Dear [MP’s name]
My name is [your name], and I am a constituent living in your area. I am [living with/caring for/a family member of somebody with Progressive Supranuclear Palsy (PSP) or Corticobasal Degeneration (CBD)].
I’m writing to you today because people living with these rare, progressive neurological conditions face significant barriers in getting the essential care and support they need.
The UK charity PSPA estimates that 10,000 people in the UK live with PSP & CBD – devastating, incurable conditions that affect movement, balance, vision, speech, and cognition. Health and social care services can help manage symptoms and maintain quality of life, but getting the right support is too often a struggle.
[Insert your personal experience here: briefly share your story of living with or supporting someone with PSP or CBD, how the condition has impacted your/their life, and why support is so vital.]
NHS Continuing Healthcare (CHC) can be life-changing for families like mine. It’s designed to provide a fully funded package of health and social care for people with complex needs – support that can mean the difference between staying safely at home or facing hospitalisation.
Yet according to a new report by PSPA, CHC assessments are inconsistent and often unfair. Only about 1 in 5 people assessed for CHC actually receive it, and decisions on support frequently take longer than a month. Worse still, where you live can determine whether you receive support at all – people in some areas are six times more likely to be approved for CHC than in others. This postcode lottery is leaving many families without the care they urgently need.
[Include another short personal note here: have you experienced difficulties applying for CHC, delays, or unfair denials? What was the impact on you and your family? If you did receive CHC, explain how it made a difference, and highlight that others are missing out.]
Without CHC, the costs of care can be overwhelming – £14,000 per year for regular care visits, £40,000 for a live-in carer, or £65,000 for a place in a care home. These financial burdens add stress to families already facing a devastating diagnosis. Meanwhile, a lack of coordinated care leaves people at higher risk of unnecessary hospital admissions which put further pressure on NHS hospitals.
People with PSP & CBD deserve better. That’s why I’m backing PSPA’s #FixCHC campaign, calling on the UK Government to:
· Improve assessments for CHC so they take account of progressive conditions like PSP & CBD and listen to the experience of family carers
· Provide better training for healthcare professionals who undertake assessments for CHC
· Ensure that somebody with knowledge of a person’s condition is part of their CHC assessment
· Fix the postcode lotteries that see people with very similar needs given different support depending only on where they live
· Fully fund CHC so nobody misses out because of financial pressures in our NHS.

You can read PSPA’s report on CHC here: https://bit.ly/43T75IM.
As my local MP, I ask you to back PSPA’s #FixCHC campaign and to work with PSPA to ensure no family is left to struggle alone. I also urge you to contact PSPA at communications@pspassociation.org.uk to arrange a personal briefing on this issue and what it means for families in our area.
Thank you for your time and for listening to the voices of families like mine. I look forward to hearing from you.
Yours sincerely,
[your name]
[your address]

