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Pain UK Annual Report

This is the second annual report of the Trustees of Pain UK.

Aims 
Pain UK was established on 1 November 2011 and received charitable status in January 2012 (registered charity number 1145561). Its objectives, as stated in the constitution, are: 
· To relieve the suffering of pain, in particular by bringing together voluntary organisations established for the relief of pain sufferers in a common effort to improve their care, treatment and management 

· To advance the education of the general public on the causes, effects, treatment and management of pain; and 

· To promote social inclusion for the public benefit among people living with pain who may be socially excluded from society, or parts of society, as a result of poor management of their condition and the physical, psychological and social issues that can ensue. 

In pursuit of this, Pain UK has set itself four key objectives: 
· To improve the efficiency and effectiveness of member charities, thus enabling them to advance the education of the public, reduce social exclusion and improve quality of life for people in pain 

· To educate the public and those who work with people in pain so that they come to understand that pain is an important issue in its own right, deserving of more effort to improve care, treatment and management of pain 

· To highlight support for people in pain where it exists, thus helping to improve their care, treatment and management 

· To raise awareness of the need for additional forms of support where none exists 

In year one, the overarching priority was to understand the strengths and weaknesses of member charities and those they support. Pain UK also prioritised creation of a visual identity and establishment of a website bringing all the members together. We engaged in some awareness raising work and worked with partner organisations on particular issues. 
In year two, the focus has been on consolidation. Membership of Pain UK has continued to grow and the charity has further raised its profile and influence within the sector. The main activities will be described later in this report.
The AGM 

Trustees must hold an Annual General Meeting (AGM) within 15 months of the start of the previous operating year (which, in our case, runs from 1 November to 31 October). At each AGM, all Trustees step down and those who wish to continue in service must put themselves forward for re-election. 
Trustees are also required to present annual accounts and these have to be independently produced if the charity’s income exceeds £25,000. 
Trustee business: 

During Pain UK’s first year the following Trustees were elected or co-opted: 

At the inaugural meeting of Pain UK held on 1/12/2011: 
· Sean McDougall (Chair) 

· Christine Hughes (Secretary) 

· John Richardson (Treasurer) 

· Alicia Alinia

· Andy Barnard

· Antony Chuter

· Jo Cummings

· Marian Nicholson 

During the year, Chris Hughes was forced to step down from her role as Secretary and she was succeeded, in turn, by Jo Cummings and Antony Chuter. Chris remained on the Board throughout.
During the year there were five meetings of the Board of Trustees. In addition, a number of sub-committees and project teams were established to progress the business of the charity, including Executive, Fundraising, Policy and the Pain Champion committee. The Executive met monthly as a minimum. 
Advisory Board: 

Pain UK maintains an Advisory Board of experts from different sectors. Members of the Advisory Board have no rights in relation to Pain UK. At the present time, its members are: 
· Martin Johnson (RCGP Chronic Pain Clinical Champion) 
· Ros Meek (Founder Trustee of Pain UK before she left ARMA to become Government Affairs Manager, Medtronic Foundation) 
· Steve Gilbert (National Lead Clinician for Chronic Pain in Scotland) 

· Jean Gaffin (Founder of the Chronic Pain Policy Coalition and winner of our inaugural UK Pain Champion Award). 

The Advisory Board is used on an ad-hoc basis, normally by phone call to an individual on a particular issue, with a formal meeting annually. The gaps in the Advisory Board were recognised both in terms of its geographic reach and skill spread and we are looking to fill these. 
Main Activities of the Charity 
Following the outstanding success of the charity in its first year, the priority has been on consolidation, and gradually moving from a research framework to one focused on delivery. 
The rapid expansion of the charity made it imperative that we implement a fundraising programme. We therefore commissioned a charitable trusts fundraising strategy and contracted Fiona Muir, a freelance fundraiser, to draft applications on our behalf. Even in a difficult climate we have won support from trusts of all different sizes, ranging from Awards 4 All to the Hospital Saturday Charitable Trust. One of our graduate volunteers, Meghan Evans, is currently working on a fundraising strategy for Pain UK, including corporate and event fundraising.
In the course of the year, we received donations and membership subscriptions totalling £11,037, and received notification of donations totalling £10,000 that would arrive after the year end.
Pain UK wishes to place on record its thanks to our many supporters for the help they have provided and for showing faith in the charity as it continues to develop. All donations are acknowledged on our website unless the donor requests anonymity and the Board agrees that the request is reasonable (for instance, some charities have a policy of giving anonymously and without condition).
Membership 
We started with seven founder members and the membership sub-committee led by Marian Nicholson and Chris Hughes was charged with recruiting new members.  By September 2013, we had 25 full members, seven associate members and five individual members. We are continuing to identify and recruit new charities both big and small. Members have been kept informed of our progress by regular newsletters.

Over the last year, we have supported members by providing:
· Invitations to free training events

· The opportunity to display leaflets and posters at conferences for the British Pain Society's Scientific Meeting and at a training day for GPs interested in pain

· Opportunities to take part in a street collection at Waterloo Station
· Help with profile-raising via AskCharity, which links charities with journalists looking for stories

· Details of consultations to which responses are invited, along with suggestions for what content could be included

· Two separate invitations to have a film made to their own specification, one free and one for £1000

· And we have started to build bridges between pain charities and spread good practice via a monthly newsletter highlighting good practice and new developments.
International Organisations 

Pain UK plays an active part in two international alliances. Pain Alliance Europe, based in Brussels, was founded in part by three Pain UK trustees along with counterparts from Germany, Romania, Finland and Italy. The charity is represented at Board level by one of our members. 

Pain UK has also played an active role within the International Association of Patient Organisations. In January, our Chair led a professional development seminar on improving stakeholder engagement. Throughout the year we have also contributed to a working group designing tools to make it easier for patients to describe the impact of their symptoms.
Support 

The charity’s infrastructure is being developed in stages and in line with affordability. In year one, Trustees did almost all of the work. In year two, the charity won a six month full time secondment from BT, and also secured funding to contract-in a part time administrator and professional web writing and fundraising services. 

In April, Pain UK obtained a grant from Awards for All to recruit a panel of volunteers to help the charity and its members to improve their effectiveness. This work is described in more detail later in this report.
Website 

Pain UK’s objectives include promoting understanding of pain, enabling pain charities to speak with one voice on the issues that they have in common, and providing support to those charities to help them become more efficient and effective.

Our website, launched at the charity’s first AGM, achieves all of these objectives admirably. As a dynamic and responsive website, it self-organises data presentation and optimises it for the size of the viewer’s screen. All pages on the site are optimised for search engines, meaning that they are deliberately designed to find their way to the top of searches on Google and Yahoo without being sponsored. 
This enables us to reduce labour costs while allowing people everywhere to access information on pain, written in layman language, on the device of their choosing and at any time.

Our initial research suggests that many people who phone helplines find the number by going online. However, most of our members are only able to offer part time support by phone, and very few are open all night. Pain UK responded by asking each charity for their helpline’s top five most frequently asked questions, along with model answers. These were then turned into single issue web pages optimised around the terms that people would use when searching for help.

The impact has been very positive:
· We have found that many of our member charities do not secure a high ranking on search engines when benchmarked against the search terms that people in pain use. Pain UK’s pages, by contrast, frequently appear in the top two or three results.
· Having observed this, Pain UK has been able to advise members of the number of people searching for help using specific terms, and also where the charity appears in search results that do not include its name. This has then prompted several members to rewrite sections of their website. This in turn is helping people in pain to find their way to support very quickly, and with the fewest possible number of clicks, at any time of the day or night. 

· A secondary benefit is that it has relieved pressure on the helplines and also offered choice for the person in pain. For instance, we believe that young people in pain are more likely to seek help online rather than via a helpline.
· The volume of web traffic has trebled in a year, and we now receive around 1000 authentic visits a week from people researching pain. Many people stay on the website for between 20 minutes and an hour, reading everything they can about specific issues (for instance the side effects of a particular drug). They then visit a member charity’s website for a further 20 minutes before coming back to the Pain UK site. The site is therefore serving as a gateway to information on member charity sites as well as relieving pressure on them.
· In addition, analysis of the visitor paths has established that Pain UK’s website also provides services comparable to a helpline supporting 100 people a week.

In August the impact of the site was recognised when TV medic Dr Hilary Jones fronted a series of short videos discussing pain management. These videos are being added to the site in small batches, with each one driving up traffic.
Policy 

The Policy sub-committee broadened its membership this year to include representation from the legal sector. During the year it took forward a number of initiatives:
· The committee produced a draft document listing ten legal rights that people in pain may not be aware that they already have. For instance, people who have been in a car crash can receive treatment before liability has been established, with costs being transferred to one or other party when the case is concluded.
· Chris Hughes, the sub-committee’s Chair, advised Pfizer on the content of their patient information pamphlets.
· Marian Nicholson, the membership secretary, who also sits on the sub-committee, provided comment on consultation documents produced by the British Polio Foundation. 

· It has also begun to research pain levels and has secured approval to use pre-existing national opinion poll surveys if funding can be obtained
Promotion and Representation 

One of the issues that matters most to our member charities is representation at events. Pain UK has been very active in this regard, distributing leaflets on their behalf at events such as the British Pain Society annual scientific meeting and Royal College of General Practitioners conferences on pain management. 
The charity also speaks up for people in pain at events in Parliament and sits on numerous advisory committees, including the RCGP Stakeholder Group. 

Other activities include: 
· attending events such as the Northern Ireland Pain Summit and the launch of the Pain Summit Report at the House of Commons 

· speaking at events such as the European-wide Societal Impact of Pain conference 

· attending conferences organised by National Institute for Clinical Excellence and the Royal Pharmaceutical Society 

· participating in training, with a view to passing the knowledge on to members 

· joining steering groups, including the Chronic Pain Policy Coalition Affiliates Meetings. 

The charity responded to a number of consultations including:
· a NICE Neuropathic Pain clinical guideline draft scope consultation 

· a Department of Work and Pensions independent review of the Work Capacity Assessment 

Pain Award 

Each year, Pain UK (working with the British Pain Society and the Chronic Pain Policy Coalition) makes an award to honour individuals who have significantly contributed to defeating pain. This year’s winner was Pete Moore, whose Pain Toolkit has been distributed to 300,000 people and accessed online over 1.5 million times. The charity looks forward to working with him in the coming year and beyond.
Finances 

It is the charity’s policy that all donations are publicly acknowledged on our website, although anonymity was granted on one occasion as the donor was a charitable trust that has a policy of anonymity. 

The charity had total income of £11,037 in the year, comprising donations from charitable trusts, membership fees and bank account interest. Taking expenditure into account and as outlined in our annual accounts, the charity had, on 31 October 2013, a balance of £11,992.
Approved by the Trustees on 10 December 2013 and signed on its behalf by 
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Sean McDougall (Chair)                                                                      Antony Chuter (Secretary)
 www.painuk.org                                                                                   Registered charity number 1145561

