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Date
Name of person letter is addressed to

Address

Dear [use a named contact person wherever possible],

Transverse Myelitis Awareness Day – 9 June 2015

I am writing on behalf of the Transverse Myelitis Society (TM Society).

We are celebrating our 10th Anniversary this year. As part of our TM Awareness Day 2015 celebrations, we are campaigning to raise awareness of Transverse Myelitis - and of the TM Society - amongst health professionals.

The TM Society provides information and support to people affected by Transverse Myelitis (TM) and other related, rare neurological conditions including Acute Disseminated Encephalomyelitis (ADEM) and Neuromyelitis Optica (NMO). The TM Society currently has over 1,700 members, and statistics suggest that there are around 300 new cases diagnosed each year in the UK. 

We would like to ask for your help with reaching out and supporting all those affected by Transverse Myelitis. We have highlighted some ways you might be able to help in boxes like this.

Symptoms of Transverse Myelitis

In case you have not have come across Transverse Myelitis, it presents as weakness or paralysis, particularly of the lower limbs, sensory disturbances, bowel and bladder dysfunction, fatigue, back pain and neuropathic pain. In many instances onset can be around the time of a viral or bacterial infection, or for some following vaccination. More uncommonly it can be a manifestation of other autoimmune diseases such as SLE (Systemic Lupus Erythematosus) or Sjogren’s Syndrome. 

Transverse Myelitis will usually present as a single episode, however recurrent episodes are often an indicator of Recurrent TM, other underlying conditions such as Multiple Sclerosis or Neuromyelitis Optica.

You can help by making sure people presenting with TM symptoms get diagnosed earlier.

Feelings of isolation associated with rare conditions

Living with a rare condition can be lonely. A key part of the work of the TM Society is to help alleviate the feeling of isolation many of those with TM experience, as well as provide information and support.

One way we do this is through providing a network of support groups around the country. Support groups hold regular meetings 3-4 times a year. These give those diagnosed with TM - and their families and carers - the opportunity to come together to support one another. Often there are guest speakers attending to offer medical education, advice on a new way of living, benefits, and so on. You can find contact details for your nearest TM Society support group here: http://supportgroups.myelitis.org.uk 
You can help by putting patients, families and carers in touch with the TM Society and their nearest TM Society support group so they can meet others in a similar situation and obtain ongoing support after discharge from hospital care.

Lack of information

As with other rare conditions, the experience of many people newly diagnosed with TM is that the healthcare professionals they meet are sometimes not well informed about the condition. Consequently, little information is offered to them, and they often turn to the internet in their attempts to learn more. This is often when they come across the TM Society for the first time. Here are some key publications you may find helpful.

TM Society: Essentials of what you need to know about TM

http://www.myelitis.org.uk/about-tm.html 
Brain & Spine Foundation: Transverse Myelitis booklet

http://www.brainandspine.org.uk/information/publications/brain_and_spine_booklets/transverse_myelitis/index.html 
The Walton Centre in Liverpool and John Radcliffe in Oxford: TM Specialists

http://www.thewaltoncentre.nhs.uk 
National Institute of Neurological Disorders and Stroke: Transverse Myelitis Fact Sheet

http://www.ninds.nih.gov/disorders/transversemyelitis/detail_transversemyelitis.htm 
Transverse Myelitis Association: Transverse Myelitis (including epidemiology)

http://www.myelitis.org/tm.htm 
You can help by familiarising yourself and your colleagues with the latest medical information available on Transverse Myelitis.

The TM Society has an Introductory Leaflet designed to hand out to newly diagnosed patients. You can download it free of charge from here: http://www.myelitis.org.uk/resources.html 
Newly diagnosed patients also find the Brain & Spine Foundation’s booklet on TM helpful (above).

You can help by giving a copy of the TM Society Introductory Leaflet and Brain & Spine Foundation’s TM booklet to anyone newly diagnosed with Transverse Myelitis, and/or to their family and carers.

There is a range of information on managing symptoms and treatments on the TM Society website. For many people access to physiotherapy - in particular to a neuro-physiotherapist - is an important aspect for recovery and well-being.

You can help by making sure people have access to appropriate and on-going help with managing their symptoms, including neuro-physiotherapy.

How we can help you

There is a special section on the TM Society website for health professionals. It can be found here: http://www.myelitis.org.uk/health-professional.html 
We keep all our members up-to-date with the latest news and developments through regular email newsletters. You can join as a health professional here: http://membership.myelitis.org.uk/supporter.html 
Local members diagnosed with Transverse Myelitis may be willing to come and talk to you and your colleagues about living with TM, and related conditions such as ADEM (Acute disseminated Encephalomyelitis) and NMO (Neuromyelitis Optica/Devic’s Disease). Please get in touch if you are interested in learning more by emailing info@myelitis.org.uk.
Thank you.
Thank for taking the time to read this letter and for whatever help you can give with raising awareness of this rare condition.

Yours sincerely,
[Add your signature]

[Your Name]

[Your contact details, if you are willing to share these]

[Contact details for the local TM Society support group, if applicable]

[If you are organising an Awareness Day activity or event you may like to include an invitation and poster.]
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