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SUMMARY
Overview

The Pain Summit 2011 took place on Tuesday 22 November at Central Hall,
Westminster.
The Summit was well attended by a wide variety of delegates, ranging from health care
professionals to commissioners, academics and patient groups. The morning session
included addresses from Earl Howe, Professor Sir Bruce Keogh and Professor Dame
Carol Black, combined with accounts from patients and professionals and two panel
discussions. Delegates then split into smaller groups to attend workshops on the themes
of ‘Education’, ‘Public Health: The Wider Context of Pain’ and ‘Quality Commissioning’
in order to discuss the issues that these subject areas raise for chronic pain.
In the afternoon, delegates heard from four speakers about current measures aiming
at improving the lives of those living with chronic pain: The Health Foundation’s Cocreating Health Initiative, Pain UK, the British Pain Society (BPS) Pain Patient Pathway
Mapping Guidelines, and the role of the Royal College of General Practitioners (RCGP)
Clinical Champion for Pain.
After brief reports of the workshops, Dr Beverly Collett, Chair of the Pain Summit
Steering Group, spoke about next steps for the Pain Summit, before the day was
Donaldson.
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Recommendations
Education

The education workshop discussed what measures and initiatives need to be taken
to raise awareness of the educational needs of patients, carers and professionals who
encounter people living with pain (including employers) and to highlight to policymakers and commissioners the key opportunities and challenges in developing
educational initiatives for these groups.
Some of the key recommendations arising from discussions were:
map out current provision and gaps.
level of variation from this measured.
models.
use appropriate platforms to do so.

Public Health

The workshop on public health looked beyond the clinical encounter to consider the
wider context of chronic pain and to consider how the tools and skills of the public
health and other non-clinical communities can be used to help reduce the impact of
chronic pain on individuals and society
Some of the key recommendations arising from discussions were:
chronic pain and other long term conditions.

and undertaking systemic local needs analysis and planning could result in better
outcomes.
is put into practice.
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Quality Commissioning

The workshop on quality commissioning aimed to reach principles which could be used
to better commission pain management at a clinical commissioning group level and to
determine how to achieve a large scale improvement in clinical commissioning groups
which is achievable now.
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REPORT ON THE
PAIN SUMMIT 2011
Introduction

with the challenge to consider what the pain community should

to pain and empower people to improve self management.

the facilitator of the day’s events, Deborah Hall, likened the
challenge ahead to a game of chess, stating that addressing the
variation in pain services across the country cannot be achieved
overnight. A long-term plan therefore needs to be developed
which contains robust actions that will deliver better, more
cohesive services to people living with pain.

to determine how people living with pain are best treated with the fewest number of
steps.

awareness of pain as a public health issue. The initial impetus

Some of the key recommendations arising from discussions were:

commissioning groups and to increase public awareness of ways to prevent chronic

Next steps

The work that began in the Summit workshops will be continued and will form a large
report will be targeted at those who are designing and delivering services for people
living with pain. The report will contain recommendations on all three workshop topics:

7

in Australia to achieve a shift at a variety of levels in health care
policy. The Australian Summit led to a considerable national
from this, Pain Australia was formed. Given the Chief Medical
to date as a result, it was felt that an English Pain Summit could
have a similar impact amongst policy-makers, health care
professionals and commissioners, patient groups and others.

Setting the scene
Secretary of State for Quality at the Department of Health,
referenced the Australian Pain Summit and how it had
stimulated the collaboration that had led to today’s event. Earl
collective burden of pain and the impact it has on many levels
economy. This impact was echoed in many of the later speeches
and presentations, and underlined the fact that the solution
cannot be delivered by organisations working in isolation.
He noted that the variation in the provision of services to people
living with pain is also recognised by Government. Addressing
this is a challenge for the NHS at a time of great change.
Earl Howe spoke of the Government’s plans to change the
structure of the NHS to remove over-centralised management
and replace it with national ‘scaffolding’ that ensures delivery

“The successful management
of chronic pain requires
seamless integration
between primary, secondary
and tertiary care. Patients
should not be left on
their own to navigate
the spaghetti junction of
providers, assessment,
treatment and support.”
– Earl Howe
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to meet local needs. The Government’s challenge is to create

Commissioning Board will promulgate commissioning
guidance.

delivering good outcomes. One such indicator relates to the
quality of life of people living with pain.
same language as the provider organisations. They are therefore

“…I think it goes as far
back as the Greeks who
felt that the broader
aspects of medicine and
surgery were about three
Bruce also spoke of the legal issues which have complicated the
administration of pain relief and in particular the concerns that
things; they were about the
prolongation of life, the relief
of pain and the correction
suffer from depression, whilst for people with a long term
condition, 50% of their loss of quality of life is due to the pain
of deformity…I put relief of
pain in the middle of those
three because prolongation
is what they wished to do, then we could avoid the estimated
of life turns into prolongation
of death if we don’t deal
needs to focus on pain, if not for compassion and humanity, then with pain properly.”
for economic reasons.
– Professor Sir Bruce Keogh
joined-up services.
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“…I don’t aspire to
European mediocrity. I’m
sure none of you in this
Sir Bruce referred to the recently published National Pain Audit
which provides further evidence of the variation in access to pain room aspire to European
services across the country. For example, 28 PCTs commission
mediocrity and I know Earl
pain clinics in England claim to be multidisciplinary, only 40%
Howe doesn’t. So let’s not
could provide the evidence to support their claim. The results
provide clear evidence that pain is not at the top of the agenda in
set our sights on some kind
many parts of the local NHS.
of European average. Let’s
The NHS reforms provide delegates with the opportunity to
look at how to address some of these issues. Sir Bruce invited
set our sights on being the
make the NHS ‘good’ in terms of treating people with acute and
best.”
chronic pain and to then come back and tell him and Earl Howe
how they can help deliver the services that delegates want for
people living with pain.
– Professor Sir Bruce Keogh
range of long term conditions; only 13% of people who live with
pain have that as an isolated condition whilst 46% of people
living with pain have three or more other long term conditions.
This makes their care and treatment more complex.

Possibly the starkest fact that Sir Bruce gave was the time
between presentation with chronic pain and receiving a
satisfactory diagnosis and treatment: in Europe it is 1.9 years,
challenged delegates not to accept European standards and to
aim higher.
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The impact of pain on individuals and society
from day to day.
student, described how she can no longer work in a laser
laboratory, full-time, as part of a group of academics with a busy

in pain, most commonly with headaches, musculoskeletal
problems or abdominal pain. Not all need to be seen as their
pain is not severe or troublesome; however 15% of children and
adolescents in the country do see their GP with pain and there is
huge pressure for diagnosis.

is uncertain as she doesn’t know if it will go away or get better, or
whether she will be able to pursue a career as a scientist.
Simple things like doing the washing-up have become a
challenge, with the choice of either doing them and then being
in pain, or having to rely on someone to do them for her. She
described the isolation of being in the house on her own for most
of the day, and her frustration of not being able to live the life she
once had.
Seventeen-year-old Hollie was diagnosed with Complex
Regional Pain Syndrome just before she started her GCSE
years. She explained the problems she encountered in missing
school due to appointments and her pain, how she couldn’t
always concentrate if she was able to attend school, and of her
desire to go to college and university which has been put on
hold for twelve months. She revealed that she can no longer
be spontaneous and has had to miss many things that other
teenagers take for granted: for example, going paint-balling for
her friend’s birthday.
However alongside the negative impact that pain has had on
her life, Hollie was also keen to point out the positives. She
has discovered new skills and is now considering a career in
journalism, having written articles for the last two years, and
wants to use her story to inspire others. Although unable to take
part as hoped in the 2012 Olympic Games as an athlete, Hollie
will be running the largest independent media centre for the
Paralympic Games.
One of Hollie’s key messages, though, was how lucky she had

Multidisciplinary teams are needed as drugs are not the answer,
but such teams are relatively expensive to commission. Dr
Goddard suggested that some services could be commissioned
nationally, operating as a hub and spoke model to ensure not
only coverage across the county, but also consistency of services.

“Now I have to carry out
… a cost benefit analysis
of every activity I do. Will
the enjoyment I get from it
outweigh the pain that I’ll
have to pay for it?”
– Kiera Jones

However, education is a key aspect that needs to be addressed in
fundamental if we are to manage patients well in primary care.
Veterinary surgeons receive more pain training than health care
professionals, although the British Pain Society (BPS) is actively
trying to improve the content and volume of pain training.
There are no training centres for physicians in paediatric pain as
them to be trained. There are no accredited doctors, nurses,
physiotherapists or psychologists in paediatric pain. This, Dr
Goddard believes, robustly demonstrates the need for specialist
commissioning of paediatric pain services in order to facilitate
the training of health care professionals.

communication from the outset and being told that you can have
pain for no particular reason so that you can begin to develop
coping strategies and accept it. For Hollie it was being treated
more as a person and not a number.

variation in services highlighted by the two keynote speakers.
Goddard then spoke of the impact on parents whose children live
with pain. He described their feelings of guilt and frustration, of

and Public Representative Neil Betteridge spoke of isolation,
focusing on how older people living with pain can be affected.
Despite the expense of heating bills, the alternative of paying for
taxis to go out because public transport is not an option means
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“Everything I do now has
a price in pain…it’s
not really the pain itself
that’s the problem. It’s
the consequences of the
pain that have the biggest
disruption on my life.”
– Kiera Jones
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that many people choose to stay at home, leading to further
isolation and an increased potential for depression and obesity.
He suggested that technology could go some way to addressing
isolation, although it was agreed by all the panellists that this
was no substitute for meeting up with other people to share
experiences. There is also a key role for patient groups to play,
and for health care professionals in ensuring that people living
with pain know how to access them.
Specialist Consultant in Rheumatology and Senior Clinical
that changing demographics mean that older people and people
cohort. He believes that the use of language is important; being
able to explain and reassure people that there may not always
adjust to living with pain.
A common problem that people living with pain have is the lack
The panellists talked of how blood pressure and blood sugar
diagnosis, and they can face scepticism from employers and
work colleagues. The lack of a diagnosis means that they cannot
awareness of the issue is needed within employing and teaching
organisations. Neil described how living with pain is like a
relationship and at any one time one party can be stronger than
the other. Pain can be seen as an invader and people living with
pain need to be able to take back control. Giving it a name is
part of that process.
The panellists agreed that unless you live with pain you cannot
training, health care professionals are not told what it is like to
have pain, yet understanding this is crucial if you are to help
people.
pain on individuals, as with the NHS, it was noted that there is
currently variation in the approaches taken. Some schools are
very accommodating but others are not; raising awareness of
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“Being in pain doesn’t have
to define who you are.”
“I had a mixed experience
with the NHS – my pain
management doctor was the
first healthcare professional
to believe my pain. Others
did not believe I could be in
so much pain.”
– Hollie Sturgess

“It’s like someone ripping my
heart out. I feel so helpless.
but also the psychological impact. Dr Ellis agreed, saying that
I’m supposed to be able
for many of his patients the low mood, depression, fatigue and
sleep deprivation is as big a component of the impact of pain as
to help my kids and I’m
the pain itself. Focussing on the pain itself is not the most helpful
thing and it is as important to look at non-medical support as it
helpless. I feel so helpless.
is to look at medical support.
A great, big F on my report
Finally the panel were asked what one thing would lead to a
card. I could run away but I
wider appreciation of pain in society:
don’t.”
understand that just because you cannot see pain, it does not
mean it is not there.
“We realise as parents we
to achieve and helping them to achieve it.
have to fight an awful lot to
need to seek help yourself.
get our children anywhere,
to get them diagnosed, to
get them recognised, to get
them treated.”
“If I could only get a good
night’s sleep, I actually feel
I could get through with my
pain. When I’m exhausted
it’s the last straw.”
– Anonymous
pain with teaching and administrative staff would go some way
in addressing this.

13

14

A report on the Pain Summit 2011

A report on the Pain Summit 2011

Pain, work and wellbeing

pain may be unable to work or to return to work.

The impact of pain on the ability to work was highlighted in the

The Fit for Work Services trial in Leicester, which aimed
to reduce sickness absence and avoidable job loss through
coordinated services, found that, for one in four of the 222

She described how desirable and possible a healthy, engaged
workforce is and how living with pain should not stop someone

to returning to work.
stakeholders to focus upon:

in understanding the issue and ensuring that they have a wellmanaged organisation that provides the necessary adaptations to
enable people with a long term condition to work; too often there
is the assumption that people with a long term condition cannot
ask people living with pain what is needed to make it possible for

Research in 2006 showed that, of the top ten health problems
impacting productivity, three (back/neck pain, other chronic
health care professionals, employers, employees and would-be

with pain to remain in employment is important so that it can
be replicated and allow more people with a health condition or
Many chronic conditions are associated with pain and require:

criteria is variable across the country and so people living with

“Employment is nature’s
physician and is essential to
human happiness.”
– Galen (129-200)
“Work is generally good for
physical and mental health
and wellbeing.”
– Waddell and Burton (2006)

1. What people can do, not what they cannot do.
2. Early intervention is essential.
3. Imaginative job design is key to rehabilitation.
4. Think beyond the physical symptoms (they are often
associated with psychosocial problems).
5. Assess the direct and indirect costs of pain-related absence.
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“With treatment modification
and work support, we have
had some real successes in
returning people to work.”
– Dr Rob Hampton,
Clinical Director,
Fit for Work Team Social
Enterprise
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Delivering services for people living with pain

Commissioners need to decide:

17

“It’s about getting through
the system to get to the
person you need but you
don’t always know who you
need.”
– Anonymous
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“Empowered patients choose
He agreed with Dr Goddard’s suggestion that due to the relatively
best.”
small numbers of patients who need access to these specialist
services, centralised commissioning of specialist services may be
more appropriate, with local commissioners focusing on primary – Quality commissioning
care services and self-management.
workshop
The panel then discussed the current barriers to early treatment

Workshops

civilians, but to those people then living with worse injuries.

and Professor Paul Watson spoke of the need to ensure that
resources are targeted at those who will not respond to simple
advice and analgesia. Screening of people living with pain to
ensure that they access the right care pathway is important.
However, this will require integrated commissioning of services
to ensure seamless service provision as close to the person as
possible.
It was agreed that the evidence shows that current services do
not empower patients to ask the right questions. Jo spoke of how
even expert patients have problems navigating the current health
Meaningful engagement of people living with pain in the
development and commissioning of services is vital. Dr
David Paynton, National Clinical Commissioning Lead at
the Royal College of General Practitioners (RCGP) Centre for

Workshops focusing on three of the main themes of the day
(education, public health and quality commissioning) took
place before and after lunch. Each started with a series of short
presentations followed by tabletop discussions.

Education
Topics for discussion:
it.

realised.
disability and pain at source.

Key recommendations:

commissioning decisions is a key element of the NHS reforms,
and increasingly there will be a shift of investment from
secondary care to services in local communities.
It was acknowledged that there are already a number of levels
Professor Langford said that care must also be tailored to the
individual’s needs. He went on to state that education is needed
so that people know what to expect from their pain – what is
normal and what is not – so that they are empowered to seek
help when they need it. The role of charities and support groups
is vital in raising awareness.

trying to reach and use appropriate platforms to do so.

the 5th Vital Sign’ is important.
issue.
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Public health
Topics for discussion:
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distinguish between people for whom pain was attributable to
some other condition and those for whom it was the primary
diagnosis.
- Other indicators include work retention, prescribing data and
whether schools have systems to support young people in
pain.
- More work is to be undertaken on this area.
Opportunities to work within existing frameworks:
Kirklees was presented as an example of how treating chronic
pain as a long term condition and undertaking systematic
local needs analysis and planning could result in better
outcomes.
- Many of the public information messages have shared
commonalities with work being done by people working on
the wellbeing agenda.
- Engagement with emerging health and wellbeing boards will
help to move chronic pain up the local authority agenda.

Key recommendations:

standards put into practice and that contract enforcement and
framework may be important.
opportunity to identify gaps in pain management in the
context of other conditions.
standards and processes appropriately monitored for
England will be an important opportunity to ensure that pain is
on their radar.
to be one of the ways of driving up standards of pain
management, but it was noted that previous attempts to

21
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Quality commissioning
Topics for discussion:

Using back pain as a starting point (though this can be
extrapolated into other areas of pain medicine):
group (CCG) implement in primary care for people with back
pain?
pathway of care for people with back pain outside primary
care?

Key recommendations:
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work such as employers and teachers. Commissioning efforts
should focus on creating the environment where these experts
can have a commissioning conversation.

Looking to the future

Dr Dimple Vyas, Consultant in Pain Management, spoke
of The Health Foundation Co-creating Health Initiative, a
programme which aims to embed self-management support
within mainstream health services across the UK and to
equip individuals and clinicians to work in partnership in
order to achieve better outcomes. The programme is based on
the recognition that the health care system for all long term
conditions has to change from being a health care system to
being a health support system. This is achieved by the co-delivery
of the programme by patients and clinicians.
The programme consists of three strands:

with pain are best treated with the fewest number of steps.

1. A self-management programme for individuals which helps
them to actively manage their pain.
2. A collaborative consultation skills programme that is delivered
to all clinicians to assist them in adopting a different way of
working.
3. A service improvement programme which allows the
necessary processes and tools to be put into the system and to
be embedded into everyday practice. Feedback is then used to
make any further changes.

inform clinical commissioning groups and to increase public

The results of the programme were that:

should collaborate to assess health needs linked to pain,

chronicity so that clinicians look at both primary and secondary

management.

better quality of life
with pain are making progress
returning to work and reducing feelings of isolation and low
self-esteem.
charity aiming to provide a stronger, more powerful voice for
people living with pain. Pain UK is an alliance of charities dealing
with pain in different parts of the body. By uniting voices and

23
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working with commissioners and professional bodies they hope
to increase awareness and improve services. Signposting people
to information and services will also be an integral part of their
work.

in the UK is co-codamol. However, there is no system to manage
this prescribing in the same way as there is for the prescribing
of anti-hypertensives, for example. Prescribing is fundamental
to the role of the GP and the RCGP will take the existing BPS
guidance on prescribing opioids and set it in a primary carerelevant format.

Dr Andrew Baranowski spoke on the BPS Pain Patient Pathway
Maps which are due to be available on Map of Medicine. Five
pathways are being developed, involving 50 people from a variety
of backgrounds including people living with pain:
1. Spinal pain – this complex pathway moves from the early
management of spinal pain through to guidance on the
complex cases, including guidance on when a variety of
of risk of chronicity enabling appropriate support and
intervention to be provided.
2. Primary assessment and management – giving guidance
for practitioners on the correct techniques for assessing
pain and supporting early management of those living with
pain. Ensures appropriate management and support, and
encourages self-care. Timelines are included to ensure patients
are not ‘lost’ in the complexity of NHS systems.
3. Neuropathic pain – this pathway expands on the NICE
guidelines and includes a full range of interventions and
support.
4. Pelvic urogenital/pelvic pain – this pathway has been one of
the most complex but is nearing completion.
5. Musculoskeletal pain – looks at the presentation of widespread
aspects of pain that are seen.
Based on evidence and NICE guidelines, they also include an
element of common sense to ensure the best possible pathway
for people living with pain. Other pathways have been discussed
and will be developed in due course.
Dr Martin Johnson spoke of the huge challenge he faces in his
role as Clinical Champion for Pain at the RCGP. It is estimated
that 45% of all chronic conditions management consultations in
primary care involve chronic pain. Accurate pain assessment is
paramount. Get that right, he says, and the rest should follow.
He will be working to ensure that GPs see chronic pain as a long
term condition, not as a symptom.
second most commonly prescribed drug for long term conditions

Next steps

Chair of the Pain Summit Steering Group Dr Beverly Collett
commented on the energy in the room and thanked delegates
Summit is the end of the beginning and that we now need to
develop consensus about what the problems are and to work
collaboratively to achieve the agreed outcomes.
day which will be circulated to delegates and published before
Christmas. The work that has been started in the workshops will
report will be targeted at commissioners, policy-makers and
educators: that is, those people who are designing and delivering
health services for people living with pain. It is anticipated that
the report will be published in spring 2012 with a launch in the
Houses of Parliament.
year programme of work, which may entail other summits, in
order to achieve the agreed outcomes.
To support the development of this work programme, Dr Collett
invited all delegates to join the Pain Summit NHS Network,
which has been established to facilitate ongoing discussion and
information sharing which will feed into the programme of work.
then be to ensure that it is turned into reality, and does not
merely sit on a shelf. Introduction of a quality standard for pain
management would help to ensure that this does not happen.
A considerable number of people and organisations had
contributed to the planning and success of the day, and Dr Collett
gave her sincere thanks to them for all their hard work.
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Closing remarks
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