).

As such, inductive modes of thinking are particularly valuable when the aim is to
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describe, explore, understand, or explain a particular phenomenon. It may consider the
‘what’, ‘why’ and ‘how’ of the phenomenon, but not in terms of ‘how many’ or ‘how
frequently’ (Gantley et al., 1999). Maykut and Morehouse (1994) assert:

The goal of qualitative research is to discover patterns, which emerge after close observation,
careful documentation, and thoughtful analysis of the research topic. What can be discovered by
qualitative research are not sweeping generalizations but contextual findings. This process of
discovery is basic to the philosophic underpinning of the qualitative approach (p. 21).

Therefore qualitative studies are designed to lead the researcher into unforeseen areas of
discovery and are useful in exploring behaviour within specific social settings rather than
broad populations. To explore and understand a particular phenonmenon, Holliday
(2002) distinguishes between two major paradigms of qualitative research, ‘naturalism’
and ‘progressivism.’ In naturalism the researcher becomes fully involved in the research
setting either overtly or covertly for a lengthy period of time. Naturalists believe that
substantiation is gained through establishing the ‘real’ nature of the social world through
sufficient weight of description by ‘being there’ using an unobtrusive approach. In
contrast, progressivists’ argue that there is no ‘there’ until it is constructed and question
the whole premise that a definitive picture of the ‘truth,” or ‘real’ nature of the social
world actually exists (Gubrium and Holstein, 1997). Holliday (2002) believes that the
progressivists’ break from naturalism enables “a far greater variety in procedure and
scope, in which data is presented more creatively, with more openness about who the
researcher i1s and how she spins validity through argument” (p. 21). Following a
progressive paradigm would enable me to engage actively with parents to find out their
views, beliefs and understandings about vaccines, diseases and the MMR controversy.
Although this more activist approach would be at odds with a naturalist perspective that
aimed to be unobtrusive, I felt it would offer more scope for understanding parents’
feelings about childhood immunisation and diseases. To decide which method to
employ and to develop a sampling strategy that would yield the most interesting data, I
carried out a small pilot study that included five focus groups and four individual

interviews.



2.2 The pilot study

2.2.1 Sample selection

The initial target population was parents from a range of socio-economic backgrounds
with children under the age of five, to take account of the various ages at which children

are offered vaccines in the Childhood Immunisation Programme.

Identification of areas of relative advantage and relative disadvantage was facilitated
using Carstairs Deprivation Categories as a proxy indicator for socio-economic status
(Carstairs and Morris, 1991). McLoone (1994) highlights the fact that the deprivation
scores do not measure the extent of an individual’s material well-being or relative
disadvantage, but rather are measures applied to populations contained within small
geographical localities. By targeting the most affluent areas with a DEPCAT score 1, and
the most deprived areas with a DEPCAT score 7, there is an increased likelihood of
recruiting people from different socio-economic backgrounds into the study. The
extremes of the scores represent the increasingly homogeneous population that live in the
arcas and so recruiting from these arcas also reduces the chances of focus groups

containing a mix of people from vastly different socio-economic backgrounds.

The main criteria employed in the pilot-sampling frame included:

* Parents living in a range of socio-economic areas, including parents living in affluent
(DEPCAT 1 or 2) and deprived (DEPCAT 6 or 7) parts of Glasgow and the

surrounding areas.

* First-time mothers, as well as mothers with previous experience of motherhood, to

identify any specific issues they may have about immunisation.

e Fathers as well as mothers.
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2.2.2 Timing of the pilot study

The first tranche of pilot work was carried out over a six-week period from March 2002.
This included three focus groups and four interviews. Two further focus groups were
carried out in October 2002. The initial pilot work in March 2002 followed three months
of intense media coverage about the safety of the MMR vaccine. Indeed, it has been
estimated that of 561 stories involving MMR reported over a seven and a half month
period, 56 per cent of the stories were reported between 28 January 2002 and 28 February
2002 (Hargreaves and colleagues, 2003). Three key events led to this increased interest
in the MMR debate during this period. (See Appendix D, which shows a timeline of the
key events in the MMR controversy and how these relate to the data collection for this
study).

The first event was in December 2001, when media speculation about the safety of the
MMR vaccine became front-page news when Tony Blair, the British Prime Minister,
refused to reveal to the nation whether his son Leo (then aged 19 months) had had the
MMR vaccine. Whilst Tony Blair implied that Leo had been immunised with the MMR
vaccine, speculation continued for many months, fuelling calls for the introduction of
single measles, mumps and rubella vaccines on the National Health Service. The second
event that exacerbated demands for the introduction of single measles, mumps and

rubella vaccines happened in January and February 2002 when outbreaks of measles were
confirmed in London, Wales and Fife. Thirdly, on the 3" February 2002 a Panorama
television documentary was broadcast featuring Dr Andrew Wakefield defending his

earlier paper that suggested a causal link between MMR, autism and bowel disease.

The culmination of these events meant that much of the discussion in these early focus

groups tended to focus on the ‘newsworthy’ events of the preceding two months.
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2.2.3 Main lessons learnt from the pilot study

Several key lessons emerged from the pilot groups. Firstly, on analysis it appeared that
the group interactions within the focus groups yielded more interesting and varied data
than did individual interviews. Secondly, it was clear that the sampling frame needed
further refinement in order to capture a more diverse sample of parents into the main
study. Thirdly, the pilot showed the media’s influence and news events could be
problematic in dominating focus group discussion and thus that it would be prudent to
conducted the main study over as short a period of time as possible to minimise this risk.
Fourthly, as data from two of the pilot focus groups were lost due to unreliable recording

equipment, I reviewed and changed recording equipment to prevent further loss of data.

2.3 The main study

2.3.1 Introduction to focus groups

Contemporary focus groups have developed from well over half a century of evolving

inquiry that had its origins in Bogardus’ work in the 1920s and later Merton and
Kendall’s focussed interview work (Bogardus, 1926; Merton and Kendall, 1946). Market

researchers have employed focus groups since the 1950s but during the 1980s there was a
resurgence of interest among social scientists (Catterall and Maclaran, 1997). Kitzinger
(1994) suggests that they have become more commonly used in popular communication
research, such as in the evaluation of health education materials and in film and television
reception studies. Focus groups have become popular as a means of exploring people’s
experiences of health services, such as health screening, and in action research projects

involving grass-root participation.

In response to the growing popularity in the use of focus groups by researchers, and in an
attempt to avoid social scientists uncritically adopting market researchers’ models,
Barbour and Kitzinger (1999) recently refined, and redefined, the role of contemporary
focus groups. In their broadest sense, they define focus groups as “group discussions that

explore a specific set of issues, and they are ‘focused’ in that they involve some kind of
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collective activity” (p. 4). In attempting to distinguish focus groups from the broader
category of group discussions, Barbour and Kitzinger (1999) state, “any group discussion
can be called a ‘focus group’ as long as the researcher is actively encouraging of, and
attentive to, the group interaction” (p. 4-5). Crucially, in refining focus group
methodology, Barbour and Kitzinger (1999) explicitly identify the importance of using
group interaction to generate data, and for the researcher to be attentive to those
interactions. Whereas group interviews tend to involve question and answer exchanges
between the researcher and participants, researchers facilitating focus groups encourage
participants to exchange stories, and to talk between themselves. In this way, the
participants create an audience for one another allowing the researcher to examine
people’s different perspectives as they operate within a social network, and to explore

how accounts are articulated, censured, opposed and changed through social interaction
(Barbour and Kitzinger, 1999).

2.3.2 Why use focus groups?

The focus group method was selected for this study for the following reasons. Firstly, it
offered a flexible approach to exploring parents’ experiences and views on childhood
immunisation and diseases. It was anticipated that focus groups would enable parents to
question each other, pursuing issues of importance to them, and thus encouraging a
varied and in-depth dialogue between participants, rather than merely answering a pre-
determined list of questions. Indeed, the emphasis that Barbour and Kitzinger (1999)
place on group interaction suited the current research project which aimed to understand
parents’ perceptions of diseases, immunisation and about the ongoing MMR safety
debate, and how these views related to vaccine decision making. Such research
objectives necessitated the use of an in-depth method that encouraged rich interactions

between participants, and that was not too prescriptive in its focus.

Secondly, another advantage that focus groups have is that group interaction between

participants can diminish the researcher’s power and influence. Wilkinson (1999)
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suggests that the balance of power shifts away from the researcher ‘simply by the virtue
of the number of research participants simultaneously involved in the research
interaction’. Similarly, Morgan (1988) considers that participants’ interaction among
themselves replaces their interaction with the researcher, leading to a greater emphasis on
participants’ points of view. Wilkinson (1999) notes that in the group situation it is easier
for participants to challenge views with which they disagree and to challenge or reject
others’ assertions, including those of the researcher. This shift in the power dynamic
between researcher and participant can mean that participants gain greater opportunity to

set or challenge the research agenda, developing the themes that are important or salient
to them (Copper et al., 1993). Thirdly, Bloor et al. (2001) argue that small groups are

more typical patterns of interaction particularly for women and therefore may be
productive for focus group purposes. The focus group method seemed particularly apt in
relation to childhood immunisation because parents often set up their own parenting

groups both formally and informally to give and receive support from one another on

parenting and child health issues.

2.3.3 Developing a sampling strategy

Whilst statistical ‘representativeness’ 1s not an objective of qualitative research, sample
selection 1s nevertheless important. Qualitative samples aim to encompass diverity.
Mason (2002) suggests that the aim of the sampling strategy is to produce a relevant
range of contexts or phenomena designed to encapsulate a diverse sample in relation to
the wider universe, but not to represent it directly. In order to have as wide a spectrum
of experiences and views on immunisation as possible, this study used a purposive
sampling strategy in an attempt to capture the complexity that characterises vaccine
decision-making. In order to incorporate new ideas and to enable the research questions
to become more refined, the sampling frame was left flexible to allow the inclusion of
new groups. In fact the sampling frame was adapted six times between the

commencement of the pilot work in March 2002 and completion of the main fieldwork in
March 2003.
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2.3.4 Sample selection for the main study
The initial target population was parents with a child under the age of five years. This age

range was chosen to reflect the complete pre-school immunisation programme offered to
parents, including the first MMR (offered between 12-15 months) and the pre-school
booster MMR (offered usually between 4-5 years of age). However, on two occasions in
the pilot interviews parents indicated that the booster MMR vaccines had been delayed
until the children were six years of age following a delay in the first MMR vaccine.
Thus, the target population for the main study was changed to ensure the inclusion of

children up to six years old. (The only exceptions to this were two groups with parents

caring for children with compromised immune systems).

Almost without exception participants who took part in the pilot groups (including fathers
themselves) considered that fathers played a secondary role in issues relating to
childhood immunisation to that of mothers, a finding supported by Kilmartin et al.
(1998). However, initial analysis of the pilot study data revealed that concems over the
safety of the MMR vaccine meant that ‘normal’ decision-making processes appeared to
be disrupted, and that fathers appeared to be playing a more prominent role in the
decision-making process about the MMR vaccine. Thus, it seemed wise to include some
fathers in the study. Initially, the plan was to make contact with both fathers and mothers
at the usual venues and groups that they frequent with their children. However, this

strategy only resulted in the recruitment of five men into the study, of whom three

appeared well-educated and lived in affluent areas. In order to recruit more men from
less affluent areas, a group of fathers with sole responsibility for their children was

recruited from a single fathers’ group that is run in a deprived part of Glasgow.

As the study progressed it became clear that the sampling frame needed further
refinement to include parents with less common vaccine decision—making outcomes.
Target groups included parents who: had decided not to let their children have the MMR
vaccine; were not planning to have any of the vaccines in the schedule; or had opted to

pay privately for the single measles, mumps and rubella vaccines. Barbour and Kitzinger
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(1999) consider that focus group guidelines often overemphasise the extent to which the
researchers can control for all characteristics of participants which are likely to be

4

relevant. They state: “...some details are likely to emerge only once discussion has been
initiated and the precise composition of groups will often be a product of circumstance
rather than planning” (p. 8). As this was my experience with some of the groups in the
pilot study, this reaffirmed the need to purposefully target parents on their likely views
and decisions about immunisation. The criteria used for the composition of each of these
groups were not seen as fixed, inflexible or mutually exclusive. Rather, they aimed to
include participants with a range of decision-making outcomes, and to bring together

groups of parents with ‘roughly’ shared decision—-making outcomes.

In an attempt be more systematic in reflecting varying uptake levels within the Greater

Glasgow National Health Service Board area, the Information and Statistics Division of
the National Health Service was asked to supply a list of vaccine uptake rates by
postcode sector. Using the Standard Immunisation Recall System (SIRS database) two
groups from postcode areas with high MMR vaccine uptake rates were targeted (one an
affluent area, DEPCAT 1 and 2, and one a deprived area, DEPCAT 6 and 7). Similarly

two groups from postcode areas with low MMR uptake rates were sought (one an affluent
area, DEPCAT 1 and 2 and one a deprived area, DEPCAT 6 and 7).

As the study progressed two special interest groups of parents were identified as having
specific concerns relating to childhood immunisation. The first was parents of autistic
children as the speculation about a causal link between autism and the MMR vaccine
suggested that they would have a particular interest in immunisation and in the MMR
vaccine. The second group of parents was those caring for immuno-compromised
children. As I became increasingly aware that some parents questioned the need for
immunisation, I wondered whether these parents were factoring the actions of others into
their own decisions about immunisation, thus relying on herd immunity. To explore some
of the issues relating to herd immunity further, the sampling frame was extended to

include parents who had recently cared for a child with a compromised or deficient
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immune system due to the effects of chemotherapy treatment for cancer. Additional
criteria were developed with the help of a Cancer Support Worker. This meant that I only
approached parents whose children were in the maintenance phase of their treatment, or
had completely finished treatment. Including parents with children recovering from
cancer meant they would be able to reflect on the problems that they encountered as a

result of reintegrating children with compromised immune systems Into mainstream

society.

2.3.5 Sample selection: limitations

One limitation of the study was that, although the sample was diverse, some groups of

participants were difficult to recruit. For example, it was difficult to obtain access to

recruit parents who had opted for the single measles, mumps and rubella vaccines.
Despite strenuous efforts, it was only possible to recruit three such parents into the study.

(Box 2.1 shows the sampling frame).

Box 2.1: The sampling frame
First-time mothers, as well as mothers with previous experience of motherhood.

Fathers as well as mothers.
Parents living in affluent and deprived areas.

Parents with a range of vaccine decision-making outcomes.
Specific target groups
| Parents of autistic children.

Parents with recent experience of caring for immunocompromised children following

chemotherapy for cancer.
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2.4 Group study design

2.4.1 Sample size: determining the number of groups

Since the aim of qualitative research is not to test for statistical significance, there is no
formula for estimating sample size as is necessary in quantitative studies. Bloor et al.
(2001) suggest that the appropriate number of focus groups will depend on the research
plan including which sub-groups the researcher might want to target, which groups’
views one might wish to compare, the variability of responses, and time and resource
limitations. Zeller (1993) proposes that projects should consist of three to five groups.
However, Barbour and Kitzinger (1999) suggest that the sample size in focus group
studies can range from just three to over fifty depending on the scope of the study.

Whilst there is a range of opinions about how many groups are desirable, there is general
agreement in the literature that it 1s wise to build in flexibility in the planning stage, and
only to conduct as many groups as are required to provide a trustworthy answer to the
research questions due to the costs involved. Morgan (1997) suggests that the most
important factor in determining the number of groups is the “variability of the
participants both within and across the groups” (p. 43). He considers that projects that
bring together heterogeneous participants and projects that compare several distinct
populations will typically require more groups in total because the diversity between and
within groups “makes it more difficult to sort out coherent sets of opinions and
experiences” (p. 44). He also suggests that lack of group structure and low levels of

facilitator involvement increase the variability from group to group, and therefore the

number of groups required.

Whilst aiming to provide trustworthy and full answers to the research questions, there
was a need to be pragmatic about time and resources allocated for this study. The final
number of focus groups conducted was 18 (excluding two pilot groups lost as a result of
the recording equipment failing to work). This included three pilot groups and fifteen
main study groups.
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2.4.2 Determining the group size

Guidance on focus group methodology typically advises that the optimum number of
individuals in a group should be between six and eight participants (Bloor, 2001) whilst
market research literature tends to suggests larger numbers of between eight and twelve
participants. Attempts to prescribe the ideal size of focus groups have led Barbour and
Kitzinger (1999) to declare that: “Advice about group size and composition in existing
guides to focus group research is often too didactic. This can seriously hamper
imaginative, or even appropriate, application of focus group methods” (p. 8). The pilot
work undertaken for this study suggested that much smaller groups with three and five
participants were likely to be most suitable and productive for this study. Morgan (1997)
highlights some of the advantages and disadvantages of running small focus groups. On

one hand, he suggests that in some small groups it can be difficult to sustain active
discussion because small numbers can be so sensitive to the group dynamics among the
individuals. He also points out that ‘friendship pairs’, ‘experts’ or ‘uncooperative
participants’ can easily disrupt the functioning of small groups (p. 42). Bloor et al.,
(2001) consider “...that small groups run the risk of cancellation if just one or two
participants fail to turn up” (p. 27). On the other hand, Morgan (1997) suggests that
small groups are useful when the researcher desires a clear sense of each participant’s
feelings on a topic because each participant is given more time to talk. He suggests that
small groups may be useful if the topic under discussion is a particularly complex one or
if the participants are highly involved with topic. He concludes that: “small groups work

best when the participants are interested and respectful of each others’ views” (p. 42).

Pilot work demonstrated that childhood immunisation and the ‘safety’ of MMR were
topics that parents with young children were keen to debate with each other and most
participants were quick to get involved in making contributions to the discussion. The
larger groups of seven and eight participants presented problems because participants’
enthusiasm to express their views and opinions led to too many interruptions and too

much ‘talk-over’. These groups were difficult to facilitate and there was a palpable sense
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of frustration when participants did not feel they were given enough time to air their
views. The persistent tendency of dominant participants to talk over other people meant
that only a small proportion of those present were actually contributing to the discussion,
and productive discussion was stifled. Attempts to bring in quieter members and to ask
participants not to talk over one another made little difference. As a consequence these
larger focus groups were difficult to transcribe, particularly when I was trying to attribute
talk-over and sets of rapid interaction to specific members of the group. It was also
difficult to analyse subtler group interactions. This led to the decision to use smaller

groups for the main study. Smaller groups not only made it easier to encourage

interrupted parents to return to any broken train of thought, but also allowed each

participant to have enough time to explain themselves fully, so there were fewer
interruptions and the discussions could be transcribed more accurately, allowing for more

detailed analysis.

2.4.3 Determining the group composition

To determine the optimal focus group composition the researcher needs to consider two
factors that may impact on the group dynamics. Firstly, whether to have homogeneous or
heterogeneous groups, and secondly, whether to use pre-existing groups or whether to
convene groups of individuals especially for the purposes of the study. In consideration
of whether to have homogeneous or heterogeneous groups, Morgan (1997) suggests that
participants must feel able to talk to one another, and warns that if the gaps in lifestyle or
social background are too wide participants will not feel comfortable with each other.
Similarly, Murphy (1992) considers that ‘to enhance freedom of expression, it is
preferable that groups be homogeneous with respect to age, gender, and particular health
problem or behaviour’. However, Kitzinger (1994b) takes a less prescriptive stance
suggesting that whilst bringing together people on the basis of some shared experience is
often productive, differences between participants can be illuminating. Morgan (1997)
also warns ‘that if all the participants share virtually identical perspectives on a topic, this
can lead to a flat, unproductive discussion’. In view of these recommendations I decided

to aim to bring together participants from similar social backgrounds, and to try to avoid,
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as far as possible, bringing together participants with opposing views on immunisation as

this could result in high levels of conflict, and cause distress for parents.

In order to attempt to reduce variation within the groups, I recruited parents on the basis

of a few key characteristics that were explicitly identified in the recruiting letters and
posters. The careful planning that went into recruiting relatively homogeneous groups of
parents meant that moments of conflict and upsetting situations that arose during
discussion tended to be dealt with sensitively between participants, and participants were
generally respectful of each others’ opinions. This was particularly salient during
discussions with parents of autistic children and parents caring for children recovering
from cancer. However, even with careful planning there were still challenging moments.

To illustrate; on one occasion members of a group were discussing what appeared to be a

safe topic, when a young woman suddenly spoke of her wish for her severely
handicapped sister to die. In response another woman spoke of her nephew’s sudden
death. These examples were not isolated and highlight how difficult it can be to
anticipate the direction of discussion. What seemed to me to be an innocuous topic in
fact triggered a series of sensitive revelations. Indeed, Farquhar and Das (1999) remind
researchers that: “the sensitivity of a given research topic is not fixed, but socially
constructed within a complex framework of taboos and norms, then sensitivity can be
seen to be not only fluid, but highly unpredictable” (p. 51).

The other key consideration in determining the group composition was whether to use
pre-existing groups or whether to bring together strangers. According to Bloor et al.
(2001) market researchers have traditionally used groups of strangers, but the virtues of
using pre-existing groups are increasingly being recognised. Indeed, Kitzinger (1994)
argues that by using formed groups the researcher may tap into naturally occurring data
and that they can provide one of the social contexts in within which ideas are formed and
decisions made. Nevertheless, Agar and MacDonald (1995) wam that although
acquaintances can converse more readily, this is often due to their ability to rely on the

kind of taken-for-granted assumptions that are exactly what the researcher is trying to
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investigate. Similarly, Barbour and Kitzinger (1999) consider that pre-existing groups

are likely to have established their norms and to have hierarchies within the group.

Nevertheless, they consider that using pre-existing groups can be a ‘source of insight’.

This study consisted of focus groups that involved both some pre-existing groups, and
some specially convened groups in order to answer the study’s research questions.
Sometimes it was impossible to recruit parents who were complete strangers because they
were part of a wider support network; for example the groups run with parents with
autistic children and children recovering from cancer. In other groups parents were
familiar to each other only by sight because their children attended the same nursery or
play scheme and there were also groups that brought complete strangers together who
had never met, seen, or heard of one another. In consideration of the fact that it is
sometimes impossible to recruit a full group of acquaintances and likewise that it is

sometimes impossible to avoid it, Morgan (1997) advises that the decision should be

based on the criterion of whether a particular group of participants can comfortably

discuss the topic.

2.4.4 Determining the level of group structure

According to Morgan (1997) less structured approaches to focus groups are useful when
the basic issues are poorly understood and when the goal is to learn something new from
the participants. More structured approaches are useful when there is a strong pre-
existing agenda for the research. This study used a less structured approach during the
pilot work phase in order to reflect the exploratory nature of the initial enquiry and to
allow participants the freedom to identify their own priorities for discussion. As the
study progressed the approach became more structured, and my involvement as facilitator
became a more prominent feature of the group discussion. A standardised topic guide
was developed (see Appendix E) and several key questions were asked of each of the
groups to make sure that all of the groups discussed these issues in a relatively
comparable manner. However, participants were still encouraged to state their own

views and where new ideas emerged participants were encouraged to explore them.
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The key areas for discussion were:

* Understanding, experiences and beliefs about childhood infectious diseases.
e Perceptions about childhood immunisation and the vaccines within the programme.

* Perceptions about the safety of the MMR vaccine and current debate about it.

e Exploration of the factors that shape their decisions about vaccination, particularly in

relation to the MMR vaccine.

2.5 Ethical considerations

Ethical approval for the study was obtained from the Glasgow University Ethics

Committee.

2.5.1 Informed consent

Participants were provided with a simple but comprehensive information sheet (see

Appendix F) either by myself or a gate-keeper usually a week before the focus group was
held. Before commencing the focus group I checked that participants had read the
information sheet and answered any questions they had about the study. Special care was

taken to advise parents that it was unlikely that the study would be of direct benefit to
themselves and that they were under no obligation to take part in the study, but that it was
hoped that by participating in the study they might help future parents. Once this was
explained they were each asked to sign a written consent form (see Appendix G) and
advised that they could withdraw at any point from the session without giving a reason.
At the end of the session participants were reminded that if they were interested in the

findings of this study, a summary would be available to them on request once the study

was completed.
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2.5.2 Confidentiality

Before commencing the session I assured participants that: the data collected would be
anonymised; pseudonyms would be used for participants and group location; and that
only the members of the research team would have access to the tapes and transcripts.
Participants were informed that all research documents would be kept secure for ten years
and then destroyed in accordance with MRC guidelines on good practice. Once the
transcripts were checked I immediately replaced the names of participants, their children,
and partners with pseudonyms and logged the changes on a sheet of A4 kept separate

from the transcripts in a locked drawer.

An ethical issue that arose during the course of the focus group work was that during
discussions some participants misinformed the group on issues about immunisation or on
particular vaccines. The dilemma I faced was that if I did not say anything participants
might construe that I was legitimising inaccurate comments, but neither did I want to set
myself up as an expert on immunisation. I occasionally felt it was appropriate to
intervene during the discussion, to counteract the more potentially damaging comments.
For example, one woman informed the group that a daughter’s friend had contracted
meningitis from the MMR vaccine and that experts were well aware of the link between
MMR and meningitis. The horror on the other participants’ faces indicated the need for
clarity on this matter, but I generally refrained from intervening and used the debriefing
session at the end of the focus group to clear up any misunderstandings. The debriefing
session also offered the opportunity to hand out to parents immunisation contact details

and leaflets produced by the Greater Glasgow National Health Service and the (then)
Health Education Board for Scotland.

2.6 Characteristics of Participants

Seventy-two parents took part in the study. The sample included 64 mothers (age range
15 to 53 years, mean age 32 years), and eight fathers age (range 31 to 51 years, mean age
39 years). Forty-two parents described their marital status as ‘married’, fourteen as

‘single’, thirteen as ‘co-habiting’ and three as either ‘separated’ or ‘divorced’. Appendix
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H shows the characteristics of each of the 18 focus groups. Parents lived in a range of
socio-economic areas. Figure 2.1 shows that the sample included more participants

living in more socially deprived areas (DEPCAT 4 to 7).

Figure 2.1 The areas in which participants lived
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DEPCAT deprivation categories (post code sector)

Thirty-eight parents described their youngest child’s immunisation status as ‘complete’,
that 1s, up-to-date for their age, having received all the recommended vaccines in the
Childhood Immunisation Programme. Twenty-four parents described their child’s
immunisation status as ‘partial’. This category included five parents who had fallen
behind schedule with some of the vaccines, twelve parents who had decided not to have
one or more of the recommended vaccines in the programme, and seven parents who
were undecided about whether to immunise their child with the MMR vaccine. The third
category, ‘none,” comprised of six parents that did not plan to immunise their children
with any of the recommended vaccines although two stated that they planned to use
alternative homeopathic protection. The fourth category described as ‘other’ included
two parents who did not know the immunisation status of their child because they were
not living with the child, and two parents with children under eight weeks old who were

too young to be immunised.
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2.7 Conducting the study

2.7.1 Timing of the main study

Appendix D shows a timeline of the key events in the MMR controversy and how these
relate to the data collection for this study. In recognition of the view that place and

meaning are continuously being constructed and influenced by the social world, and in
order to conceptualise the relationship between the timing of the data collection and the

MMR debate, a diary was kept which logged key dates and events. Over the Spring and
Summer of 2002 there was growing speculation in the press about an impending legal
action to be brought by parents of vaccine damaged children against the pharmaceutical
companies responsible for manufacturing the MMR vaccine. However, during the
Autumn of 2002 growing speculation about war with Iraq dominated the news and MMR

assumed a lower profile. In order to reduce the media’s immediate influence on the focus
group discussions, the main study was conducted over a relatively short period of time,
between November 2002 and March 2003.

2.7.2 Access and recruitment

Recruiting participants for this study was a complex and time-consuming undertaking,
primarily because eleven of the groups were specially convened for the purposes of the
study. These groups took longer to organise than the seven pre-existing groups.
Bringing participants together to form a group involved negotiating with different gate-
keepers and required co-ordinating busy parents to co-operate in travelling to a common

venuc.

The decision mainly to bring together groups of parents for the purposes of the study,
rather than to access only pre-existing groups meant that there was an increased
dependency on gate-keepers. One of the difficulties of relying on gatekeepers
highlighted by Barbour and Kitzinger (1999) is that they may inadvertently or advertently

screen potential participants. To minimise the influence they had in selecting potential
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participants, I generally asked them to pass covering letters and information sheets to all
the parents in their group, so that participants could decide themselves whether or not to
participate. On several occasions gate-keepers played a minimal role and did not have
any direct contact with the participants. However, they were still useful in giving me
access to premises so that I could place posters advertising the study in strategic places,
or in granting permission to conduct a focus group on the premises. There were also
occasions when the knowledge and experience that gate-keepers possessed were useful in
helping to screen potential participants. For example, it was advantageous to have gate-
keepers to help screen participants for the immuno-compromised groups. In this group
deliberate attempts were made to screen out parents with either very ill children in the

middle of treatment, or parents whose children had died.

Once potential gate-keepers were identified, they were contacted by telephone to ask if
they might be interested in helping me contact relevant parents. If they agreed, they were
sent information about the study or a meeting was organised to discuss the study. The

information sheets provided information about the study (see Appendix F), detailed the
anticipated uses of the findings, and identified the Medical Research Council as the

funder. They highlighted the number of participants required, the expected duration of the
discussion, and the fact that the discussion was to be recorded. They also gave

reassurances about confidentiality and anonymity, and my name and contact details.

Discussions that were organised with pre-existing groups were set up with relative ease
once the gatekeeper had received the information sheet. Where possible I met with the
group to hand out information sheets in person and to arrange when to carry the focus
group. Where recruitment involved bringing together new groups, gate-keepers were
either given brightly coloured posters inviting parents to take part, or given envelopes
containing a study information sheet and cover letters to be handed to parents (see
Appendix ). The cover letters were tailored to meet the individual requirement of the
group. The letter included a short description of the study, an invitation to join a focus

group and stated that participants would receive £10 towards any expenses incurred.
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Once parents had received the letters and information sheets, it was up to them to make

contact with myself.

2.7.3 Recruitment difficulties

Ensuring attendance is a problem facing researchers using focus group methods. Morgan
(1995) asserts that inadequate recruitment efforts are the single most common source of
problems in focus group research. Bloor et al. (2001) considers that it is standard
practice to recruit more participants than required on the assumption that a number will
not turn up on the day. However, following this suggestion meant that in onc of my
groups there were eight participants when I really only wanted four or five participants.

On the other hand, because I preferred to use small groups, under-recruitment could have

meant that nobody turned up. In order to recruit low numbers of participants for each
group I realised that it was not just enough to simply locate participants and get them to
agree to turn up, so I developed additional strategies for recruiting. Once participants
agreed to take part I kept in contact with them via the telephone and email, contacting
them the day before to check they were still available to attend. Whilst this meant that on

a couple of occasions groups needed to be re-convened, it ensured that no group was

cancelled at the last minute.

However, despite my best attempts some groups were difficult to set up. For example,
setting up the Single Vaccine Group involved negotiating with two gate-keepers over an
eight week period; these negotiations consisted of three letters, eight telephone
conversations and one meeting. From this it was agreed that clinic staff would hand out
180 cover letters and information sheets to parents attending the private clinic for the
single vaccines over a weekend. In the letter parents were asked to contact me if they
were interested in taking part in a group discussion. Unfortunately, these efforts only
resulted in three parents contacting me, which was puzzling given the fact that these
parents were obviously motivated and concemed enough about the MMR vaccine to have
sought three separate injections at considerable expense and inconvenience. On

reflection, one explanation may be that the gate-keepers did not grant me access to speak
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to the parents directly and therefore I had to rely on them contacting me and was not able

to send a reminder letter. Nevertheless, it highlighted the important role gate-keepers can

play in assisting recruitment.

The success of recruitment may also depend on the choice of venue. Known venues
within easy access to the participants are generally advocated (Barbour and Kitzinger,
1999). Whilst I endeavoured to do this as far as possible, I found that for some of the
more specific groups, (such as the ‘single’ vaccine group, the autism groups and one of
the non-MMR groups) there was no obvious meeting place. These parents lived in
different parts of Glasgow and the surrounding areas. Some of these parents travelled
several miles in order to attend the group and I ensured travel expenses were fully
reimbursed and encouraged transport by taxi where appropriate. Where possible, groups
were convened in local community centres, churches, leisure facilities, schools or support

centres, but where no mutual meeting place existed small conference rooms were booked

in conveniently located hotels.

2.7.4 Recording, transcribing and overcoming recording difficulties

Audio-recording appears to offer the best possible method of ensuring an accurate record
of focus group disussion (Bloor et al., 2001; Barbour and Kitzinger., 1999; Murphy et al.,
1992). Initially I used a mini-disc recorder with an extemal flat microphone, but
problems with the mike attachment meant that the recording for one pilot group was of
such poor quality that the transcript was unreliable, and therefore not included in the
study. Data from a second group were lost when the recorder failed to work. This led me
to change recording equipment and instead to use a high-quality tape recorder with an
external multi-directional flat mike. In addition to the tape recorder, and perhaps a
reflection of my own growing paranoia, I used a discrete digital Dictaphone as a back up.
The tape recorder was placed nearby under the table and the mike and Dictaphone were
strategically placed on the table to ensure that all the members of the group were being

adequately recorded. Before switching on the recording equipment I reminded



participants of the intent to record the group discussion and explained that the recording

equipment was there to ensure that I would obtain an accurate account of what was said.

Comprehensive field notes were also recorded on the Dictaphone and logged in a diary.
These data included observations on the characteristics of each participant in the group,
and on participant exchanges and interactions and group dynamics. To aid voice
recognition, I drew a sketch of the room including the participants’ seating arrangements
and assigned the more memorable comments or stories to the individual participant
drawn on the sketch. The diary also included reflections and thoughts on the content of
the discussion, my own feelings about ‘how facilitating the group went’ and any

problems encountered.

There is agreement that the transcripts produced from focus group data are distinct from
data collected by other qualitative methods, because of the emphasis placed on group
interaction. Drawing on a study of AIDS media messages, Kitzinger (1994a) recalls the
chaotic nature of focus group data, describing how participants brainstormed, argued,
misunderstood and ridiculed each other. She details instances of over-talk and where
sentences were unfinished, or where participants contradicted themselves and others. In a
later text, Barbour and Kitzinger (1999) also reason that focus group transcription can be
difficult to interpret because participants tend to make sudden, apparently ‘illogical’
leaps. All these traits of focus group transcripts were features of the transcripts in this
study and meant that transcription was time-consuming. Barbour and Kitzinger (1999)
suggest that focus groups should be carried out in rooms that are ‘...quiet, comfortable,
and free from interruptions...” (p. 11), but in practice there were a few occasions when
groups had to be held in less than ideal circumstances. There were times when nursing
mothers needed to feed their babies or an older child being looked after in a nearby room

was upset and wanted to rejoin their parent.

[ transcribed the pilot groups myself but because of time constraints sent the main group

tapes to be transcribed by a specialised audio-typist. Focus groups can generate large
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amounts of data: for example, Bloor et al., (2001) estimates that a 90-minute session can
create more than 100 pages of transcript. Whilst the duration of the groups in this study
was shorter (lasting between S5 minutes and 82 minutes), these sessions could still
generate transcripts of up to 56 pages in length. Despite the shorter transcripts and the
assistance with transcription, the process of ensuring each transcript was accurate was
time-consuming. Each transcript took between eight to twelve hours to check accuracy
of dialogue, identify participants and to add in additional notes or impressions. Once
participants were identified each participant was given a pseudonym and then the

transcript was imported as a rich text file into NVivo.

2.7.5 Facilitating the groups

Generally the groups took place around a table, and chocolates or biscuits and teas and

coffees were provided to create an informal setting and relax participants. Prior to
commencing the discussion, participants were reminded that the discussion was expected
to last approximately one hour and that they could withdraw from the group discussion at
any time without giving a reason. Once consent forms were signed, a short questionnaire
(see Appendix J) was handed to each participant to collect some basic demographic
information including; name, post-code address, age, marital status, occupation and
details on their children’s immunisation histories. During the sampling phase this
information assisted in monitoring sample socio-economic and demographic diversity
and helped ensure that the sample contained a mix of parents with respect to vaccine
decision-making outcomes. I reviewed the questionnaires briefly before commencing the
discussion. The responses provided useful background information and I frequently noted
remarks or interesting stories from participants on the back of their questionnaires to help
with later identification.

The running order of the topics and questions generally involved starting with a broad
question on immunisation, while more specific ideas about the MMR debate and
childhood diseases were explored towards the end of the group. The decision to order
questions this way was made to gently broach the subject of immunisation in a non-
threatening way. On completion of the group discussion parents were also given contact

details of support groups, the National Service Helpline and Immunisation Public Health
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specialists working for Greater Glasgow National Health Service. In addition, parents
were offered the opportunity to take away with them a selection of recently published
leaflets on MMR and childhood immunisation, produced by the Health Education Board
for Scotland and Greater Glasgow National Health Service Board. After the de-briefing
session I generally stayed around so that participants could speak to me privately if they
wished to do so. There were several occasions when participants wanted more
information. For example, one parent with a child with autism wanted the details of a
recently published report carried out by the Medical Research Council on autism, and I

later sent her the report details. But there were many occasions when participants just

wanted to talk about something they had said or felt during the discussion. These
comments were logged in my field notes when appropriate. In order to ensure everyone
had the opportunity to have their say, reply-paid envelopes were provided at the end of
the discussion for those who wished to post further comments. In the event no one
posted back any comments. Before leaving, parents were thanked and advised that if they
kept my details they could request a summary of the findings once the study was

completed.

2.7.6 Facilitator skills, persona and reflexivity

In contrast to the naturalistic paradigm defined by Holliday (2002) that suggests that
substantiation is gained via minimal researcher interference using a ‘fly on the wall
approach’ (p. 20), this study required that I intervene from time to time. An essential
aspect of facilitating the groups was to ensure the validity of participants’ responses, so
that ambiguous statements could be clarified (where possible), incomplete sentences
finished, and all participants got the opportunity to speak. Therefore during discussions I
sometimes prompted participants to explain, confirm or justify their position so that their
opinions could be examined in greater depth. However, the decision to intervene needed
to be balanced with the need to keep quiet (Barbour and Kitzinger, 1999) and I tried to
carry out any intervention in a non-threatening, non-judgmental manner, to avoid
participants feeling under pressure. In general, I felt my role was to keep the group
relatively focused on the topic areas, but to be a background figure in the group, keen to

learn from them, rather than a controlling, knowledgeable foreground figure. Indeed,
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Bloor et al. (2001) advise that a facilitator who seeks to control the group may be doing
the study a disservice because the group norms and interactions may be distorted.
However, despite my attempts, there were many occasions when parents asked me
questions on the vaccines or on specific childhood infectious diseases, and I had to
explain that I was not an expert on immunisation and would give them information on

immunisation at the end of the session. I decided that I would not tell parents that I was a
qualified nurse or midwife because neither training course included much education on
childhood immunisation (work largely undertaken by health visitors, practice nurses and

GPs). Less clear-cut in my mind was whether to tell participants that I was a parent.

After careful consideration I decided that I would not tell participants that I have children

to try to avoid taking on the role of an experienced parent. Nevertheless, there were
several occassions when parents asked me if I had any children and whether I had had
them immunised. In this situation I revealed that I did have children and that they were

all fully immunised, however these conversations all occurred during the debriefing

sessions after the focus groups were completed.

My prior experience in carrying out qualitative research using one-to-one interviews and
focus groups was useful in developing group facilitation skills; however I probably drew
on my wider life experiences equally. For example, in one group conducted with young
mothers living in a deprived part of Glasgow one fifteen-year-old mother did not speak
once during the whole session despite looking happy to be part of the group and keenly
listening to what the other group members were saying. Perhaps previous experience of
working closely with people meant that I felt acutely aware of her vulnerability and it felt
appropriate to let her silently take part, rather than to focus any attention on her by
encouraging her to talk. Importantly, in her silence she interacted with the other members
of the group. On one occasion when her friend spoke she squeezed her friend’s hand and
smiled supportively and I felt sure that her presence was reassuring to her friends. At the
end of the session when I was asking for everyone to fill in the receipt for payment forms
her friend discreetly took her form and filled in the details on her behalf. Later it turned
out that she was unable to read and write and had not spoken much since being in an

abusive relationship that resulted in her becoming pregnant and having a son. I was glad
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that the gate-keeper who had organised the group had told her about the discussion and

felt sure that the discussion was richer for her presence.

2.8 Focus group analysis

2.8.1 Which analytical approach?

One of the advantages of using focus group methods is that it can generate rich and
dynamic data by encouraging discussion between group members. However, whilst
methodological textbooks often highlight that analysis of group interactions provides the
researcher with unique and rich data, there is very little guidance on the analysis of group
interactions. Pe<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>