MMR – a British disease or are there worldwide connections?
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1) Introduction
While not confined to the UK, the debate about the MMR vaccination and a potential link to autism and bowel disease originated and has perhaps had most impact in the UK.

In many ways it is a story of our times and reflects society’s attitudes to a diverse range of issues from risk analysis, authority, health professional, science, choice, alternative or complimentary health, to the role of communities.   But mainly it is a story about how to protect children and unborn babies.  
There are lessons for all of us in the way the story has unfolded.

This paper looks at:

· how the debate has evolved

· who the protagonists have been

· the impact it has had on individuals, families and society

· the ongoing importance of rubella

· the role Sense has played

· the importance of worldwide connections in both rubella protection and research on MMR

· the lessons in relation to rubella and rubella immunisation
The paper will make reference to the science and evidence around MMR, but it is not a scientific paper.  Sense as an organisation has reached its own conclusions about MMR, based on our knowledge and specialist advice we have received.  Sense believes the triple MMR vaccine remains the best way to protect children and pregnant women in the UK against rubella; the suggested alternative of a programme of single vaccines would not be as effective and so presents unacceptable risks; there is no peer reviewed and independently replicated evidence to support the theory that MMR is linked to bowel disease and autism; and finally that there is much evidence that suggests no such link exists.

2) Summary 
How the debate evolved

In the UK in 1988 the triple MMR vaccine was introduced to protect children from measles, mumps and rubella.  Uptake rapidly reached a high of 92% and the number of babies born with congenital rubella syndrome (CRS) was reduced.  
Around 1995 Dr Wakefield, a gastroenterologist, started looking at possible links between measles and bowel disease.   He came into contact with lawyers representing a number of parents who believed the MMR vaccination (or MR of the 1994 campaign) had damaged their children.  

In 1998 a paper in the Lancet
 claimed to have identified a new condition in a small group of children who had a history of bowel disease and autism.  It was reported that parents in 8 out of the 12 cases blamed the MMR vaccination for their child’s bowel disease and autism.  The paper concluded “We did not prove an association between measles, mumps and rubella vaccine and the syndrome described”.

Yet the story of how MMR was linked to autism and bowel disease was now well underway and it rages to this day.

Many perspectives that have been brought to bear on the MMR story, including the following:

· A parent led campaign

· The whistle-blowing scientist

· The health scare

· Public storm

· The undermining of positive health interventions

The challenge for Sense has been to understand these perspectives and get a clear, consistent message across about rubella and vaccination.  

The protagonists

The perspective you have of the debate will influence who you trust and believe, and how you seek to engage with them, but there have been many protagonists in the debate, including:
· Unborn babies, children and parents

· Dr Wakefield

· Campaigning groups around vaccination

· Lawyers

· The Media

· Scientists

· The Science Media Centre
· Politicians

· Government

· Doctors and Health professionals

· Religious groups

At the heart of the debate about MMR are children and decisions about the best way to protect their health against diseases that can cause acute illness, permanent and multiple disability and even death.  

The impact

The concerns raised by the suggestion that MMR might be linked to bowel disease and autism has seen uptake of the vaccine drop significantly (but not catastrophically) for an extended period of time.   

Factors in parents choosing whether or not to vaccinate are complex.  There is some evidence that since 1998 uptake has fallen fastest in areas of greater affluence, amongst more educated people, whereas prior to 1998 social deprivation was more of a factor in areas of low uptake.
The importance or rubella

The World Health Organisation recognises the global importance of rubella and urges “control of rubella through use of MR and MMR vaccines”.  Around the world there are several examples of where a mass childhood rubella immunisation programme, combined with effective systems to monitor the disease has led to the elimination of rubella and congenital rubella syndrome.

Sense’s role

Sense has been involved in work around rubella and protecting against it since 1955, so we have had a legitimate role to play in the debate about MMR.  There are three important elements in the role that Sense has played:

· Our independence

· Our ability to communicate human interest stories

· Our focus on rubella

The activities we have undertaken have been limited by our capacity, however they can be summarised in three areas:

· Keeping up to date and informed so we can be clear about our position

· Promoting information about rubella and rubella immunisation, and Sense policy on this

· Briefing politicians 

Global links

Protection against preventable diseases is a global issue.  Despite significant successes and global campaigns to protect against diseases like measles and rubella, the majority of the global birth cohort does not receive a rubella containing vaccine.  Incidence of rubella and CRS will be significantly under reported around the world.  Rubella continues to place a significant burden on individuals and society the world over.  

The internet ensures that information (and mis-information), scare stories and conspiracies are but a click away no matter where in the world you are. MMR is used in 90 countries around the world and since 1972 children have received over 500,000,000 doses.  Evidence about MMR countering its possible link to autism has come from a wide range of countries.

Lessons

There are some lessons to be drawn from the UK and Sense’s experience over MMR:

· Children and their families are at the centre of the debate and have felt most of its impact

· It is important to engage in the debate about MMR and the evidence supporting it

· In trying to communicate the dangers of rubella and the best way to protect against them make sure you show how strongly you feel about the subject, the action you are taking, your compassion for those involved, and a sense of energy about what you are doing

· Beware the myths about rubella and MMR

· Inform parents about rubella and vaccination so they can decide for themselves the best way to protect their children and future families

· health professionals have a key role in informing parents about the issues and they may well need support
· You don’t have to be an expert but you do have to be informed and take good advice

· Attempts to protect against rubella are closely linked to attempts to eliminate measles

· Communicating science is increasingly important and relevant

· The media can be influential in health issues so you need to be media savvy
· Anti vaccination views are not new but they become more relevant as immunisation programmes succeed

3) How the debate has evolved?

In the UK in 1988 the triple MMR vaccine was introduced to protect children from measles, mumps and rubella.  Looking at this from a rubella perspective, this marked a shift to a universal vaccination strategy that aimed to prevent the virus circulating, rather than a strategy that aimed to protect pregnant women while allowing the virus to circulate amongst all children and adult men. 

MMR replaced a single measles vaccine programme, and introduced for the first time in the UK vaccination against mumps.  Mumps had been the most common cause of viral meningitis, and measles, in the decade before MMR was introduced, claimed 160 lives in the England.

The vaccine was largely welcomed, and the story of the day focussed on how the Government might have underestimated the stocks needed of this new mighty vaccine.  Uptake rapidly reached a high of 92% and the number of babies born with congenital rubella syndrome (CRS) was reduced.

In 1992, brands of MMR containing the Urabe strain of the mumps vaccine virus were withdrawn after research found that it was associated with an increased risk of aseptic meningitis.
   Uptake was not significantly affected. Around 1995 Dr Wakefield, a gastroenterologist, started looking at possible links between measles, measles vaccine and bowel disease; he published paper along these lines
 but the evidence did not support any links.   In the course of this work he came into contact with lawyers representing a number of parents who believed the MMR vaccination (or MR
 of the 1994 campaign) had damaged their children.  

In 1998 Dr Wakefield and twelve colleagues published a paper in the Lancet
 claiming to have identified a new condition in a small group of children who had a history of bowel disease and autism.   In the paper he reported that parents in 8 out of the 12 cases blamed the MMR vaccination for their child’s bowel disease and autism.  The theory that emerged from this was that the measles component of the vaccine causes a persistent infection in children's bowels, that this infection causes inflammation allowing peptides to 'leak', get to the brain and cause autism.  Initially Dr Wakefield argued that this happened within a short time of MMR vaccination, but has since expanded his theory to include a larger time frame.

Other than the parent’s views, he provided no evidence to support the theory and the paper concluded that: “We did not prove an association between measles, mumps and rubella vaccine and the syndrome described”. 

In fact it has since emerged that tests that Dr Wakefield approved found no evidence of measles virus in the children studied but this evidence was not published nor did it stop Dr Wakefield repeating his theory that MMR was implicated in the new syndrome he had discovered and that in his view it made sense for single vaccines to be provided while the matter was cleared up.  He did this both in a press conference launching his 1998 paper and in a video promoting it.
Even today, Dr Wakefield has produced no evidence in a peer reviewed journal, which can be replicated in an independent laboratory, to show that children with bowel disease and autism have or have had a persistent measles infection.  Even if there was evidence of a persistent infection it would still have to be shown that this caused the bowel problems and autism rather than existing as a result of either of these.
Yet the story of how MMR was linked to autism and bowel disease was now well underway and it rages to this day with significant evidence being heard in both the UK and US in recent weeks.  
Views on how the debate has evolved over the years vary and so it is worth looking at some of the many perspectives that have been brought to bear on the MMR story.

A parent led campaign

This perspective sees parents, who believe their children have been damaged by the MMR vaccine, campaigning for both compensation and for answers to why.  They have pitted themselves against the medical, scientific and political establishment in demanding answers about what MMR might have done to their children.  They have focussed their case on their own individual stories arguing that you can’t dismiss the link between autism and MMR until you can explain what has happened to their children.  They have allied themselves closely with lawyers prepared to mount a case against either the Government (US) or the vaccine manufacturers (UK) and with researchers such as Dr Wakefield, arguing that these are the only professionals prepared to listen to and believe in their story.  
They have received significant publicity, with groups such as JABS appearing in many stories about MMR and Dr Wakefield.  They have an emotionally strong and engaging story to tell of life with a child with significant disabilities which resonates with the public, particularly other parents.
Whistle-blowing scientist

Here a lone scientist is seen to challenge the establishment with views that are at once controversial and unpopular, questioning long held beliefs and throwing doubt on a health intervention that was previously seen as having great benefit.  As a whistle blower rather than a maverick their views and actions are given more credence, and in some ways the more they are seen to be demonised the more re-enforcement is given to their views.  Dr Wakefield has allied himself closely with parent led groups, claiming that all he has learnt about autism and the link with MMR he has learnt from parents.
Health scare

This perspective puts the MMR debate in a long line of health scares leading to a gradual erosion of the public’s confidence in government or official health sources.  The most commonly cited scare in the UK is BSE or ‘Mad Cows Disease’.  Health scares generate sensationalist headlines at the expense of other health issues that are more likely and will have greater impact on more people – e.g. smoking
.  Health scares play on the public’s fears.

Public storm

With this perspective, the coverage given to MMR by the media is justified because it is only reflecting the concerns of the public.  Media focus on the concerns that parents have in deciding how to protect their children, on the numbers of people choosing alternatives to the MMR vaccine and on what parents feel about how well they are informed about the issues.  Focus is given to the minority who do have concerns, not the majority who continue to support MMR – even at the lowest uptake in the UK 8 out of 10 parents were choosing the triple vaccine.

Undermining positive health interventions

Here the vast majority of doctors and scientific opinion sees vaccination as one of the great health interventions of the 20th Century.  High uptake of MMR is needed to ensure full community protection.  As the threat of the diseases diminishes then concerns about vaccine safety can increase.  People’s perception of the vaccine is influenced by their personal experience and how serious they perceive the diseases to be.  Science welcomes new theories and questions asked of accepted wisdom, but it relies on a process of peer review and independent replication of results to form judgements about such theories.  Given the weight of evidence behind MMR, many Doctors and scientists have been frustrated at what they see as a needless undermining of confidence in vaccination and by poor communication of the relevant evidence.   Independent charities, like Sense, have shared these concerns especially as they have been involved for so long in campaigning for vaccination programmes to protect against preventable diseases.
Part of the challenge of the MMR debate for Sense has been to get a clear, consistent message across about why vaccination is a good thing, and why rubella is a dangerous thing.  To get a message across you need to engage with the protagonists in the debate; understanding the different perspectives people may have is an important part of the process.

4) Who the protagonists have been

Many have been involved in the story of MMR and academics in the future will have a field day in analysing who did and said what, and who influenced the debate.  Your view of the protagonists involved will depend on your perspective as this will influence who you trust and believe, and how you seek to engage with them.
Unborn babies, children and their parents
At the heart of the debate about MMR are children and decisions about the best way to protect their health against diseases that can cause acute illness, permanent and multiple disability and even death.  
In the past parents of children with autism have been blamed for their child’s condition because of now out of date ideas about cold mothers.  It is sad that the debate about MMR has made many parents once again worry unnecessarily that their child’s autism was due to a decision they took about vaccinating their child. 

Let’s not forget parents of people with congenital rubella syndrome.  They are concerned about the public forgetting about the dangers of rubella but also face ignorance about the impact of rubella.  One Sense mum was told on a radio phone in that it would be better to have a deafblind child than an autistic one.
Dr Wakefield

Certainly he is a controversial figure, and in much of the coverage he is central to the story about MMR.  Hero or villain?  Maverick or whistle-blower?  Someone who has listened to parents or told them they are right but failed to prove it?  Views about him are certainly polarised.  Views about him have also become personalised – he is not a faceless scientist but a doctor who cares; he is not subject to the same standards and processes as other Doctors, he is a victim of the establishment for daring to ask difficult questions and point out unpalatable truths.  

He has been well advised, both legally and in terms of PR.

Currently he is being investigated by the General Medical Council in the UK because of ethical concerns about some of his research methods in the 1998 Lancet paper.

The lesson is that he has been so effective in generating interest in his ideas because they appeal to the dramatic in the media; he has engaged with people by appearing empathetic, and showing feeling for the issues; he is seen to be acting on his concerns and carrying through promises to parents he works with; and he has appeared in control of what happens to him. 

Let’s not forget though, Dr Wakefield is just one man, and even he couldn’t have kept the debate going for all this time.  Others have had their part to play.

Campaigning groups around vaccination
In the UK groups like JABS started around a campaign for compensation for children who are damaged by vaccination.  Issues around MMR have come to dominate the group, or at least the public perception of the group.  They argue they are not anti vaccination per se but that it is important to question the safety of some vaccines.  Other groups, such as “What the Doctors don’t tell you” are more generally anti establishment and mistrustful of Doctors.  Finally some parent led autism groups have engaged fully in the debate about MMR.

It is worth recognising that these groups are not a new phenomenon.  There have been those who have questioned the safety and efficacy of vaccination since the first small pox jab, so there is a long history and tradition of anti vaccination campaigners.
Lawyers

Lawyers have worked closely with Dr Wakefield and others, and with parents who believe their child’s autism was caused by MMR (or the MR jab, used in a catch up campaign in the early ‘90s) to bring a case against the manufacturers of MMR.  To date, despite millions of pounds of public money spent on the case, it has failed in the UK.  In the US a similar legal case
 is in progress although the MMR issue has been linked to concerns about thiomersal
 and the legal case is against the health department.
The Media

Whether you think the media are just the messenger or are stoking the fires of the debate, they have played a central role in ensuring the issue remains in the public eye.  They have seen themselves as the messenger legitimately highlighting the concerns of some parents and in supporting a whistle-blower to raise important safety issues.  They can be very defensive about criticism that they somehow influence and fuel the debate.
It is worth remembering that media exists to sell papers, generate revenue, attract more viewers, gain more readers.  They print stories that will further these aims.  This conflicts with health bodies and doctors who want to print messages that further public health.  

Several factors have emerged in the media coverage and Sense’s attempts to influence it:

· Measles not rubella – the story has been about measles, not rubella.  It has been hard to persuade journalists to include stories about rubella.  As an example many journalists wouldn’t include case studies of people with CRS because they were now too old and didn’t match the toddlers with autism put forward by those who believed MMR was at fault, ignoring the fact that we don’t have toddlers with CRS because MMR has been so successful.
· Balance – Journalists like to believe they achieve balance but this can produce some strange results.  In covering the different opinions about MMR the media did not get across the fact that a tiny handful of scientists had concerns about MMR and the vast majority were convinced of its benefit.  By always including Dr Wakefield’s views the media led the public to believe that scientific opinion was split evenly
.  This situation has changed to an extent with Dr Wakefield’s views being described in the last year or so as being “discredited”.  
· Coverage shifts from Health / Science news to general news, comment and opinion – Coverage of the MMR story moved from the specialist health or science coverage to news, comment and opinion pieces.  In other words it was written or presented by people who had less knowledge of science and how it tackles research and difficult questions.  As it moved from fact to opinion it played more on the fears and emotions surrounding the issue.  It became more important what a celebrity thought about MMR rather than factual information from Doctors.
  We have even had the BBC break its own impartiality rules by the way it portrayed MMR in a legal drama series.

· Increased interest in Science – there appears to be more science coverage today than in the past and there are several significant scientific issues that concern the public (e.g. climate change, GM foods, nuclear fuel, animal testing, gene therapy).  This runs alongside, but counters media coverage of alternative therapies and general health concerns (e.g. obesity).  There are tensions between scientists and the media in how these stories are presented.  Partly as a response to this there has been an increase in journalists / scientists writing about and challenging ‘junk science’
· An independent voice - Another aspect of balance has been that anti MMR groups often have a spokesperson quoted in media coverage to add balance to the official view.  At Sense we have struggled to get our equally independent voice heard alongside those anti MMR, perhaps because our position is the same as and supports the official government position.

· Unpublished data – a feature running through the coverage of the MMR story has been stories based on research soon to be published, or initial findings on data analysis.  Often leaked and very rarely finally published, this reliance on unpublished data is, as journalist and doctor Ben Goldacre describes, “the antithesis of what science is about: transparency, where anyone can read the methods and results, appraise the study, decide for themselves whether they would draw the same conclusions as the authors, and even replicate the study, if they wish.”

Tabloids and broadsheets have all been guilty of this, a recent example being the Observer on July 8th, 2007 in an article about the increasing prevalence of autism which made reference to MMR despite the research being unfinished, unpublished and nothing to do with MMR.

Scientists

Scientists rarely deal with the absolutes and certainties demanded by quick headlines.  There are complexities in explaining things like the value of peer review, independent replication of data and why it is hard, if not impossible, to prove a negative (e.g. MMR does not cause autism).  The skills and knowledge they have are not always useful for communicating key information about complex issues in a way that the public can relate to.  They may lack confidence in dealing with the media.  These factors, and others, led to the perception that scientists and medics were slow to engage with public concerns about MMR and slow to demonstrate why they believed MMR was safe.  

Science Media Centre

Sense has worked with some honourable exceptions to this generalisation, but a key lesson has been the emergence of the Science Media Centre in the UK.  They are an independent venture working to promote the voices, stories and views of the scientific community to the national news media when science is in the headlines.  They have a database of scientists who are willing to be interviewed by the media, they answer questions the media may have about major stories, they provide background briefings on scientific topics and they provide advice and training to scientists wanting to use the media to get their message across.  MMR was one of the first issues the Science Media Centre tackled.

Politicians

Politicians came to have a key role.  Whether or not Tony Blair’s son had received the MMR jab became a major talking point.  While most political parties continued to support MMR, a few called for single vaccines to be introduced.  Individual politicians readily talked about the issue whether from individual conviction and experience, representing the views of their constituents or from their own health and science background.

Government

Throughout the MMR debate, the Government stuck firmly to the view that MMR was the best way to protect children as there was no evidence to the contrary and until there was they would not be changing the immunisation programme.  As far as Sense is concerned this was the right thing to do, but it led to accusations they were inflexible, didn’t listen or care, and were dogmatic in their views.  

Doctors and Health professionals

Doctors and other health professionals remained on the frontline of the MMR issue.  They were the ones having to answer the questions of concerned parents.  It has to be remembered that they too read the press; they may not have all the information they need to hand.  So they might have their own doubts about the best way to support parents.  
Despite some concerns about target payments Doctors receive for immunisations, parents generally trust their GP.  So it is important for parents to be able to visit a well informed Doctor who is able to communicate that information and any concerns they have. 

Religious groups
A small part of the debate has been the concerns some faiths may have about aspects of how vaccines were developed and how they are prepared.  As far as Sense knows all the major faiths have stated they believe individual should vaccinate their children because the benefits outweigh concerns there are over the vaccines.  Some faiths, such as the Catholic Church, are more critical about those who promote certain vaccines and those that manufacture them.

5) The impact the MMR debate has had on individuals, families and society
Put simply the concerns raised by the suggestion that MMR might be linked to bowel disease and autism has seen uptake of the vaccine drop significantly (but not catastrophically) for an extended period of time.   Hundreds of thousands of parents in the UK each year have faced a much harder, more emotional decision about how to keep their child healthy.  Tens of thousands each year have either put off or not vaccinated their child because of their concerns about MMR.   Many parents have chosen and had to pay for single vaccines as an alternative to MMR.

Uptake stood at 92% in 1995, fell to a low of 80% in 2003 (497,175 children vaccinated) and has slowly recovered to 84% in 2005 (542,501 children vaccinated).  Currently the rate stands at 85%.  
The more children susceptible to the diseases the more likely we are to see outbreaks.  In recent years we have experienced both mumps and measles outbreaks in the UK.  2006 saw the first child death caused by measles for 14 years.  2007 has seen significant numbers of measles outbreaks.
Thankfully rubella as a wild virus is still rare and there have only been a handful of CRS births over the last 10 years.

Factors in parents choosing whether or not to vaccinate are complex.  There is some evidence that since 1998 uptake has fallen fastest in areas of greater affluence, amongst more educated people, whereas prior to 1998 social deprivation was more of a factor in areas of low uptake.  

It is hard to find reliable figures for how many children have received single vaccines and how many of the three jabs they got.  One study
 suggests 6% are choosing not to vaccinate, and 4% are choosing single vaccines.  Where single vaccines are chosen about half receive all three, with measles and rubella being the next most popular combination.  There is a suggestion that girls are more likely to receive the rubella jab than boys.  Reasons parents include for not vaccinating their children include the practical – missing or not having an appointment; the medical – the child was unwell on the day; or a conscious decision -  because of fears of autism, of the side effects, of over-loading the immune system and because of a mistrust of government or official advice.  Conscious decisions were the most numerous.

We can only speculate at the different reasoning of parents.  Are they using the precautionary principle which suggests if there is any doubt or possibility that an action may cause harm then don’t do it?  Are they free-loading because they know the majority will vaccinate and therefore the diseases are still unlikely to circulate so their child will be safe?  Are they choosing single vaccines because it feels like a good compromise – a chance to take action rather than to do nothing?  Do they give more weight to the risks of vaccination because the success of the immunisation programme has seen the threat of the disease recede?   

Whatever the factors that influence parents’ views about vaccination and whatever the reasons for their decisions, in their own minds they have genuine concerns and questions and arrive at a rational decision about how to protect their child.  It is important to take them seriously.
There is evidence that some of the most vulnerable groups in society are at greatest risk of the low uptake.  Rubella susceptibility is highest amongst some minority ethnic groups, so people at potential risk are those who are coming into the country from abroad, and those who may have lived in the UK for sometime but who were born in countries without immunisation programmes.  The child who died of measles in 2006 had a suppressed immune system so he was unable to be vaccinated – he had to rely on others protecting themselves.  Those who face practical difficulties in getting to medical appointments (particularly in areas of social deprivation) are at greater risk because more people are taking a conscious decision not to vaccinate.

However there is a context to this impact.  There is genuine cause for concern about the lower than desired uptake, but the vaccination programme has not collapsed.  Even at its lowest, 8 out of 10 parents were choosing to vaccinate.  

6) The ongoing importance of rubella

The World Health Organisation estimates that “more than 100,000 cases [of rubella] occur each year in developing countries alone”.  They argue, based on cost benefit studies, that the benefits of vaccination outweigh the costs.  117 countries are using a rubella vaccine in their national immunisation strategy, representing 26% of the global birth cohort.  They urge that current global efforts to control measles should be used as “an opportunity to pursue control of rubella through use of MR and MMR vaccines”.  They urge that if childhood vaccination is used to eliminate transmission of rubella, then high uptake is needed to prevent increased risk of CRS due to higher numbers of susceptible women of childbearing age.  They also recommend the regular screening of women of childbearing age for rubella susceptibility.
There are several examples of where a mass childhood rubella immunisation programme, combined with effective systems to monitor the disease, has led to the elimination of rubella and congenital rubella syndrome.  The most recent example is the US where effective implementation of rubella immunisation in Latin America was a major factor in stopping rubella in the US.  
The WHO European region is aiming to eliminate measles and prevent congenital rubella infection by 2010.  The Western Pacific region has aims to eliminate measles.
Even in countries with immunisation programmes that enjoy high uptake, and with good surveillance systems to back them up, we can’t be complacent.  During the 1990’s in the UK, most of the very few cases of CRS in the UK were to women who had either acquired the infection abroad or who acquired the infection in the UK but had no history of vaccination in their country of origin.  In 1996 there was an outbreak of rubella, mostly in young adults.  That year we saw 12 CRS births, mostly to women who acquired the infection in the UK and who had lived her all their lives.

7) The role Sense has played
Sense was started in 1955 by two mums who had children with CRS.  They wanted to support each other as they learnt how to enable their child to develop.  They also wanted to raise awareness of rubella and the dangers it poses pregnant women.  Many of the families who were first involved in Sense continued this work and collaborated with the Doctors who were trying to develop vaccines.  Sense supported the introduction of rubella immunisation in the UK and has always worked to promote this as the best way to prevent CRS.   However during the 1990’s the work almost came to an end.  The Government had introduced a mass childhood immunisation programme against rubella, take up was high, and CRS births were low.  There was nothing for us to do anymore.  The debate about MMR and autism put an end to that.

There are three important elements in the role that Sense has played:
· Our independence

· Our ability to communicate human interest stories

· Our focus on rubella
Whilst these were at times our strengths, they also presented limitations.
Our independence

As an independent charity we have an opportunity to say to parents and others that it is not only the Government supporting the MMR vaccine, we have worked with people with rubella for over 50 years and we have always supported MMR.  In a debate that has sometimes focussed on lack of trust in government and lack of deference to the establishment this has been useful.  At times we have combined our voice with other charities and groups who are also concerned with childhood immunisation; at other times we have worked closely with health professionals and the organisations that represent them.
However the strength of having an independent voice has been limited because our position was so close to and supported the Government’s policy.  It is sometimes easier to be heard in our sceptical, even cynical, society if you oppose the established view.

Our ability to communicate human interest stories

People engage in a story or debate because they can recognise the characters and empathise with their experiences.  The media engaged with the story of children who had developed normally and then started regressing into an autistic condition.  It was every parent’s nightmare, and so it struck a cord.  Sense was able to tell a similar story about the experience of families who had a rubella child.
However our ability to do this was limited by the very success of the MMR vaccine that was now being questioned.  If the anti MMR side had a story of a photogenic 3 year old who was allegedly damaged by MMR, then the media wanted a similar 3 year old who had been damaged by rubella to put the others side across.  We could offer some teenagers but this didn’t fit the bill and so the rubella part of the story was often dropped.

Our focus on rubella

Sense’s knowledge stems from our work on rubella.  We can talk with authority about rubella, how it damages the unborn child and the support and care that people with CRS need.  We can argue passionately for the need to protect against this preventable disease.  It remains important in a debate that has touched on many topics to make sure our focus stayed on rubella.

This has limited us though.  Much of the scientific debate has focussed on the role of the measles virus.  Autism has obviously featured strongly as has issues such as the role of epidemiology, the value of single vaccines and the ins and outs of delivering a vaccination programme.  Sometimes we have had to decline the opportunity to comment, sometimes we have missed out on opportunities and a lot of the time we have had to gain knowledge and get advice on a range of issues.

The activities we have undertaken have been limited by our capacity, however they can be summarised in three areas:

· Keeping up to date and informed so we can be clear about our position

· Promoting information about rubella and rubella immunisation, and Sense policy on this

· Briefing politicians 
Sense activities have included:

· Meetings with immunisation specialists and government immunisation teams to keep us up to date with the information and knowledge we need to arrive at a policy position

· A booklet to all parliamentary candidates in the 2005 general election

· Briefings with individual MPs who have commented on MMR

· Briefings with the Conservative Party who have consistently called for the introduction of single vaccines

· Briefing journalists

· Writing letters to newspapers in response to articles
· Attending public debates

· Contributing to others’ work on the subject – e.g. Science Museum exhibit

· Keeping in touch with other charities concerned about the issue

· Keeping members in touch with news and developments 

· Putting forward case studies for inclusion in articles / news stories

8) The importance of worldwide connections in both rubella protection and research on MMR
Rubella protection
Viruses don’t respect national boundaries.  We live in a world of technological advances, in both travel and communication.  There is significant movement of populations across national boundaries.  Recent developments in science have enabled far better identification of different strains of virus and where they come from.  

All these mean that protection against preventable diseases is a global issue.  In recent years we have been able to link a CRS birth in Scotland to an outbreak of rubella in Greece.  Identifying different strains of the rubella virus and where they originated from was part of the increased surveillance that enabled the US to claim they have eliminated endemic rubella and CRS.   As we have already seen, the successful immunisation campaigns in Latin America were also a major factor in the US’s success.  In developed countries with high uptake of immunisation and little wild virus circulating, those that come into the country from places with little or no immunisation are going to be most susceptible.  

Despite significant successes and global campaigns to protect against diseases like measles and rubella, the majority of the global birth cohort does not receive a rubella containing vaccine.  Incidence of rubella and CRS will be significantly under reported around the world.  Rubella continues to place a significant burden on individuals and society the world over.  
Any global attempt to eliminate measles, rubella and CRS is going to rely on co-operation between the developed and developing world on issues such as vaccine supply, storage and distribution; monitoring uptake of immunisation programmes; monitoring incidence of the diseases and their impact ; and, for rubella, monitoring susceptibility of rubella amongst women of child bearing age.
Research on MMR

The questions that suggested MMR might be linked to Autism started in the UK, and perhaps have had most impact there, yet the ripples have been felt across the world, including in Australia.  If nothing else the internet ensures that information (and mis-information), scare stories and conspiracies are but a click away no matter where in the world you are.
MMR is used in 90 countries around the world and since 1972 children have received over 500,000,000 doses.  So any questions about its safety and efficacy were always going to generate an international response.  Evidence about MMR countering its possible link to autism has come from a wide range of countries including the UK, US, Canada, Japan, Denmark, and Finland, to name but a few.

In short rubella and rubella immunisation are global issues with a global impact that require global responses.
9) The lessons in relation to rubella and rubella immunisation
So if you are looking to promote rubella immunisation, you think MMR is the best way to do this, but you face questions over its safety - what lessons can you draw from the UK example and Sense’s experience?

· Children and their families are at the centre of the debate and have felt most of its impact – we must never forget that the key issue about MMR is that it protects children’s health.  It is too easy to be sidetracked into thinking that Dr Wakefield is at the heart of all this, or that debates about the role of the media or politicians are the most important.  Everything we do should be guided by what is in the best interests of children, their health and their parents who make decisions on their behalf.   Parents want to protect their children – they need clarity, consistency, facts, openness and a variety of information and resources to decide the best way to do this.  Also remember that parents have felt most of the impact of this debate: whether it is parents struggling to make a decision about vaccination, parents of children with autism wondering if their decision resulted in their child’s condition or whether it is the frustrations of those who genuinely believe that MMR is at fault.
· It is important to engage in the debate about MMR and the evidence supporting it - for a while at Sense we kept our heads down for fear of inflaming the situation and adding to the negative publicity about MMR.  There is a clear link to heightened media coverage of MMR and drops in uptake of the vaccine, so ultimately we didn’t want media coverage.  However there comes a point when the coverage is going to exist no matter what we do, so it is better to try and get your message across than not try at all.  That is not to say it is easy to engage – staying calm and engaging with the arguments, not the personalities involved, remain important.
· In trying to communicate the dangers of rubella and the best way to protect against them make sure you show how strongly you feel about the subject, the action you are taking, your compassion for those involved, and a sense of energy about what you are doing – learning from crisis media communication shows that all these things will help you engage and get your message across.  So Sense feels strongly about rubella because we have been working with individuals and their families for over 50 years.  We want to tell people about the dangers of rubella and the best way to protect against them.  We understand the difficulties facing parents with autism who think MMR is to blame for their child’s autism because the experience of families with a rubella child is so similar.  We know too that many parents find it hard to know what is best, because we are parents too and we read the media coverage, but we feel compelled to act because we know the devastating impact rubella can have on an individual and their family, and the past success of MMR has shown us this is entirely preventable.
· Beware the myths about rubella and MMR –just because something is repeated enough doesn’t make it true.  It is important to challenge myths.  A selection that have emerged include:

· Boys don’t need to be immunised against rubella

· MMR is responsible for all the rise in the prevalence of autism

· There is not enough information or research on MMR

· Single vaccines are better than nothing
· Inform parents about rubella and vaccination so they can decide for themselves the best way to protect their children and future families – parents have been left confused and fearful about the best way to protect their children against devastating diseases.  Decision making around risk can be complex.  Parents’ views on MMR have been influenced by the media and by their own personal experiences, as well as their social and economic backgrounds.  Their views are not irrational, but based on genuine concerns they have for their family.  They want facts and answers to their questions.  It is important that Doctors are able to answer their questions, address their concerns and listen to their views; independent groups like Sense also have a role in providing information and answering questions.  Remember the responsibility of everyone in the debate from scientists, doctors, politicians, government officials and parent led groups to give people information to enable them to make informed decisions; don’t add to the fear and emotion surrounding the issue.
· Doctors read the papers too – health professionals have a key role in informing parents about the issues and they may well need support, information and training to enable them to do this because they will have read the papers and may have their own doubts and questions:  Support around sharing experiences of the concerns and questions parents have; information around the vaccination, its benefit, the risks associated with it and research into its efficacy and safety; training in communicating complex information in a way that addresses the views and concerns of parents.

· You don’t have to be an expert but you do have to be informed and take good advice – It has been important for Sense to be advised on a number of issues connected to MMR.  While we have some knowledge about rubella we are not scientists and don’t have extensive medical knowledge about immunisation and research into it.  It is hard to read, let alone understand, some of the medical papers about MMR; so it is important to be well advised so that you can be sure that any position you take on MMR or immunisation is well informed, accurate and up to date.
· Attempts to protect against rubella are closely linked to attempts to eliminate measles – the World Health Organisation recommends that either MR or MMR is used in the global attempt to eliminate measles.  Measles is more infectious than rubella so we are more likely to see measles outbreaks before rubella.  In the UK predictions of future measles outbreaks led to catch up immunisation campaigns in particular geographic locations – these will ensure more people are protected against rubella as well.

· Communicating science is increasingly important and relevant - there are many issues from global warming to genetic modification that mean that science is of ever increasing importance and interest.  Scientists face important challenges in the way they present complex information to non scientific audiences.  The skills they have to develop in-depth knowledge about a particular issue may not lend themselves to communicating that knowledge to a lay audience.  In the UK the emergence of the Science Media Centre has proved valuable in enabling scientists to get their message across.
· The media can be influential in health issues so you need to be media savvy– they will inform attitudes to particular health stories and can influence what health priorities are, but their reasons for wanting to talk about issues like MMR are different from Sense’s or scientist’s.  Dr Wakefield is just one man – it has taken far more than just his views to keep the debate about MMR going for so long and the media have been at the heart of this.  The media need to increase viewers, listeners or readers.  It is important to recognise their role and agenda, and how it might differ from yours if you want to get your message across.  Love them or loathe them, you need to find a way to work with them.
· Anti vaccination views are not new – they have been around for as long as vaccination itself, but they become more relevant as immunisation programmes succeed, the threat of the diseases reduces and attention focuses on the safety and efficacy of vaccines.

10) Discussion

At the conference itself the following questions will be used as a basis for a discussion:

1. How has the debate about MMR, bowel disease and autism affected participants, their organisations and societies?

2. How is rubella immunisation promoted within participants’ countries?

3. What individual / organisation role do participants play in the debate about protecting against the dangers of rubella?

4. What questions or concerns do participants’ come across about rubella and rubella immunisation?

11) Appendices

Useful Resources

Sources of information

NHS in the UK

www.mmrthefacts.nhs.uk
Health Protection Agency in the UK

www.hpa.org.uk
Centre for Disease control in the US

www.cdc.gov/od/science/iso/concerns/mmr_autism.htm
Journalist and Doctor Ben Goldacre

www.badscience.net/?cat=21
Decision aid about MMR

www.ncirs.usyd.edu.au/decisionaid/index.html
Investigative journalist, Brian Deer

http://briandeer.com/mmr-lancet.htm
Autism Omnibus in the US

www.uscfc.uscourts.gov/OSM/OSMAutism.htm
Support group for vaccine damaged children

www.jabs.org.uk
Doctor, writer and father of a child with autism, Dr Mike Fitzpatrick

www.spiked-online.com/index.php?/site/issues/C30/
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Outline of the theory that links MMR to autism and the evidence against it

Sense has taken advice from a number of specialists about the alleged links between MMR and autism.  This appendix is our interpretation of the theory linking MMR to autism and the evidence against it.  It is not an exhaustive account.
Initially, around 1995 questions were raised about possible links between a persistent measles infection and bowel disease.  One paper looked at the role of wild measles infection and its links to Crohn’s disease.  No evidence to support this has been found by a number of papers:

· Thompson et al. EU J Gastro & Hepatol 1995

· Jones et al. Lancet 1997

· Nielsen et al. BMJ 1998

· Pardi et al. Inflammatory Bowel Diseases 1999

· Haslam et al. Gut 2000
A further paper looked at the role of measles vaccination in relation to Crohn’s and ulcerative colitis.  Again no evidence for a link was found in a number of papers:

· Feeney et al. Lancet 1997 

· Pebody et al.Lancet 1998 

· Morris et al Am J Gastroenterology 2000 

· Davies R L, Arch Ped Adol Med 2001
In 1998 Dr Wakefield and colleagues published a paper
 claiming to have identified a new condition describing particular bowel disease in children with pervasive developmental disorder (autism).  The paper focused on 12 children who had behavioral symptoms and bowel problems.  It suggested that something causes the bowel to be inflamed, that peptides leak from the bowel into the blood stream, that this has a direct effect on the brain and causes autism.  The paper speculated whether MMR could be the cause of the bowel inflammation based on parents of the children linking the onset of the symptoms to the timing of the MMR vaccine.
The paper itself concluded that the researchers did not prove an association between the MMR vaccine and the syndrome they described.  This did not stop Dr Wakefield, at a press conference and in a video briefing he had prepared for journalists, claiming that there was sufficient doubt in his own mind about the role of MMR for a case to made to give the vaccines individually with at least a year interval.  Others involved in the research, such as Dr S Murch emphasised that the link was unproven and that MMR vaccination should continue.

Once the question had been raised, significant research has taken place to look at the theory.  This has taken two forms: epidemiological studies to look at the impact of the vaccination on populations who have received it; virological studies trying to identify persistent measles infection in children with bowel disease and autism.
Observations in individuals, such as the 1998 Lancet paper can generate hypotheses but not casuality.  Epidemiological studies are the only way to investigate suggested associations between vaccines and rare events, and they have a successful history of having done this in the past.  Epidemiological studies have consistently shown no casual link between MMR vaccines and autism, and there remain no studies to support the suggestion of a link.  Numerous epidemiological studies have looked back at children who received the MMR vaccine and they have found no rise in referrals to autistic clinics following the introduction of MMR, no link between MMR and autism and regressive autism, and no difference in rates of autism between those children who had and had not received MMR.  These studies, partly because of their retrospective nature, do have limitations but it is unlikely they would have all failed to find a link that was there.  Indeed a Cochrane review
 of all the literature that only included the most robust studies, concluded that “no credible evidence of an involvement of MMR with either autism or Crohn’s disease was found”.
Virological studies have tried to look at the evidence for persistent measles virus in children with autism, particularly those with bowel disease, either by looking at blood, gut biopsies or cerebral fluids.  There is no reproducible evidence of persistent measles virus in children with development disorder, let alone a casual link.   There are ethical difficulties with this sort of research because there is no therapeutic benefit to obtaining bowel biopsies or cerebral fluid for the children concerned.  It is also very difficult and sensitive research.  A study in 2002
 found evidence of the measles virus in children with bowel disease and autism.  Recent evidence to the Autism Omnibus hearings in the US has cast doubt on these findings and the ability of the research methods used to accurately identify measles.  Several researchers linked to Dr Wakefield have claimed to find evidence of measles virus in subsequent studies, often unpublished.  However several independent researchers have not been able to replicate the findings
.   A further point is that even if persistent measles virus was found, it would not demonstrate that this caused the bowel problems or autism, it might in fact be a result of them.
Conclusions

The evidence is open as to whether a new condition of bowel disease in children with regressive autism has been identified.  There is no evidence linking measles or measles vaccine to Crohns or bowel disease.  There is a large body of evidence suggesting there is no casual link between MMR vaccines and autism, and there remain no studies to support the suggestion of a link.  There is no peer reviewed, reproducible evidence of persistent measles virus in children with development disorder.
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