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Introduction

From Ailsa Bosworth, Chief Executive
National Rheumatoid Arthritis Society

To coincide with the launch of our very first national Rheumatoid Arthritis Awareness Week
we have collaborated with leading opinion polling company ComRes to survey the British
population to try to better understand overall levels of awareness and misconceptions
surrounding the chronic autoimmune disease rheumatoid arthritis (RA).

To our knowledge this is the first time a detailed survey of this type has been conducted,
which analyses public perceptions of the disease, offering a real insight into people’s
awareness of the symptoms, the impacts and associated risk factors, and most importantly
what they think about government attempts to raise awareness about the disease so far.

The results of the ComRes survey succinctly illustrate the scale of the challenge we face in
getting members of the public to recognise the early symptoms of RA, understand the severity
of the disease and to urgently seek out medical advice from their local General Practitioner.

I am very committed to the issue of public awareness having tried to make the case for a
nationally funded campaign to the Department of Health in 2010 during my time as joint Chair
of the Rheumatology Futures Project Group. The proposal was initially verbally supported by
the Department before eventually being politely rebuffed.

The Group subsequently worked with stakeholders in the inflammatory arthritis community to
develop the S Factor public awareness campaign. Then when funding for the Group eventually
came to an end both NRAS and Arthritis Research UK continued to put in our resources to the
S Factor campaign, to maintain the momentum which had been kick-started by its launch and
promotion at the British Society for Rheumatology annual conference in 2010.

The S Factor campaign was undoubtedly an important piece of work, which received
substantial backing from all our partners and did manage to raise a degree of public
awareness — as told to us by our local NRAS groups. However, undoubtedly progress around
this issue over the last three years has been hamstrung by our limited resources.

The results of the opinion poll are both surprising and predictable. For example, although
younger survey respondents exhibited poorer levels of understanding about the disease
compared to other age categories a very high percentage did manage to correctly identify the
main symptoms of the disease - giving me some cause to hope.
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| was nevertheless still extremely disappointed to discover that only around 10 per cent
of survey respondents reporting having seen public information about the symptoms of
early RA — despite recent attempts to engage the public through initiatives such as the
aforementioned S Factor campaign and the Scottish Government’s new pamphlet on the
early symptoms of RA.

Given what we know about the striking impact that early diagnosis and appropriate
treatment can have on disease progression, public awareness needs to be much higher.
Indeed, | have lost track of the number of times | have encountered people who have
shown little or no understanding for the severity of my disease which, like many people
with RA, | find deeply frustrating.

We hope Breaking Down Barriers: Rheumatoid Arthritis and Public Awareness will help to
reinvigorate efforts to improve public awareness of RA and lead stakeholders within the
health arena to create more targeted messages and adopt more innovative approaches

when tackling this issue, because it is clear that current practices are inadequate.

This report forms part of NRAS's ongoing commitment to campaign for equal access to
good care and services for all.

D e
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From Jeremy Taylor,
Chief Executive - National Voices

The future of the NHS will increasingly be about how society adapts itself to the needs of people
with long term conditions. An estimated 15 million or more people are living in England with
one or more chronic health conditions and about £7 in every £10 spent on healthcare goes
towards their needs.

While great advances have been made in the last few decades in the prevention and treatment
of major killers such as coronary heart disease and many cancers, there is a long way to go in
creating a systematically excellent system for supporting people who live with chronic diseases.

The NHS has perhaps been better at saving and extending lives than in helping people live with
a greater quality of life. Equally, the public debate still tends to focus on the “rescue” side of the
NHS. The controversy is all about hospitals and emergency care, less about community based
services to support people with continuing health needs.

Rheumatoid arthritis provides a perfect case example of the challenges. It can be a profoundly
debilitating and disabling disease but it can also be successfully managed. Early diagnosis
can make a big difference. It affects a large number of people yet manages to lurk below the
radar of public consciousness and - some would argue - below the radar of many in the health
professional community.

NRAS does a sterling job in classic health charity mode: providing information and support for
people with RA and their families, and advocating on their behalf. But this is a job that needs to
be shared more widely. The newly reorganised NHS in England has set itself the task of creating
a better service for people with long term conditions. In doing that, it must understand the
diversity of needs and conditions and avoid defaulting to a“one size fits all” model.

Equally, this is not just the task of the NHS. The government, health educators, other public
services, the education sector and voluntary organisations all have a role to play to promote
greater awareness of conditions such as rheumatoid arthritis; to convert that awareness into
better tailored services, and to ensure a stronger voice for people living with these conditions.

Breaking Down Barriers: Rheumatoid Arthritis and Public Awareness is an important contribution
to this debate.

a

Breaking Down Barriers: Rheumatoid Arthritis and Public Awareness www.nras.org.uk



“These results clearly
show how few people
are aware of the serious
consequences of
rheumatoid arthritis.”

Katharine Peacock,
Director of Research at
ComRes
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Background to th Survey

2.1 Public awareness and rheumatoid arthritis
— evidence and policy

There are nearly 690,000 people across the United Kingdom with the chronic autoimmune
disease rheumatoid arthritis (RA)". For some people, the disease is moderate or less severe
and remains reasonably well controlled, but others experience chronic disabling pain,
inflammation, stiffness, extreme fatigue and reduced joint function and impaired mobility.
For these people, earlier diagnosis and effective treatment could have helped to reduce
the long term impact of the disease by slowing or halting its progression at a stage when
long term outcomes can be significantly influenced.

2.2 Signs and symptoms

RA is a chronic, progressive and disabling disease where the immune system attacks the
synovial lining to the joints and other organs. If left untreated, the joint can lose its shape
and alignment, cause bone erosion and ultimately lead to destruction of the joint and
permanent disability. It is a systemic disease, which means it can also affect internal organs
of the body such as the heart, eyes and lungs.

Only about 15 per cent of patients experience an explosive, sudden onset of RA, where the
symptoms present themselves in a matter of days or weeks (generally described as “barn
door” presentation). In 8 to 15 per cent of cases the symptoms may also begin within a few
days of a specific‘inciting event;, such as an infection?.

In most other instances the symptoms develop gradually over a period of weeks or months
and can either be palindromic - with patients describing symptoms that last a few days or
weeks and then completely go away, only to return later with other manifestations that
increase over time - or present with monoarticular symptoms, extra articular synovitis, or
polymyalgic-like onset?.

Many early signs and symptoms — joint pain, stiffness, fatigue, fever, weight loss — are not
specific to RA and can be attributed to other medical conditions, which makes it very
difficult to diagnose the disease®. The lack of disease-specific diagnostic features means
diagnosis is usually based on the opinion of a rheumatologist using relevant physical
examination, classification criteria, blood tests and imaging® and the patient’s own self
reported history — because there is no single diagnostic test for RA, a clinical diagnosis by a
skilled specialist is required.
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“Early diagnosis and
treatment is clearly
vital in the treatment
of RA, and raising
public awareness of this
disease is the first step.”

Patient with rheumatoid
arthritis — response to a
survey commissioned by the
National Audit Office
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RA is also a very individual disease with no universal pattern to the symptoms. Some
people have ‘flares, or periods when their symptoms are much worse, which then subside.
Others can have periods when their disease is quieter and causes significantly less pain.
The duration and impact of flares differs and nearly half of people with RA suffer flares over
a six month period and nearly a quarter suffer flares on a weekly or daily basis®.

People with RA usually experience swelling in at least two joints, often the small joints of
the hands, feet and wrists. In some patients however, RA will start in one or more larger
joints before spreading to the smaller ones.

There can also be stiffness in the joints, particularly first thing in the morning or after
sitting for some time. RA morning stiffness is distinguished from other types of morning
stiffness because it usually lasts for 30 minutes or longer’. RA patients can also wake up in
the middle of the night with joint pain and stiffness.

Extreme fatigue is pronounced in RA8, and there may be loss of weight due to poor
appetite. Apart from joint pain, stiffness or swelling, some people have flu like symptoms.

2.3 Impacts

The impact of the disease is dependent upon numerous factors including the
aggressiveness of the onset, how well controlled it is and how long a patient has had the
disease for.

RA patients diagnosed and treated within the last decade are likely to experience less
damage than those diagnosed between 15 and 30 years ago because of improved
treatment and management of RA?, including the introduction of more aggressive use of
Disease Modifying Anti Rheumatic Drugs (DMARD) therapy and the advent of new biologic
drugs, which have significantly improved patient outcomes since the late 1990s°.

The disease can affect mobility. Many RA patients have severe difficulty walking because
of foot pain and deformity, resultant foot operations, toe straightening, foot fusions,
ankle replacements or knee and hip replacement operations, which are all common
complications of the disease. It is estimated that 90 per cent of people with RA experience
foot pathology, which creates restricted mobility and concomitant pain''.

Further impacts of the disease relate to the concomitant risk of various co-morbidities.

80 per cent of RA patients have one or more co-morbidities with the average being 1.6.
People with RA have a higher risk of suffering a heart attack, atrial fibrillation and strokes
compared to the general population'. Meanwhile, leukaemia, lung cancer, lymphoma
and multiple myeloma are all more common and about a quarter of patients also have
manifestations of RA in the eyes. This can be inflammation of the interior of the eye, which
can in the most severe cases reduce vision™.
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Furthermore, while the biopsychosocial impacts of the disease are also well understood
they are not well addressed. Patients are sometimes reluctant to talk about personal
issues and healthcare professionals often don't know how to open the door to these
sensitive issues, which can impact greatly on people’s lives. 79 per cent of respondents
to an NRAS survey said that the disease had a negative impact on their confidence, 69
per cent said it negatively affected their mood some of the time and 68 per cent said the
disease negatively affected how they feel about their appearance’.

The disease also has wide ranging impacts upon family members. Partners of RA patients
report significant changes in responsibilities for household tasks, restrictions to social

life and impacts of the disease upon their own mood or mental wellbeing, as well as
negative impacts upon their relationship with their partner and concerns about how the
disease will affect their children.

Although RA can affect anyone from the age of 16 upwards, three quarters of people
with RA are first diagnosed when of working age - with the largest cohort being over

40 years old™. RA is thus a major cause of sickness absence and worklessness and this is
estimated to cost around £1.8 billion per year™. Almost a third of people with RA have
given up work as a result of their condition, with well over a quarter doing so within one
year of diagnosis, and over half doing so within six years?.

Ensuring people are able to stay in work is absolutely vital. Not just in pure economic
terms, but also because of the psychological impact on patients. In an NRAS survey of
members with the disease, 88 per cent of respondents said that having a job helped
them cope with the disease with incidences of depression significantly higher among
non-workers than workers?'.

2.4 Risk factors

Gender is a significant risk factor for RA with the overall occurrence of RA being around
three times greater in women than men. This has been attributed in part to the female
hormonal environment during pregnancy, breastfeeding, use of the oral contraceptive
pill and menopause?.

There is also evidence of a genetic risk factor with two genes in particular having been
identified — the HLA-DRB1 gene and the protein tyrosine phosphatase non-receptor 22
(PTPN22) gene - and believed to have varying degrees of correlation®,

There is also a link between cigarette smoking to both the onset of symptoms and the
intensification of symptoms, as well as reducing the efficacy of drugs among those
already diagnosed with the disease®.

Diet may also be a risk factor, with high caffeine, low antioxidants and high red meat
consumption possible contributory risk factors®.
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Exposure to certain infections may also be an elevating risk factor, with the Epstein-Barr
virus highlighted as one possible candidate®.

The role of ethnicity may also be a risk factor as it has also been noted that the
prevalence of RA is lower in people of Chinese, Pakistani or first and second generation
African Caribbean origin compared to European Caucasians? with higher prevalence of
RA noted in Native American populations?,

2.5 The value of early diagnosis and treatment

In accordance with NICE Guidelines, research shows there is a‘window of opportunity’
for RA patients. Those diagnosed and started on optimal treatment using DMARDs
within twelve weeks of symptom onset stand a much better chance of achieving
remission or a low disease activity state®.

Even brief delays of as little as 8-9 months in starting DMARD therapy significantly
affect disease outcomes years afterwards®, even if more potent treatment strategies are
applied®'. For example, mortality among RA patients who present early is lower than in
those who present late in the course of their disease®2

Erosive changes happen early on in disease that is inadequately treated. Radiographic
evidence demonstrates that 90 per cent of RA patients have damage after 2 years*and
evidence from magnetic resonance imaging and ultrasonography shows that damage
can occur within weeks of symptom onset“.

Early diagnosis and treatment does not just benefit the individual, it also has wider
societal benefits. National Audit Office economic modelling predicts that doubling the
proportion of RA patients treated with DMARDs within 3 months of symptom onset,
from the current level of 10 per cent to 20 per cent, could result in productivity gains for
the economy of £31 million over 5 years®.

2.6 Delays due to lack of public awareness

Most GPs are likely to see an undiagnosed case of RA less than once a year, which
means they will have few opportunities to improve their ability to identify the disease®®.
Although serious issues remain, it has been noted that levels of GP education about

RA have improved over the last 20 years and led to a shortening of out-patient waiting
times for patients with new onset synovitis®’.

The failure of RA patients to consult their GP is therefore regarded as one of the principle
reasons for delays in seeing a rheumatologist in the UK in comparison to other health
systems32. Research conducted to feed into the National Audit Office reported that 15
per cent of RA patients identified delaying to go and seek medical help as one of the
main factors that could have led to a quicker diagnosis®.
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“There are too many
people in the UK with
the symptoms of
rheumatoid arthritis
who are not seeking
treatment. Research
shows that the earlier
you visit your doctor
the more successful
your treatment is
likely to be. The first
12 weeks of symptoms
developing are critical
- if rheumatoid arthritis
is caught in this time
and treated aggressively
there is less joint
damage and reduced
chance of long-term
disability.”

Professor Alan Silman,

Medical Director, Arthritis
Research UK
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In the same year, a King’s Fund report on the perceptions of RA patients and healthcare
professionals also concluded that low level of awareness of RA was a major cause of
delay among the wider population, which may partly be related to not knowing the
difference between RA and osteoarthritis and also to the incorrect assumption that
‘nothing can be done™®.

As a result, the National Audit Office estimated that between half and three quarters of
people with RA will delay contacting their GP for the first three months or more following
symptoms, and around a fifth delay for a year or more*'. A separate study in Birmingham
also found that the median delay caused by patients failing to seek medical advice was 12
weeks* and this was confirmed in another UK study*.

Of particular concern, evidence from the Norfolk Arthritis Register (NOAR) data collected
between 1995 and 2005 also suggests public awareness and public behaviour about the
symptoms of RA has not improved over the last decade*.

Reasons for delays are complex and include the type and severity of the symptoms. For
example, studies have shown that patients with asymmetric or unilateral joint symptoms
tend to seek attention earlier than those with symmetric arthritis or more gradual
symptom onset®.

Delays may also occur because of cultural differences. For example delays are significantly
longer in RA patients of South Asian origin compared to other ethnic groups, with several
factors being identified: symptom experiences, how they evaluated the symptomes, their
existing ideas and level of knowledge about RA, and influence of friends and family*.

A systematic review of qualitative peer-reviewed publications on help-seeking behaviour
in adults with RA found that many patients had little knowledge of RA, sometimes
attributed the disease to stressful life events, undertaking particular activities, or confused
it with ageing and osteoarthritis, or believed the symptoms would eventually go away.
Many patients often tried to normalise or ignore the symptoms and delayed seeking
medical help because of factors including seeking out lay advice from friends, attempting
to self-medicate or in some cases suffering because of difficulty accessing healthcare due
to living in a rural area®”.

International evidence points to the value of public awareness in improving health
outcomes. For example, a study in the United Arab Emirates partly attributed reductions
in the lag time to diagnosis and initiation of DMARD therapy over a five year period to
activities that increased public awareness*.

A Norwegian study also found that the median delay on the part of the patient was 4
weeks, which is much shorter than in the UK patient population. The study hypothesised
that this may be partly due to differences in how public health campaigns operate in
these countries®. While the situation in Norway is not optimal it does show that further
reductions in patient-related delays are theoretically possible.

www.nras.org.uk



“After both NAO (2009)
and Public Accounts
Committee (2010)
reported serious
shortcomings in health
services for RA, Arthritis
Care’s 2012 “3 Wasted
Years” report drew
attention to, inter alia,
the need for proper
investment in raising
public awareness of the
signs and symptoms of
rheumatoid arthritis.
Another year on, we
welcome the clear
re-statement of that
message in the Breaking
Down Barriers report
and hope that it will
ensure attention is paid
to this important issue
right now.”

Phil Baker, Interim Chief
Executive, Arthritis Care
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2.7 Calls for action

Evidence about the impact of poor public awareness has led a number of organisations
to raise concerns and call for investment in public awareness campaigns.

Scotland’s Clinical Audit of Care in Rheumatoid Arthritis, published in 2008, recommended
that a further audit should take place identify if there are significant delays before
patients with inflammatory arthritis present to their GP. If there is, a public awareness
campaign should be considered to highlight the necessity for medical attention if joints
become swollen and stiff>°.

In 2009, the National Audit Office (NAO) also recommended that the Department of
Health explore the cost effectiveness of options for raising public awareness of the
symptoms of inflammatory arthritis, including RA, to encourage people to present to the
NHS promptly after symptom onset®'.

In the same year, the Arthritis and Musculoskeletal Alliance also published research on
the implementation of the Musculoskeletal Services Framework which recommended the
introduction of a general programme of awareness-raising for the public about when to
seek help and the need for improved information®2.

Latterly, in response to the NAO report the House of Commons Public Accounts
Committee undertook an inquiry on services for people with RA and published its own
report in 2010 which recommended the Department of Health run a national campaign
to raise people’s awareness of the symptoms of RA, highlighting the need to seek
prompt medical attention®3.

The UK Government responded by publishing a Treasury Minute which acknowledged
that low public awareness was a barrier to the early diagnosis and treatment and
committed to supporting charities to produce materials to raise awareness of RA>.

The response from the UK Government drew criticism from NRAS for being inadequate
and the charity continued to call for a public awareness campaign like those undertaken
to tackle other common chronic diseases®.

In a separate development, the Scottish Government asked the Scottish Public Health
Network (ScotPHN) to undertake a revised Needs Assessment of RA, which reported in
2012. One of ScotPHN'’s main recommendations was that public awareness of RA should
be raised in order to limit the delay in patients presenting to their GP*S,

NRAS welcomed the findings of the ScotPHN report®’. The report has been presented to
the Scottish Government and is awaiting an official response.

www.nras.org.uk



“The Breaking Down
Barriers report confirms
what our members are
telling us, which is that
people with RA are often
presenting too late to
receive the maximum
benefit from the
treatments available.”

Laura Guest,
Chief Executive, British
Society for Rheumatology
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2.8 Approaches to raising public awareness of RA

Approaches to raising public awareness in the UK have been very sporadic with only
Scotland electing to fund a national awareness campaign on RA so far. The campaign
developed by the Rheumatology Futures Project Group to raise awareness of the early
signs and symptoms of inflammatory arthritis, (“The S Factor”) for the UK audience is the
only other notable example within Britain.

As mentioned in the foreword by Ailsa Bosworth, further additional funding was
contributed by NRAS and Arthritis Research UK and the campaign received the
endorsement of the Royal College of General Practitioners and the Primary Care
Rheumatology Society. Focused around 3 “S” symptoms in the joints - Stiffness, Swelling
and Squeezing - the campaign message to the public was that if you have any symptoms
highlighted in the poster, then seek help from your GP, and crucially don't delay.

Posters were rolled out throughout the UK during 2010 and a further national and
regional media campaign was initiated in 2011 and fronted by television presenter
Dr Hilary Jones. Although members have informed NRAS through its local networks
that it had some impact, owing to resource constraints no formal evaluation has
been conducted.

After publication of the ScotPHN Needs Assessment on RA, the organisation worked

in partnership with NRAS and Arthritis Care to develop and distribute a new pamphlet
targeted at the public to raise awareness of the signs of early rheumatoid arthritis.
Recognise, Respond, Relieve — Rheumatoid Arthritis was published in March 2013 and sets
out the symptoms members of the public should look out for and stresses the ‘window
of opportunity’®,

However, this pales into insignificance when compared to the comprehensive approach
to raising awareness that is being adopted in Ireland, where a major public awareness
campaign, including television advertising, has been launched in 2013 to alert the public
to the symptoms and the importance of early treatment. The “Every Day Tasks” campaign
highlights how difficult simple daily tasks can become and encourages members of the
public to call Arthritis Ireland or visit their website to receive a free information pack®.

2.9 Measuring levels of public awareness of RA

There is no consistent year on year data about levels of public awareness of RA among
the British public. However, the vast majority of national polls and surveys show low
levels of recognition and routine misunderstandings about the disease symptoms,
which are accentuated in young adults. Across the board - RA patients, their families,
healthcare professionals and patient organisations - all believe that greater public
awareness is required.
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An Ipsos MORI poll conducted in 2000 found that 48 per cent of adults surveyed about
the different types of arthritis mentioned RA, but when asked more closely about

the disease only 5 per cent specifically identified inflammation as a feature of RA®°
suggesting poor awareness of the symptoms. Levels of recognition of RA within the poll,
while not good, still exceed those observed in other surveys of the British public.

For example in 2009 NRAS commissioned a ComRes poll of the British public and found
that 62 per cent of people polled mistakenly thought that RA was caused by the wear
and tear of joints over time with 75 per cent of young people aged 18-24 believing this
to be true. 73 per cent of 18-24 year olds also didn't know RA is a systemic disease that
can affect other internal organs®'.

In the same year, the National Audit Office commissioned research into the attitudes
of patient organisations which identified lack of public awareness as one of six factors
responsible for prolonging the delay of RA diagnosis and suggested that speed and
accuracy of diagnosis could be improved by promoting greater awareness of RA and
using messaging to stress the importance of bone health, clarifying the difference
between RA and osteoarthritis, emphasising the importance of early intervention and
explaining that RA does not necessarily occur in old age®2.

The extent of confusion over symptoms and possible conflation with osteoarthritis was
underlined in a joint survey by NRAS and Arthritis Research UK published in 2011, which
found that only 10 per cent of people were confident that they knew the symptoms of
RA. 59 per cent of those surveyed experienced symptoms, yet many overlooked them. 42
per cent assumed pain, stiffness and swelling in the joints was a normal part of ageing
and 32 per cent put it down to over doing it in the gym or garden. Crucially, 58 per cent
of survey respondents said they would not consult a health care professional if they
experienced pain, stiffness and swelling in the joints®.

A recent survey of RA patients conducted by Arthritis Care in 2012 found that over

three quarters of survey respondents rated the current level of public awareness of the
condition as either‘poor’ or ‘very poor’ with over 70 per cent of healthcare professional
respondents also saying they felt public awareness of RA remained ‘poor’ or ‘very poor’. A
large number of these patients who provided supplementary comments felt there was a
widespread misconception that RA is a condition that primarily affects older people®.

In 2012, NRAS surveyed the family members of people living with RA about what they
felt would be of most benefit to them and 93 per cent said running public awareness
campaigns so that more people understand RA would either be ‘helpful’ or ‘very
helpful’. Interviewees went on to say that lack of awareness made it more difficult for
them to cope and contributed to difficulties they experienced in talking about their
partners’ RA%.
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2.10 Government policies

With the partial exception of Scotland, successive governments in England and Wales
have overlooked the potential of enhanced public awareness in achieving better
outcomes for patients with long term conditions. Strategies concerning long term
conditions, public health, and health promotion in secondary education all omit to
include any reference to this issue.

Under the previous Labour Government The Wanless Report was published which set
out the benefits of increased investment in health promotion and disease prevention
on health status, its potential to increase productivity and reduce inactivity in the
working age population, and reduce future demand for overall health resources®. Our
Health, Our Care, Our Say published in 2006 under the previous UK Government noted
the need for high quality information to ensure people access the right service at the
right time and set out a range of e-government objectives relating to the sharing of
information, but nothing on health promotion®. The NHS Next Stage Review published
in 2008 also acknowledged the need for a greater focus on prevention of long term
conditions rather than just management, but it did not come up with a convincing
vision or recommendations of how this could be applied to public awareness of long
term conditions®.

A similar path has been followed by the present UK Government as none of the three key
strategic documents that inform the present health reforms in England - the NHS Outcomes
Framework 2013-14 the NHS Mandate or the White Paper Equity and Excellence: Liberating the
NHS - provide a clear steer on the role of health promotion and greater public awareness

in achieving earlier diagnosis for people with long term conditions. The only mentions of
early diagnosis are in relation to achieving better outcomes for dementia, and avoidance

of preventable deaths through appropriate use of primary care, with the introduction of a
performance indicator to measure the estimated diagnosis rate for people with dementia®.

The issue is equally patchily addressed through long term condition and musculoskeletal
strategies, where they exist. For example, the Musculoskeletal Services Framework in
England, published in 2006, set out a vision for integrated care pathways with patients as
active agents and seamlessly coordinated services from public health information onwards,
but without referring to the issue of public awareness, even though it acknowledged that
early diagnosis of these conditions would be cost effective, especially if it allowed people to
remain in work for as long as possible”.

By contrast there is a more developed vision in Wales. The 10 year vision for health and
social care in Wales called Designed for Life was published in 2005 and set out a goal to
ensure effective and rapid diagnosis is eventually available locally and committed to
ensuring that all NHS Trusts will have an approved health promotion strategy covering
services and staff in place. Building on this in 2006, the Service Development and
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Commissioning Directives: Arthritis and Chronic Musculoskeletal Conditions in Wales set out
a vision for early assessment and diagnosis of arthritis and musculoskeletal conditions to
minimise physical and psychological impact and recommended that health promotion
information and targeted campaigns should educate the public and contribute to a better
understanding of how to prevent and manage musculoskeletal conditions. Of particular
note, it said information should be focused on the whole population as well as targeted
toward those at particular risk of developing arthritis and chronic musculoskeletal
disorders”'. The Designed to Improve Health and the Management of Chronic Conditions in
Wales: Service Improvement Plan 2008-11 also included references to the role of effective
health promotion and the need for strong infrastructure to promote healthy lifestyles across
communities’. Although there was no reference to the role of information campaigns
about long term conditions.

Public health strategies are equally inadequate when it comes to identifying the role for
increased public awareness of long term conditions. In England, the White Paper Healthy
Lives, Healthy People: Our Strategy for Public Health in England, the Healthy Lives, Healthy
People: Update and Way Forward and the Public Health Outcomes Framework for England
2013-2016 focus to varying degrees on ensuring people can live healthy lifestyles, make
healthy choices and reduce health inequalities with particular emphasis on prevention
through lifestyle interventions. The potential of health promotion in schools is flagged up
(better utilisation of the school nursing service around health reviews and key transitions
and managing pupils'wellbeing) and it established an indicator to measure cancer
diagnosed at stage 1 and 2, and committed the UK Government to explore the best place
to locate commissioning responsibility for early diagnosis campaigns’®. The only notable
reference to long term conditions in these documents is in relation to establishing an
indicator for employment for those with these diseases™. A not too dissimilar picture
appears in Wales, where documents such as Our Healthy Future and the Health Promotion
Action Plan for Older People in Wales: A Response to Health Challenge Wales focus the Welsh
Government on prevention through lifestyle interventions and accompanying messaging
with no reference to health promotion or public awareness of long term conditions.

Meanwhile in Scotland there has been a haphazard approach to tackling issues of

public awareness of long term conditions. For instance, Better Health, Better Care: Action
Plan published in 2007 focuses on boosting health promotion in schools through
nutritional guidance and related measures’. While The Healthcare Quality Strategy for NHS
Scotland committed to the introduction of a Long Term Conditions Action Plan’. The Plan
acknowledged that NHS Scotland needed to provide a solid foundation of population-wide
prevention, health promotion and targeted health improvement activity, through action to
prevent disease, raise awareness of risks to health and support healthy lifestyle choices” -
but again without mention of practical measures that could enhance public awareness with
reference to long term conditions. Likewise, the publication of the Long Term Conditions
Collaborative — High Impact Changes document in 2009 was supposed to set out a series of
measures that the Scottish Government thought would lead to a big impact on the way
people with long term conditions manage and experience their care. However it contained
no recommendations relating to health promotion and public awareness’.
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2.11 The survey and its methodology

The questions in the survey were developed by NRAS and ComRes in order to explore
people’s perceptions of RA and the misconceptions around the condition. ComRes is a
member of the British Polling Council and abides by its rules.

The questions were designed to support and provide insight for the national
Rheumatoid Arthritis Awareness Week in June 2013.

A series of closed questions were used in order to produce statistical evidence of
opinions and misconceptions. ComRes interviewed 2,074 British adults aged 16+ online
between 10th and 11th April 2013. Data was weighted to be representative of all British
adults aged 16-88.

A total of 58,051 invitations were sent, of which 2,074 completed the survey, and 131
clicked on the link but did not complete it.

ComRes tabulated the data electronically, including breaks by factors such as age,
gender and region. The confidence interval was 95 per cent and the margin of error on
the results is £2.15 per cent.

The results for the age group 16-18 were formulated from a sample size of 70
respondents. While this is representative of the population as a whole, owing to the
relatively small sample size, any findings in the report about this age classification are
therefore intended to yield suggestive rather than conclusive evidence.

The survey data initially found that 36 per cent of respondents said they had been
affected by RA (either in person or through close friends and family). However on
closer inspection this figure was believed to be inflated by those who confused RA
and osteoarthritis.

The survey attempted to calculate a more realistic figure by cross-referencing answers
by respondents to three questions: those that said they, or friends and family close to
them, had been affected by RA; those that said they understood the difference between
RA and osteoarthritis; and those that correctly identified ‘crunching and grinding of

the joints’as not a symptom of RA (6 per cent). Extrapolating this figure to the British
population as a whole, using data from the 2011 census, the survey revealed that
approximately 3.7 million people are affected by the disease. This means that for every
person with the disease, approximately 4 others will also be affected.
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3.1 The survey respondents

Of the 2,074 respondents, the largest age category was those over 65 years old (19 per cent).
The next biggest categories were 35-44 year olds and 45-54 year olds, both making up 18 per
cent of the total respondents respectively. The smallest group was the 16-24 year olds (13
per cent). These proportions roughly reflected those found in each age band of the general
British population.

51 per cent of those who completed the survey were male and 49 per cent were female. The
ethnicity of respondents was largely comprised of people who define themselves as ‘white’ (92
per cent), leaving the categories ‘Mixed; ‘Asian or Asian British; ‘Black or Black British; ‘Chinese’and
‘other’to make up the remaining 8 per cent.

To ensure the results were statistically significant when conducting data analysis on ethnicity
later in the report, it was decided to split this into two groups - ‘white respondents’and ‘Black and
Minority Ethnic (BME) respondents..

16-24 25-34 35-44 Age 45-54 55-64 65+
groups

13% 15% 18% 18% 16% 19%

Male Female White BME

Gender 51% 499 Ethnicity @ 8%

3.2 Symptoms of the disease

A large number of respondents recognised certain symptoms of RA (joint swelling and morning
stiffness) although equally as many incorrectly identified crunching and grinding of the joints
(associated with osteoarthritis) and very few identified extreme fatigue as a symptom.

The majority of respondents correctly identified joint swelling (84 per cent) and morning stiffness
(71 per cent) as symptoms of RA — although an equivalent proportion of respondents also
incorrectly identified ‘crunching and grinding of the joints’as a symptom (71 per cent).

Breaking Down Barriers: Rheumatoid Arthritis and Public Awareness www.nras.org.uk



|dentify the
symptoms

‘All’

People who said
‘I myself, or
friends and
family, have been
affected by RA'

People
who had
seen public
information
on RA

17

Breaking Down Barriers: Rheumatoid Arthritis and Public Awareness

Crunching and
grinding of the
joints

None of
the above

Extreme
fatigue

Joint
swelling

Morning
stiffness

Migraines Vomiting

& r r J / /
84% 71% 71% 35% 6% 4% 7%
’ & "
90% 77% 75% 41% 8% 4% 2%
79% 66% 459%

/
12% 8% 4%

Respondents who had a personal connection to the disease!", were more likely to identify joint
swelling (90 per cent), morning stiffness, (77 per cent) and fatigue (41 per cent) as symptoms,
but were almost as likely as other respondents to list crunching and grinding of the joints (75
per cent), migraines (8 per cent) and vomiting (4 per cent) as symptoms. The lack of knowledge
about extreme fatigue among this group was lower than expected and indicates that even those
with a personal connection with the disease are not fully aware of how it affects a person.

Even those claiming to know the difference in symptoms between osteoarthritis and RA, were
less aware than they thought. Almost three quarters (71 per cent) of this group incorrectly
identified ‘crunching and grinding of the joints’as a symptom of RA.

Worryingly, those respondents who had seen information displayed in public about the
symptoms of RA were often less informed about its symptoms than the general sample
population. Only 79 per cent of those who had seen public information identified joint swelling
as a symptom in comparison to 84 per cent in the general population.

Similar proportions of people who had seen public information mistakenly thought crunching
and grinding of the joints was a symptom, and double the number of respondents incorrectly
thought migraines and vomiting were symptoms in comparison to the general population. The
notable exception was extreme fatigue, where those who had seen public information were
more likely to recognise this as a symptom (a difference of 10 percentage points).

1 Base: All who agree (strongly agree or tend to agree) that they, or friends and family close to them, have been affected by rheumatoid arthritis (n=742)
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3.3 Impacts of the disease

The evidence from the survey indicates there is a significant shortfall in the public’s knowledge
regarding the impact of RA on the lives of people with the disease. Although many respondents
were able to identify RA's negative effect on being able to walk short distances, the figures

for those who knew its effect on life expectancy were very low. Moreover, very few noted the
relationship between RA and the internal organs of the body and few women were aware of their
increased susceptibility to the disease.

3.3.1 Walking

Although 80 per cent of people recognised that RA affects someone’s ability to walk short
distances, the age band least aware of this was the 16-34 year olds (70 per cent). This band
lagged 10 percentage points behind the overall average and 19 percentage points behind the
proportion of people over 65 who identified this as a symptom. Additionally, those in the 16-34
category were more likely to have answered ‘don’t know’ (26 per cent), than those in the 65 and
over category (9 per cent).

Age groups of those who answered;
True, RA can negatively affect a person’s ability to walk short distances

16-34 35-44 45-54 55-64 All age groups
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3.3.2 Life expectancy

Over half the respondents (52 per cent) were aware that RA affected life expectancy, but 48 per
cent either didn't know or answered the question incorrectly. A surprising statistic is those with
a personal connection to the disease were just as nearly poorly informed (58 per cent correctly
identified this). Of concern, 19 per cent of those with a personal connection to the disease
answered the question incorrectly, which was greater than the general population as a whole
(15%). The group least likely to note the disease’s effect on life expectancy were 16-18 year olds,
as only 30 of the 70 surveyed said this.

3.3.3 Gender

A low number of people (28 per cent) were aware that women are more susceptible to
developing RA than men. As might be expected, females were more aware of this than males.
However, half the female respondents were still unaware and a further 15 per cent disagreed
with the statement. Altogether more than three out of five women were unaware of their
increased susceptibility to the disease, indicating that more needs to be done to raise awareness
to this audience. The results were similar across all age groups.

Women are more likely to have RA than men. Female respondents

M True
B False
Don’t Know

50%

3.3.4 Diagnosis

More than a quarter (27 per cent) of the British public incorrectly believed that‘GPs can diagnose
RA easily, which was a pattern repeated across genders and between age groups. Unexpectedly,
those with a personal connection to the disease agreed marginally more with this false statement
(32 per cent) compared to the general population. Only 29 per cent of respondents correctly
identified RA as difficult for GPs to diagnose.
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3.3.5 Internal organs

Only a very small proportion of people were aware that RA can affect the internal organs of the
body (16 per cent), but 16-24 year olds were particularly bad at recognising this (12 per cent).
Counterintuitively, those people who had a personal connection to the disease were also more
likely to believe that RA did not affect the internal organs of the body compared to the general
population - a difference of 7 percentage points.

Age groups of those who answered; True, RA affects the internal organs of the body

All age groups
16-24 25-34 35-44 45-54 55-64

3.3.6 Comparison to other diseases
Encouragingly, only a small percentage of the public believed more people in the UK had

multiple sclerosis (MS) than RA (6 per cent). Although the proportion who thought this statement
was true was much higher among 25-34 year olds (13 per cent).

Social classes who mcorrectly answered true to‘more people in the UK have MS than RA” Al

l . o
4% 6% 8% 6%

Age groups who incorrectly answered to‘more people in the UK have MS than RA’  All age gfoups

16-24 25- 34 35 44 45- 54 55-64

6%
5% 1 3% 8% 4% 3% 3%
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3.4 Risk factors

The survey data suggested that the British public was poorly informed about the risk factors that
lead to the onset of RA. While many respondents realised genetics played a part, only a quarter
were aware of the increased risk posed by smoking. Furthermore, a large proportion falsely
believed that exercise and obesity could contribute to the onset of RA.

3.4.1 Genetics

Around seven in ten (71 per cent) of the British public correctly identified ‘genetics’as a
contributory factor in the development of RA, but significantly less 25-34 year olds correctly
observed the link (57 per cent).

Age groups who correctly cited genetics as a contributing factor All age groups
16-24 25-34 35-44 45-54 55-64 65+
(0}
70% 57% ’ t9% ’76% 4% 77% 71%
3.4.2 Obesity

Over half of respondents (56 per cent) incorrectly identified ‘obesity’ as a contributory factor in
the development of RA. The age group most likely to incorrectly cite this were the 16-18 year
olds, with 49 of the 70 surveyed getting this wrong.

Age groups who incorrectly cited obesity as a contributing factor All age groups
16-24 25-34 35-44 45-54 55-64 5+

c) ) ( CD C -
6% 52% 61% 6% 54% 7%
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3.4.3 Smoking

25 per cent of the British public correctly noted that‘smoking’ can increase the risk of developing
RA.Women (21 per cent) were less likely than men (29 per cent) to answer this correctly, which is
particularly concerning considering RA is around three times more common in women.

Genders who correctly cited smoking as a contributing factor

Female 21% Male 29% All 25%\

344 Exercise

Over a third (34 per cent) incorrectly attributed ‘exercise’ as a factor that can increase the risk of
developing the disease. Those aged 16-24 were most likely to incorrectly observe this (43 per
cent) compared to the general population (34 per cent). This misconception was pronounced in
16-18 year olds where 38 of the 70 surveyed believed exercise was a risk factor for developing RA.

Age groups who incorrectly cited exercise as a contributing factor All age groups

16-24 25-34 35-44 45-54 55-64

\ 349%
43% 39% 36% 33% 26% 26%
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3.5 Age

The survey revealed significant differences between age groups regarding recognition of the
symptoms and risk factors surrounding RA. Younger people were significantly less informed
about the disease, which could affect their decision to seek early treatment should they present
with symptoms.

Age groups who correctly identified symptoms of RA
All age groups

16-34 35-44 45-54 55-64

fEaXttiBeumee @ 29% 43% 45@ ‘43% 35%

Those aged 45 and over were consistently more likely to recognise the symptoms of RA. Around
nine in ten of those between 55-64 (90 per cent) and 45-54 (88 per cent) identified ‘joint swelling’as
a symptom of RA compared to nearly three quarters of those aged between 16-34 (74 per cent).

When looking at those who recognised morning stiffness as a symptom, only 61 per cent of 25-
34 year olds acknowledged this compared to 79 per cent of 55-64 year olds. Additionally, just 23
per cent of the 16-34 age bracket recognised extreme fatigue as a symptom of RA compared with
35 per cent overall and 45 per cent in the 55-64 year old bracket.

All age groups

16-24 25-34 35-44 45-54 55-64 65+

: 71%
Morning - 639 61% ¢9% 77% 79%) | wm77%
Believed [/ [ / | |
RA does 0 0 4%
not occur 5 A) 8% 4% 2% 1% 2 A)
in young
people
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Over half of those aged between 45-54 (52 per cent), and three fifths of those aged between
55-64 and 65+ (58 per cent and 62 per cent respectively) recognised the negative impact of RA
on life expectancy, compared to less than half of those aged between 16-34 (46 per cent). Among
16-24 year olds, 42 per cent were aware of this link, which is still surprisingly high.

All age groups
. 16-34 35-44 45-54 55-64 65+
Believe |
surgery
could 3%
0 0 0 0
completely W 6% 2% 1% 1% 1%

cure RA

Believe

Ko W 46% 47% 52% 58% 62%

expectancy

52%

Many respondents correctly identified that young people could get RA (78 per cent) and that
surgery could not completely cure the disease (68 per cent) with a negligible proportion of
respondents believing the opposite to be true. Of those who thought surgery could completely
cure RA, the age group most likely to falsely presume this were 16-34 year olds (6 per cent) and
25-34 year olds in particular (10 per cent). This pattern was repeated among those who thought
young people could not get RA, with double amount of 25-34 year olds believing this to be trued
(8 per cent) compared to the overall average (4 per cent).
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3.6 Personal connection to the disease

The results suggested those with a personal connection to the disease had a similar (or in some
cases worse) knowledge of risk factors for the disease. The results from all respondents on whether
genetics, obesity, exercise, smoking, mental health and none of the above never strayed more than
4 percentage points from the responses of those who identified a connection to RA.

Women were more likely than men to have a personal connection to the disease. However, the
results of this indicate that those in the lowest social class (DE) were also more likely than any other
to have a personal experience of the disease. In the social class band DE 44 per cent of respondents
had personal experience of the disease in comparison with 36 per cent overall and 33 per cent in
the highest social class bracket AB. This may have implications for raising public awareness of long
term conditions and RA as this section of society is often the hardest to reach with information.

Those who answered; B True
‘I myself, or friends B False
and family close Don’t Know

to me, have been
affected by RA’

Contributing factors identified by those who said; ‘| myself, or friends
and family close to me, have been affected by RA’

» Yt
74% 60% 34% 28% 4% 9%

Genetics Obesity Exercise Smoking Mental Health None of the above

Social classes of those who said; ‘I myself, or friends and family close to me,
have been affected by RA’

‘ 33% 32h 35% 44%
AB

@ c2 DE
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3.7 Understanding the symptoms

The survey data suggests more has to be done to help people understand the symptoms of RA.
A relatively small number of respondents were able to claim they understood the disease and
worryingly few people were very confident about this. Younger people were less confident in this
than older respondents and even those who had a personal connection to the disease struggled
to fully understand the range of symptoms.

People who agreed they understood the symptoms All'age groups
16-24 25-34 35-44 45-54 55-64
0
4% 33% 40% 47% 48% 50% 41%

41 per cent of the surveyed British public said they understood the symptoms of RA and only
8 per cent agreed strongly with this statement. This was echoed in earlier survey results which
found that 71 per cent incorrectly thought ‘crunching and grinding of the joints’ was a sign of
the disease (a symptom more commonly associated with osteoarthritis) and the fact that only
33 per cent also claimed to know the difference between RA and osteoarthritis when asked
directly (see section 3.8).

There was a direct correlation between age and understanding of the symptoms. 24 per cent
of 16-24 year olds claimed to understand the symptoms of RA, compared to 41 per cent overall.
Awareness increased incrementally with each age group and those aged over 65 were the best
informed - half said they understood the symptoms. By comparison, only 17 per cent of 16-24
year olds said they understood the difference between RA and osteoarthritis, which rose to 47
per cent of those aged 65 and over (see section 3.8).

69 per cent with a personal connection to the disease said they understood the symptoms
of RA, while more than a quarter of this group (27 per cent) said they did not understand
the symptoms.
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3.8 Understanding the difference between RA and osteoarthritis

The survey results revealed a correlation between age and understanding the difference
between RA and osteoarthritis. Seeing public information on RA significantly increased a
respondent’s ability to differentiate between the two forms of arthritis.

Only 17 per cent of 16-24 year olds and 11 of the 70 16-18 year olds surveyed purported to know
the distinction between the two forms of the disease. In fact, of those aged 16-18, none were
very confident they knew the difference between RA and osteoarthritis.

More than a quarter (27 per cent) of people with a personal connection to the disease said they
did not understand the difference between RA and osteoarthritis.

People who agreed they understood the

difference between RA and Osteoarthritis All age groups
16-24 25-34 35-44 45-54 55-64
L N .
17% 23% 29% 36% 40%0  47% 33%

Encouragingly, 24 per cent of those surveyed who said they knew the difference between the
two types of arthritis had seen information displayed in public about the symptoms of RA,
whereas only 10 per cent of respondents in general claimed to know the difference.

3.9 Differences between England, Scotland and Wales

There was little overall variation between the ability of each country’s population to recognise
the symptoms of RA and the risk factors involved in developing the disease. However, English
and Scottish people were slightly better informed than Welsh people. There was a similar
appetite for education around long term conditions including RA.

Crunching and
grinding of the
joints

J L/
England M 85% 60% 70% 34% 6% 4% 7%

Scotland 84% 71% ’
779

Wales 83%

Joint swelling ~ Morning
stiffness

Extreme Migraines Vomiting  None of the
fatigue above

L/
41% 5% 2% 7%

I L/
76% 35% 10% 4% 7%

000
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Scottish respondents were more likely to recognise extreme fatigue as a symptom of RA (41 per
cent) compared to those in England and Wales. People in England (70 per cent) were less likely
than those in Wales (76 per cent) and Scotland (77 per cent) to incorrectly identify crunching
and grinding of the joints as a symptom of RA. However the degree of misconception around
crunching and grinding of the joints was still universally high.

People in England were more likely to recognise RA’s effect on the internal organs of the body, with
16 per cent recognising this in comparison with 12 per cent in Scotland and 10 per cent in Wales.

Encouragingly, only 1 per cent of Scottish people mistakenly thought RA did not occur in young
people, however the figures of 4 per cent in both Wales and England were also low.

People who answered true to the statements:

England Scotland  Wales England Scotland  Wales
RA can negatively RA can negatively ‘
affecta person’s 52% 51 % 47% affect a person’s 80% 83% 85%
life expectancy ability to walk
\ short distances
diagr?:ssecsz\ 27% 24% 25%
easily Women are more \ \
likely to have RA @ 29% 29% 26%
RA affects the ‘ W, than men
internal organs | 16% 12% 10%
of the body

I
Surgery can RA does not occur
completely @l 3% 2% 2% in young people 4% 1% 4%
cure RA

In terms of life expectancy, ability to walk short distances, ease of GP diagnosis, ability of surgery
to completely cure RA and gender susceptibility to the disease, the results across all the countries
were very similar to the general population average and no country fared worse.

Contributing factors and countries breakdown
England  Scotland Wales England Scotland  Wales

Genetics 71 %’ ‘ 69% G %’ Sl ] 25%\ ‘ 28%| ‘ 1 8%'
J I
Obesity = 56% 55% 65% Mental Health = 494, 2% 2%
Ny ©
Exercise W34% 31% 33% None of the above 1304, 12% 9%
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People in Wales were far more likely to falsely assume obesity played a role in developing RA (65
per cent) compared to those in England (56 per cent) and Scotland (55 per cent). Additionally,
Welsh people were less likely to realise the impact of smoking in comparison to Scotland and
England. 18 per cent of the Welsh noted this as a risk factor, whereas 28 per cent of Scottish
people did and a quarter of English people (25 per cent).

Similar results were observed across all three nations regarding attitudes to genetics as a
contributing factor. This was also the case in the number of people who incorrectly identified
exercise and mental health as factors.

3.10 Ethnicity

There were significant differences between ethnicities in terms of recognising the symptoms
and impacts of RA. In the majority of cases BME respondents were less well informed than white
respondents, even though more BME respondents claimed to have seen public information on
the disease symptoms. This suggests that existing public awareness information campaigns
targeted at these populations are ineffective.

. ) Crunching and
Joint Morning grinding of the Extreme Migraines Vomiting None of

swelling stiffness joints fatigue the above

] r L/ /
86% 73% 73% 36% 6% 4% 6%
» S
2 63% 41% 57% 22% 9% 3% 17%

86 per cent of white respondents recognised joint swelling compared to 63 per cent of BME
respondents. 73 per cent of white respondents identified morning stiffness as a symptom
compared to 41 per cent BME respondents, and 36 per cent of white respondents were aware of
extreme fatigue as a symptom, in comparison to just 22 per cent of BME respondents.

White

E

BME respondents were also less likely to realise the impacts of RA. For example fewer BME agreed
that RA could negatively effect life expectancy (44 per cent) compared to white respondents

(53 per cent). Fewer BME respondents also correctly identified RA's negative effect on a person’s
ability to walk short distances (64 per cent) compared to white respondents (82 per cent).

Furthermore, a greater number of BME respondents incorrectly believed surgery could
completely cure RA (12 per cent) compared to white respondents (2 per cent). A greater number
of BME respondents also thought that RA did not occur in young people (10 per cent) compared
to white respondents (3 per cent). BME respondents were also twice as likely to believe that more
people in the UK had MS as RA (13 per cent) compared to white respondents (6 per cent).

Breaking Down Barriers: Rheumatoid Arthritis and Public Awareness www.nras.org.uk



30

RA can negatively Women are GPs can RA affects the  Surgery can RA does More people
negatively affect affecta person’s more likelyto diagnose RA internal organs completely  notoccurin inthe UK have
a person’s life  ability to walk have RA than easily of the body cure RA young people  MS than RA

expectancy  short distances

white [ 53% 82% ZSh 27&@ 2% @ 6%

However, fewer BME respondents incorrectly identified crunching and grinding of joints as a
symptom of RA (57 per cent) compared to white respondents (73 per cent). BME respondents
were also more likely to realise that RA effects the internal organs of the body (23 per cent)
compared to white respondents (15 per cent).

There were no differences in how different ethnicities viewed GPs ability to easily diagnose RA.
While just under a third of white respondents (28 per cent) and BME respondents (30 per cent)
thought women were more likely to have RA than men. Again, similar results were reported for
the ability of both ethnicities to recognise obesity, exercise, smoking, or mental health. However,
white respondents were more likely to acknowledge the effects of genetics (72 per cent)
compared to BME respondents (61 per cent).

Smoking Mental None of the
Health above

v >
White 72% 56% 33% 25% 3% 13%

Interestingly, BME respondents were more than twice as likely to say they had seen information
displayed in public about RA (20 per cent) compared to white respondents (9 per cent). Perhaps
unsurprisingly, BME respondents were therefore also more than twice as likely to believe that
government was doing a good job of raising public awareness of long term conditions (21 per
cent) compared to white respondents (9 per cent).

Genetics Obesity Exercise

Marginally more white respondents said there should be greater education about long term
conditions in secondary schools and colleges (67 per cent) compared to BME respondents
(63 per cent).
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3.11 Seeing information on the symptoms of RA

Very few respondents had seen information about the signs and symptoms of RA. This was
reinforced by the alarmingly high number of people who had not seen public information and
who said they did not understand the symptoms of RA and could not explain the difference
between RA and osteoarthritis.

Only 10 per cent of British public said they had seen information displayed in public on the
symptoms of RA. This dropped to only 5 per cent among those aged 16-18. More than half
(57 per cent) of people who had not seen information displayed in public on RA also did not
understand the symptoms of the disease and 65 per cent did not understand the difference
between RA and osteoarthritis.

| have seen information displayed
in public about the symptoms of
rheumatoid arthritis

3% 7% 35% 43% 12% 10% 78%
Agree Tend to Tend to Disagree  Don't Net: Net:
strongly  agree disagree  strongly  know Agree Disagree
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3.12 Satisfaction with existing public awareness initiatives

The data from the survey revealed that only one in ten of the British public believed their government
was doing a good job of raising public awareness of long term conditions, including RA.

Less than a fifth of respondents with a personal connection to the disease believed their
government was doing a good job of raising public awareness of long term conditions (17 per
cent) and 73 per cent disagreed with this statement. A third of those who said they had been
personally affected by the disease also strongly thought the government was not doing enough.

‘| believe the Government currently does a good job of raising
public awareness of long-term conditions, including RA’

All age groups
16-24 25-34 35-44 45-54 55-64 65+

N W w w

(0)
9% 13% 10% 10% 7% 10% 10%

Just 1 of the 70 surveyed 16-18 year olds said they felt their government currently did a good
job raising public awareness. 58 of the 70 surveyed in this age group expressed the view that
their government had performed poorly in relation to this.

3.13 Appetite for further education

Owing to the lack of awareness of the symptoms of RA and risk factors for developing the
disease, there was sizeable demand for greater education in schools and colleges on the issue
of long term conditions, even among those 16-18 year olds that were surveyed.

Just over two thirds of the surveyed British public (67 per cent) believed there should be
more education about long term conditions, including RA, in secondary schools and colleges,
including 61 per cent of those aged between 16-24. 48 of the 70 16-18 year olds surveyed
agreed with this statement.

‘| believe there should be more education about long-term conditions,
including RA, in secondary schools and colleges’
All age groups
16-24 25-34 35-44 45-54 55-64 65+

C% ’ 62% ’6% 70% ’ ﬂ% 73% 67%
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4.1 Summary of report findings

The medical evidence presented in the report clearly demonstrates the significance of public
awareness as a both a barrier and an opportunity to improve clinical outcomes for RA pa-
tients. The literature review points out the extensive delays that are currently happening,
which in many instances are jeopardising healthcare professionals best efforts to treat indi-
viduals within the 12 week ‘window of opportunity; with data showing that the average delay
in patients seeking help from their GP being 12 weeks alone and thus obliterating this target.

As evidenced in the literature review, and despite the documented calls from patients and
healthcare professionals for greater public awareness of RA, none of the three countries have
thus far managed to introduce a comprehensive approach. The closest candidate so far has
been Scotland where a needs assessment has taken place and a national public pamphlet has
so far been produced on the signs and symptoms of RA. However, it is unclear whether this is
a standalone activity or not.

In contrast, although Wales has in the past attempted to develop a vision which includes ref-
erence to the role of enhanced public awareness there is no evidence of any planned activity
by the Welsh Government or its institutions. The UK Government also has an unsatisfactory
track record having rejected earlier widespread calls for a nationally funded public aware-
ness campaign on RA and having failed to include any meaningful reference to the role of
enhanced public awareness across its main strategic documents governing long term condi-
tions and public health.

The results of the national survey generated some genuinely surprising information about
the overall levels of public awareness. In line with some of the findings in the literature
review, it was very apparent that the majority of respondents were not fully aware of the
different forms of arthritis, with a great deal of confusion between RA and osteoarthritis.
Only around two fifths of respondents understood the symptoms of RA and only one in ten
were very confident they could identify them. Most surprisingly of all, the survey uncovered
evidence that even those who have a personal connection to RA (through either themselves
or family and friends having been affected by the disease), were still misinformed regarding
some symptoms.

With regard to the impacts of the disease, general public awareness was high regarding the
disease’s impact on mobility. However, evidence around understanding of risk factors was
mixed. For example a large proportion of survey respondents identified genetics as a contrib-
utory factor. However, of significant concern only a quarter of respondents understood the
links between RA and smoking.
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The survey revealed significant differences in the attitudes of different age groups regarding
recognition of the symptoms and risk factors surrounding RA. Those in younger age groups
were far less likely be aware of the symptoms of the disease and the factors that could contribute
to the possibility of them developing RA, while also incorrectly identifying factors that have no
known correlation, such as obesity. Rising levels of awareness were observed with the rising age
of respondents, suggesting that further work is required to engage people at an earlier age to
avoid people learning about the disease symptoms too late.

Our survey results supported some of the findings in the literature review regarding different
levels of public awareness among ethnic groups, with the results suggesting that BME
respondents were less well-informed about the symptoms of RA and some of the impacts of
the disease, such as the effect on mobility and life expectancy. This has implications for future
public awareness campaigns because it indicates that a ‘one size fits all’ to devising public health
messages around RA may not be appropriate and that additional forms of communication may
be required to better inform the BME population.

In relation to the success of existing approaches, of deep concern, a very small number of people
reported seeing public information about RA symptoms, yet the survey illustrated that seeing
previous public information did little or nothing to increase a person’s awareness of the disease
symptoms (apart from helping people to differentiate RA from osteoarthritis) indicating that
current public awareness information about RA may be ineffective. In support of this, only one
in ten believed their government was doing a good job, with the most damning assessment
coming from 16-18 year olds with only one individual agreeing that their government was doing
a good job and tellingly a miniscule number of respondents in this age category claimed to have
seen public information about RA.

4.2 Recommendations

Public awareness of RA among British survey respondents is very low with little public
information about the disease having been observed by respondents. In light of existing calls
for further investment by patients, healthcare professionals, and leading organisations, the
governments of England, Scotland and Wales are urged undertake reviews into the effectiveness
of existing approaches towards raising public awareness of long term conditions, including RA,
which should then be published to enable stakeholders to benefit from the findings.

Taking into account the results of these reviews, the governments of England, Scotland and
Wales should then undertake activity to initiate more comprehensive approaches to raising
public awareness of RA and other long term conditions which are less ad hoc, go beyond the
provision of simple poster campaigns and instead engage in a fuller spectrum of the media. This
should include plans for more co-ordinated and effective displaying of public information in GP
surgeries, community pharmacies and other healthcare settings.

Not only do we remain concerned that existing approaches to raising public awareness of RA
remain too simplistic, but that the types of messages employed are not sufficiently targeted and
do not take account of significant variations in levels of understanding about the disease found
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between different age groups, genders and even ethnic backgrounds. We therefore recommend
that future public awareness campaigns around RA take into full account these differing
population needs.

Given the low levels of satisfaction with existing approaches to raising public awareness to long
term conditions, including RA, among the 16-18 year olds surveyed in the report we suggest
that any co-ordinated plans brought forward by governments should include a more formalised
component within secondary education in schools and colleges to alert young people to the
risks of developing inflammatory arthritis and other significant groups of long term conditions.

Finally, we recognise that governments alone cannot deliver enhanced public awareness of these
diseases. The voluntary and community sector has an important contribution to play through
pooling its resources and bringing the additional insight of our members into the design and
execution of these campaigns. Therefore our final recommendation is that governments in
England, Scotland and Wales instigate high-level stakeholder dialogues with the voluntary and
community sector as soon as possible to establish priorities and leverage appropriate resources.
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