Open letter to the Secretary of State for Health & Social Care
People living with PSP & CBD need better coordinated care
Dear Secretary of State,
People living with rare neurological conditions like Progressive Supranuclear Palsy (PSP) & Corticobasal Degeneration (CBD) face fragmented care, poor coordination and unacceptable variation in access to support.
PSP & CBD are rare, progressive and terminal neurological conditions that affect movement, speech, swallowing, vision, cognition and behaviour, and over time lead to a progressive loss of independence, high levels of practical need, and substantial emotional strain. A diagnosis of PSP or CBD places very significant demands on individuals, carers and healthcare services. Yet too often, people affected by them are left to navigate systems that do not consistently recognise, anticipate or respond to their needs.
There are no treatments for PSP or CBD, and no cure. However, the symptoms of the conditions can be managed by health and care services – problems with movement and balance can be managed by physiotherapy or falls clinics, communication by speech and language therapy, vision issues by ophthalmology, swallowing by gastroenterology, and so on. Ensuring that the care provided by these services is well-coordinated, and that healthcare professionals are communicating with patients and each other, is vital.
However too often, people affected by PSP & CBD experience a fragmented system that is difficult to navigate, with individuals and families left trying to link disparate services together themselves – arranging appointments, repeating information, chasing support and trying to hold together care across multiple services at the very point when they are least able to do so.
PSPA’s latest community survey, based on responses from 650 people living with PSP or CBD and carers of people with the conditions, found only 38% of people living with PSP & CBD said they had a single named person coordinating their care, while 36% said they did not have one but would like one. Around 49% said healthcare professionals were poorly informed about PSP & CBD.
This problem gets worse as needs increase. As PSP & CBD progress, severity, dependency and care intensity rise sharply, but support often appears too late. In the first year after diagnosis, 70% of PSP & CBD carers had not received a Carers Assessment, while 29% of people living with the conditions had not been made aware of NHS Continuing Healthcare. Too often, the health and care system is reactive rather than anticipatory.
We need your government to take three urgent actions. First, ensure that people living with complex conditions like PSP & CBD have access to a named point of coordination within their care team from diagnosis onwards, so that their care is joined up, easier to navigate and better able to respond as needs change. Second, improve professional awareness of rare conditions and continuity of care across the full range of services people rely on, not only neurology, so that families are not left constantly explaining their conditions to professionals unfamiliar with them. Third, ensure that support for people living with progressive conditions like PSP & CBD is built around anticipating progression, not waiting for crisis, including earlier review of needs, earlier access to formal support, and stronger recognition of carers as a core part of the care team.
Better care coordination would not only improve quality of life for people living with PSP & CBD and those who care for them; it would also reduce avoidable distress, help families plan earlier, and make better use of stretched NHS and care services.
People living with rare, progressive and terminal conditions like PSP & CBD should not have to spend precious time dealing with a system that is not joined up, where the job of coordinating the different services involved in their care often falls to them.
We urge you to address this as a matter of priority, and we stand ready to work with you to deliver this.
Yours sincerely,
PSPA
People living with PSP and CBD, carers, families and supporters
