Dear [ICB Chair / Chief Executive / Director of Commissioning],

I am an adult living with cerebral palsy, writing to you as someone who relies on NHS services across [your local ICB].

Cerebral palsy is a lifelong condition, yet in practice specialist support largely ends at 18. As an adult, I have experienced how difficult it is to access coordinated, knowledgeable care. There is no routine review of my condition, no clear pathway between my GP and specialist services, and no proactive approach to preventing avoidable health problems.

This gap has serious consequences. Adults with cerebral palsy are significantly more likely to die from respiratory disease, more likely to develop cardiovascular conditions, and far more likely to experience falls than adults without CP. These outcomes are not inevitable. They are the result of a system that still treats cerebral palsy as a childhood condition and leaves adults without structured oversight.

I understand that NHS England now formally recognises cerebral palsy as a lifelong condition, and that NICE guidance for adults with CP (NG119) recommends regular reviews of clinical and functional needs, coordinated care pathways, and access to multidisciplinary expertise. However, these recommendations are rarely implemented in practice.

Your ICB’s Strategic Commissioning Framework creates a real opportunity to change this. Adults with cerebral palsy clearly meet the criteria for proactive population health management: we are a defined, high-risk group with unmet needs, facing a clear transition gap and preventable deterioration. What is missing is a practical delivery mechanism that would prevent emergency admissions, reduce long-term complications, and support people with CP to remain in work.

One proven and cost-effective solution is the introduction of structured Annual Reviews for adults with cerebral palsy, similar to those already established for adults with learning disabilities. These reviews would provide holistic oversight of both medical and therapeutic needs, enable early identification of respiratory, cardiovascular and musculoskeletal risks, and ensure coordination between primary care and specialist services.

As someone living with CP, I want the same preventive, joined-up care that other people with lifelong conditions receive. Annual Reviews would not only improve health outcomes and quality of life, but also reduce avoidable emergency admissions and support people with CP to remain active, independent and in work.

UP The Adult Cerebral Palsy Movement, the only UK charity focused exclusively on adults with cerebral palsy, represents lived experience like mine and is well placed to support ICBs to co-design and pilot an Annual Review model aligned with national policy and commissioning requirements.

I would welcome the opportunity to understand how [your local ICB] plans to identify and address the needs of adults with cerebral palsy within its population health strategy, and whether there is scope to explore piloting Annual Reviews locally.

Thank you for considering this. Adults with cerebral palsy deserve the same proactive, preventive care as other people with lifelong conditions, and I hope [your local ICB] will help make this a reality.

Yours sincerely,

[Your name]
