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MS and HIV in the UK

Many similarities, many differences:

• 100,000 people with MS – the same as HIV

• Average age of diagnosis – 35 for both conditions

• Life expectancy reduced by about 5 years

• Dramatic improvements in drug treatment for HIV 

over past 15 years – on their way for MS?

• HIV is infectious, MS is not

• HIV impacts specific communities and is focused 

in urban areas



A short history of HIV and THT

• Terry died in July 1982, THT set up in November that year

• Profound shock and fear of new, deadly, sexually spread 

virus

• Taboos and fears – sex, sexuality, drug use, contagion and 

dying young

• Challenge to Dr / patient relationship, medical research 

orthodoxy, provision of social care, rise of the expert patient

• Speed of drug development – protease moment in 1996 with 

70% fall in deaths in 18 months

• HIV changed from a death sentence to a long term, 

manageable condition













Patients Like Me - HIV



Patients Like Me - MS







Care, support and employment

• UK welfare reforms have the biggest potential impact –
intended to save £8 billion and reduce the number of 
claimants by around 30% 

• Disability Benefits Consortium - national coalition of over 
50 organisations working towards a fair benefits system.

• Hardest Hit - the public-facing campaign against the 
disproportionate impact on disabled people of benefits and 
services cuts.

• Worklife - a web project to support people with chronic 
fluctuating health conditions in employment.

• Care & Support Alliance - calling for urgent reform to 
tackle the social care funding crisis.



Lessons from HIV

•Mobilise personal, political, social, commercial, media 

forces – gather momentum

• Maximise the voice of people with MS through 

campaigning web platforms

• Explore the exciting new possibilities for collecting 

evidence and sharing it

• Have an eye on the long-term, but plan short-term –

flexibility is key

• United we stand – the importance of allies

• “Never, never, never give up” Winston Churchill



Useful links

Terrence Higgins Trust – www.tht.org.uk

MS Society UK – www.mssociety.org.uk

INVOLVE – www.invo.org.uk

James Lind Alliance - www.lindalliance.org

Patients Like Me - www.patientslikeme.com
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