	[image: image1.png]Transverse

Myelitis

SOCIETY





	TM Awareness Day Press Release



TM Awareness Day Press Release Template 
Date: (insert date) 

FOR IMMEDIATE RELEASE
(Place name) is making waves (or say what you are doing, e.g. baking cakes) to beat isolation
To celebrate Transverse Myelitis Awareness Day on 9th June (Your/organisation/group’s name) from (insert location) is (say what you are doing) to help tackle the feelings of isolation experienced by people living with rare conditions.
On and around the 9th June each year, Transverse Myelitis (TM) Society members, groups and supporters hold events, or do activities, that educate people about Transverse Myelitis (TM) and the work of the charity. Living with a rare condition can be lonely, and Awareness Day brings people from around the UK together for one day giving them a stronger voice.
The personal experience of Sally Rodohan, now the TM Society’s President, shows the challenges people with TM face:
“When I was diagnosed at 12 after being paralysed from the neck down, I’d never heard of the condition and the look on people’s faces, including the doctors’, told me they hadn’t either.” 
Fast forward 46 years before Sally finally ‘met’ someone else with TM when a newspaper headline caught her eye, and alongside it was a photograph of a little girl in a wheelchair who had been diagnosed with TM. She couldn’t believe it. That newspaper article led Sally to the TM Association in the USA, who provided her with contact details for 220 members living in the UK. Sally went on to set up a London Support Group, and then the TM Society. Top of members’ ‘to do’ list was raising awareness.
The TM Society celebrates its 10th Anniversary this year, and is now the leading charity in the UK for people with TM and related conditions with over 1700 members. (Insert your name), said: (Add your own personal quote here: something about the importance of raising awareness and of the TM Society to you, for example “Living with a rare disease can be very lonely at times. Joining the TM Society introduced me to others who understood what I was going through. Awareness Day is a great chance for us all to work together to spread the word on what it’s like living with TM, and to let people know how they can best support us.”. If you are raising money, add something about why, for example “and to raise money for the TM Society so it can help more people.”)
In response to members’ requests, the TM Society first supported a UK TM Awareness Day in 2011. Barbara Babcock, the TM Society Chair, explains the importance of raising awareness to the charity: 
“Awareness-raising brings the TM Society to the attention of those who do not know us, which means we can support more people. Raising awareness amongst medical and health care professionals means they are better able to diagnose and treat their patients, and this may also lead to more research into the condition and ultimately to improved treatments for our members.”
It can be hard for small charities to get their voice heard, but by working together on TM Awareness Day, the TM Society hopes small ripples of activity will lead to a tidal wave of change for its members.
ENDS
Contact: (insert your name, a day and evening phone number, and your email address)
Photo opportunity: (If you are sending a photo provide a caption, or if you are offering a photo opportunity by inviting the press to attend your event, please include date, time and contact details here. Please make sure you have everyone’s permission to use any photographs for publicity purposes.) 
Interview opportunity: (If you are offering the press the opportunity to interview you, or someone else, please include details here.)
For general press enquiries contact: Barbara Babcock, Chair, TM Society by email barbara.babcock@myelitis.org.uk. 
Notes for Editors 
About TM:
· TM is a rare disease of the central nervous system involving inflammation in the spinal cord. Related conditions include ADEM (Acute Disseminated Encephalomyelitis), NMO (Neuromyelitis Optica, or Devic’s Disease), OM (Optic Neuritis) and MS (Multiple Sclerosis).
· Around 300 new cases are diagnosed each year in the UK.
· TM affects people of all ages from 5 months to 80 years; the peak ages for a TM diagnosis appear to be 10-19 and 30-39 years
· The main symptoms of TM are muscle weakness in the legs, change in sensation in the lower half of the body, pain and bladder and bowel problems. Symptoms vary depending on what section of the spinal cord is affected.
· The causes of TM are uncertain. When inflammation happens it is thought to be the result of the immune system mistakenly attacking the spinal cord. TM often develops at the same time as, or soon after, a viral or bacterial infection.
· TM is a ‘hidden disability’. Whilst some people with TM will use a wheelchair for all or part of the time, others may have no visible symptoms. People with TM may not dwell on their condition, or may minimise the effect it has on them as a coping strategy.
· Diagnosing TM is not straightforward. The onset of TM is often sudden, and can be at its most severe state in just 24-48 hours. For others symptoms develop slowly over several weeks. Commonly the first symptoms are pain in the lower back, and a burning or tingling feeling in the legs. The key test for TM is a MRI scan.
· There is currently no cure for TM. Around a third of people with TM will make a good or full recovery, another third will experience limited recovery, and the remainder will make no recovery. Recovery usually begins within two months and can continue for up to two years.
About the TM Society
· The TM Society is the leading UK charity for people with TM. We support people with TM, their family, friends and carers.

· The TM Society aims to reduce the isolation many of our members feel through providing information and support, and works together with its members to raise awareness of Transverse Myelitis.

· This year, the TM Society has launched a ’10 for 10’ fundraising campaign to celebrate its 10th Anniversary of becoming a charity. - http://www.myelitis.org.uk/10-for-10.html 
· There is currently no cure for TM, ADEM or NMO. The TM Society is currently involved in the STRIVE clinical trial here in the UK, which is seeking to determine the best course of treatment for TM. The TM Society all supports other research initiatives. For more information, please go to  http://www.myelitis.org.uk/research.html 
· We have an email helpline. People can email info@myelitis.org.uk with their questions.
· More information on the TM Society is on the website www.myelitis.org.uk/about-the-tm-society.html 
· If people wish to make a donation to the TM Society to support its work they can go to www.myelitis.org.uk/donations.html
Top tips for getting your press release noticed
The press release template above is our suggestion on what you can use. You should add in the missing information, and adapt the headline if you think a different approach will attract your local media. Please do not change the ‘Notes for Editors’ section, or any quotes or facts within the body of the press release.
· Know your target audience, those people whom you most want to read your press release.
· Plan ahead – know which media/press outlets exist in your area and will reach your target audience.
· Keep a list of key journalists (radio and print) in your area and their email address/phone number. If you use Twitter, follow them there. Building up a relationship with your local journalists over time will help you get coverage.
· Call ahead to introduce the topic.
· Keep the release short and to the point (max. 2 sides of typed A4).
· Try to approach your topic from the most original and newsworthy angle.
· If you are sending the press release via email, do not send it as an email attachment. It might not be read. Put it in the body of the email. Use the catchy headline you have used for your press release in the subject line: journalists get hundreds of emails a day and subject lines which say ‘press release’ are unlikely to be opened. You need to catch their attention with the subject line.
· Don’t include logos as they might make the email bounce or be flagged as spam.
· If possible send a photo (350KB or lower) with the release. If not, offer a photo opportunity for the media to attend your event.
· Follow up and resend release if necessary.
· If publicising an event, make sure the media know who will be on site for any queries on the day. 
· If your event is primarily for fundraising, read the TM Society’s ‘How to’ Fundraising Guide for more information. You can download this, and a Fundraising press release template, free of charge from the TM Society website.
When you have finished writing your press release, make sure to delete this page and any other instructions in brackets or parenthesis.
Transverse Myelitis Society | Registered Charity No. 1108179 | www.myelitis.org.uk
	Registered charity number 1108179
	35 Avenue Road | Brentford, London TW8 9NS | United Kingdom

www.myelitis.org.uk | info@myelitis.org.uk
	1



[image: image1.png]