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INTRODUCTION

Welcome, all readers to the Fifteenth Annual Report of the 25% M.E. Group.

As a charity, we continue to take a leading role on behalf of the severely affected ME sufferer. This is not just to promote our charity, but to also highlight issues and the needs of the severely affected to statutory, voluntary and various other organisations throughout the UK.
Our membership and supporters play a leading role in influencing the direction of the charity and even though many are very sick and disabled, they are passionate about being involved in making sure that the charity is influencing others about their plight and making the charity a success.

To make this possible we have to devote a great deal of resources in both time, energy and money in making this possible and to date this has been extremely rewarding for the charity and its membership.

GROUP DEVELOPMENTS

As stated in the previous Report, we have had to rely on core funding and some smaller grants and donations from various individuals and organisations, these funds have allowed us to continue to employ the advocacy worker and the administrator for the group and this allowed us to continue to achieve a wider range of services for our members and provide them with much-needed practical assistance in order that they continue to reside independently within their own homes. The Group’s Advocacy Worker is in high demand for the service particularly in light of the benefit reforms taking place at the moment. This has proved to be a well utilised service and we are very pleased to be able to offer this exclusive service to our members.
As some may be aware of, the worker providing the secretariat role for the Scottish Cross Party Group on ME has come to an end, due to its collapse. But we continue the post of Carol in order to work on other projects to raise awareness of ME. This post was made possible through the donations of generous individuals, so we could continue to secure a part time employee to undertake this role.
Salaries and all other expenditure continue to be met from core funds. At present the annual expenditure for running the charity i.e. salaries, rent and general running costs is approximately £1000 per week. Although, this is now financed out of core funds, we feel it is important in order to carry out, as well as the services mentioned above, other vital functions within the group and its operations, especially allowing us to continue to attend more conferences and seminars organised by the Department for Work and Pensions, Social Work Department, local health authorities, various local and regional M.E. Support Groups and other voluntary agencies dealing with disability issues.
As in previous years, we have been able to attend various meetings and be pro-active in delivering various presentations relating to the group’s services to other M.E. support groups.  Attendance at such events provides the Group with an opportunity to have its articles published and promoted via their newsletters and websites. This has helped promote our services and allowed us to reach many more severely affected sufferers. 

We have produced various documents and press releases in order to highlight the plight of the severely affected and to campaign for biomedical research to be undertaken by the UK Government as well as issues relating to carers. In addition we have prepared reports and press releases outlining our concerns and the possible detrimental effects upon our clients in relation to the benefit reforms.  
ANNUAL REVIEW 
MEMBERSHIP

Over the last year our membership has risen with around 75 new members joining. The increase in numbers is largely due to the fact that prospective new members are now able to join the group online and pay to subscribe to the Group at the same time using Paypal facilities.. To date over 85,000 information packs have been sent to GPs, Social Work Departments, Health Centres, Hospitals, Health Shops, Homeopaths, Citizen Advice Bureau’s and the general public.  These mailings have led to many more statutory and voluntary organisations utilising our services, with many more severely affected people being directed to the group.

CAMPAIGNING

M.E. AWARENESS WEEK MAY 2013: ME Awareness Packs to members, carers, 300 ME Networks and support organisations, as well as online ME related message boards. We also contacted many MPs and MSPs with letter concerning the plight of ME sufferers, especially in the light of government changes to benefits etc
FUNDRAISING

We received funding from individuals to employ a new worker for the post of Scottish Information Worker. We continue to send out funding appeals to various Trusts and charities around the UK, which provide us with small amounts of income.
Various fundraising events and initiatives were organised throughout the year, producing greeting and Christmas cards, attendance at car-boot sales, to hiring of stalls at local fairs and coffee mornings.  

These ventures proved to be extremely popular and fruitful for the Group particularly with regard to local recognition and development. 

Special thanks go to all Group Members who donated funds and participated in numerous fundraising events and activities.

OTHER DEVELOPMENTS

We continue to attend and deliver a number of presentations to various M.E. Support Groups within Scotland allowing the Group to reach a wider audience and to promote our services throughout Scotland. As a direct result of this many UK-wide M.E. Support Groups now advertise our services on a regular basis within their newsletters and/or websites.

FUTURE PLANS
AWARENESS DAY FOR THE SEVERLY AFFECTED
We are pleased and proud to announce the launch of another initiative to help raise awareness of the severely affected, through having a separate Awareness Day, aimed specifically at the severely affected. This will be held on the 8th August of each year; which is the birthdate of Sophia Mirzi who died from the effects of ME. Further information can be found in the Summer 2013 Group newsletter.
We are continuing to seek out future sources of funding in order to continue the group and services but also to try to develop the advocacy role further and possibly additional services.
We also hope to seek funding, so we can extend the role of the workers within the charity.
GROUP  INFORMATION

What is the 25% M.E. Group?

The 25% M.E. Group is a unique nation-wide community based group, (staffed by volunteers most of whom are chronic M.E. sufferers, their carers, and 1 full-time/1 part-time paid staff) which provides a range of services to people affected by severe M.E. (Myalgic Encephalomyelitis).
What Service(s) Do We Offer?
We seek to alleviate the isolation that severe M.E. causes by encouraging communication between members.  Because of the varying disabilities severe M.E. can cause, such as - visual problems, vocal/muscular limitations, general chronic weakness of limbs, cognitive problems such as memory loss and concentration difficulties, problems with balance and fine motor control, traditional face to face support-group meetings and activities are not able to be adopted, as most severely affected sufferers are either housebound and/or bedbound.  To overcome this we adopt an imaginative range of media tools and services.  We provide: 

· a twice yearly Newsletter incorporating a Member’s Contact List; 

· telephone support helpline; 

· other activities (such as the six ‘special interest’ groups organised by members) which operate via the Newsletter;
· a group library offering literature, information, and videos relating to both severe M.E. and other (more social) interests;

· practical and emotional support, advocacy, welfare advice;

· raise awareness of this condition though educational literature and attendance at seminars/conferences and increased effective networking;  

· provide financial assistance (via small donations based on an application merit basis) towards respite care, purchase of disability aids and equipment.  All funding restricted to this particular service has been raised by group members and supporters.  Continued funding for this project will require the same funding restrictions.

· encourage members to take an active role in the group (organisation, structure and future development of services).  

· group lending resource of disability aids and equipment.  Limited aids and equipment are 
· offered due to lack of funding to fully establish a comprehensive lending resource service.

· Medical Information and Advice Sheets

· Carers Information Pack

· redesigned, upgraded website
Generating Operational Funding

As with most voluntary organisations we rely on the goodwill and generosity of the public, funders, trusts, organisations, companies etc.   Fund raising is necessary to maintain our current services and develop future initiatives.   The group is particularly fortunate that donations from group members and supporters have continued to be received over the last year.  

In addition, the group continues to take part in local fundraising and community events which help to supplement some core funding and helps raise awareness of the group and services we offer.

Cost of Services to Members?
All services are provided free of charge.  The only fee each member is asked to pay is an annual membership fee of £15.00 to U.K. members and £20.00 to our overseas members.  Membership fees are necessary to assist with reproduction costs of the members’ newsletter, contact list and postage costs. 

 What do volunteers do? And how can they contribute to the group?
As many of our volunteers are severely affected M.E. sufferers, thus restricted in what activities they can undertake, it is amazing to see how many different members are actively involved in the group in one way or another.

It is envisaged that all members, if they so choose, will be able to assist with publicity and promotion, fund raising for the Group by directly contacting organisations in their local community which continues to grow and develop.  All members are assured that administrative support can and will always be provided by the Management Team.   Members may wish to participate in fund raising committees/events; assist with telephone information/support lines, submission of articles or information for the newsletter and development of new services.  A clear example of this was the design and creation of the Group’s ‘Web Page’, in addition to saleable fund raising initiatives developed to raise group funds.  Our members are still the group’s most valuable assets.

The 25% M.E. Group adopts and promotes an Equal Opportunities policy.

Who are members of the Management Committee?

The Management Team currently consists of five main individuals covering the areas of Chairman/Group Co-ordinator, Vice-chair, Secretary, Treasurer, Publicity/Promotions Officer, and Fund-Raising Officer. The Committee (all volunteers) is made up of 75% sufferers and 25% carers and able bodied persons.  Feeding into the Committee are several other members of the Group who run specific direct service activities to help the wider membership. 

What percentage of sufferers perform volunteer tasks, duties etc on behalf of the Group?

We are proud to be able to report once again that approximately 80% of our members would be included under this heading.  One need only to look at membership donations and the various services we provide to support such a claim.

What makes the 25% ME Group unique?  
One would be right to suggest or assume that there are organisations and groups who provide information and services similar to the 25% M.E. Group.  

What makes the 25% M.E. Group unique in it’s own right is that whilst there are organisations both at national and some local levels who can and indeed do meet the needs and provide information to those suffering from CFS and moderate M.E.  (sufferers who are able to undertake day to day tasks, such as shopping, going to work, sustaining a family, some form of independence etc.)  However, it must be stressed that this support is not suitable for the severely affected M.E. sufferer who is housebound and or bedbound. No facilities, support structure etc is provided by the other organisations/agencies, where services are needed the most and or to prevent sufferers becoming totally isolated from the outside world. 

Many of our members have come to the Group through feeling neglected and isolated by the mainstream (i.e. non-severe) support groups as their illness deteriorated.  The 25% M.E. Group is the only group, as far as we are aware, to remedy this situation with relevant appropriate support and services.

CURRENT  AND  FUTURE

AIMS  &  OBJECTIVES

Our primary aim is to alleviate isolation that severe M.E. causes by encouraging communication between members through the various services offered, as stated previously.

We hope to: 

· secure alternative sources of money for future funding of projects.  For example a dedicated telephone counselling and support helpline; employment of a Development Officer to support sufferers in other parts of the UK etc;

· to replace our photocopier 
· further develop our networking with health professional bodies, M.E. support networks, GPs, hospitals, community clinics, statutory and voluntary bodies etc to maximise effective educational promotion and awareness of this condition whilst promoting the group and increasing membership;

· continue to take a proactive role in compiling up-dated research information, reports and statistical information, recording and reporting of developments related to diagnostic literature, the promotion of diagnostic guidelines for health professionals.

· develop current services.  For example, increase respite financial awards, provide statistical literature of this condition for DSS appeal panels, health & social service professionals;

· increase our disability aids and equipment lending resource library service;

· continue to develop information packs which include symptoms and affects this illness can have on an individual sufferer on a day to day basis for various health professionals, social service agencies, independent service providers, GPs’ etc.

One of our long term future goals is to be able to raise sufficient funds to assist sufferers make application to the Group for financial support for essential personal assistance, and to help those who have been unable to obtain Government benefits to support them in their illness.  

Sponsored events help to raise money specifically for this purpose. The committee responsible for assessing grant request applications has over the last year awarded a number of grants.  The awards granted have made a significant contribution to the recipients’ health and well-being.  

However, despite our best efforts, we are still extremely concerned about the number of members who are currently unable to obtain statutory financial assistance for essential day to day needs, such as, someone to help cook a daily meal, go shopping and, where possible, provide assistance to allow necessary adaptations and improvements within the home to facilitate independence.  These are not luxuries in life, but necessary things many able-bodied persons take for granted.  

We are conscious that to develop this initiative we require statutory and or other sources of funding, additional staff and volunteers.   Increased resources, able-bodied volunteers and statutory funding would assist us develop an idea into reality.  We remain hopeful that we will be able to continue to make some progress over the next year.

What effects have lack of funding had on the Group?
· secure funding to allow us to continue to  employ  a full-time Development Officer to work more closely with those residing within Scotland; 

· employment of a Development Officer to work more closely with those residing outwith Scotland;

· employment of sessional staff to develop and deliver specific projects and services;

· Develop a dedicated counselling helpline;

· Secure funding to deliver direct Home Counselling Services.

Outcome of Effective Networking
As a direct result of the legacy received we have been able attend and take a more pro-active role in consultation meetings with various health and community care agencies. There has been an increase in the promotion of the group as a direct result of other agencies and organisations actively advertising our articles in their newsletters and or websites, which has increased not only awareness of this condition but the devastating long lasting affects this illness can cause not only for the sufferer but for the whole family.  We are able to manage more requests for information and advice from various social service departments, voluntary and statutory providers, members and health care professionals.   We are also firmly established on a large number of national, regional and local data base systems.

We are confident the increased awareness of our group’s existence has increased both the group’s membership and awareness of M.E.

Did we achieve the goals set last year?

· YES - we continue to produce a wealth of information for health and social care professionals into the management, care and day-to-day needs of the severely affected M.E. sufferers.  

· YES - our membership and awareness of the group increased throughout the year

· YES - seminars and workshop events were attended and delivered this year.

· YES -  our networking with GPs, social services, health agencies, statutory and voluntary agencies has increased, as a direct result of our advocacy project.
· YES – more members were able to access specific benefits and adaptations as a direct result of having a dedicated advocacy worker.
· YES - the number of funders contacted was down due to the difficulty in sourcing appropriate funders, trusts etc –Overall we are pleased with the progress and developments of the group throughout this financial year.  We firmly believe that any increase in membership, promotion of the group, dissemination of educational material to various agencies and organisation all contribute to and promote an awareness of this illness and the needs of M.E. sufferers.
FINANCIAL   REPORT
The number of funding applications submitted to trusts, companies and other charitable organisations remained consistent with previous years, unfortunately not with a very high success rate overall. 
It is becoming increasingly difficult to access specific funding due to the large number of trust funders that cease to operate due to lack of funds and or changed their own trust giving criteria.

A decrease in public and trust giving is reflected in the number of applications sent out, responses received against donations received.

The increase in both membership fees and new members has also resulted in an increase in membership fee income.

Donations from group members remains consistent with previous years.  

We are very grateful to those who supported the group by way of a financial donation and or ‘gift in kind’ and take this opportunity to thank all of you.
Thank you all for your continued support.

The financial balance sheet and statement of financial activities for the year end have been presented in the same format, as in previous years.  Any member who wishes a fuller explanation of any of the figures or amounts is able, as always to request this via the office.


