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BPS MATTERS
Spring 2026

BPS Matters is a quarterly newsletter that highlights the support the Behçet’s Support Coordinators are providing at the Centres of Excellence:
Published by Behçet’s Patient Support

The Support Coordinators continue to provide essential, compassionate and practical support to people living with Behçet’s disease and their families. 
Their work spans employment, welfare rights, education, wellbeing, advocacy and crisis support — ensuring patients are supported far beyond their clinical appointments. 

Employment, Education & Advocacy
Support Coordinators have continued to help patients remain in work, return after ill health, explore training opportunities and pursue long‑term career goals. With welfare system changes approaching, many patients have needed reassurance that working does not automatically affect PIP or other benefits.
The Employers’ Booklets remain widely used, and positive examples of employer support continue across the public sector, NHS, IT, retail and manufacturing. Coordinators also liaise with adult learning providers for patients interested in basic English and Maths courses, encouraging patients to take the lead while offering guidance.

Young Person Support
Support for young people includes school and college support letters, advocacy around health‑related absences, and help returning to education after long periods away. Coordinators continue to work with paediatric teams, including Alder Hey. Following a recent discussion with a young patient, the need for an age‑specific booklet for adolescents was raised, and this will be explored further with BUK.
Families preparing for transition to adult services receive tailored information and reassurance.

Welfare Rights, Benefits & Practical Support
Support Coordinators continue to provide extensive welfare rights assistance:
· PIP support letters and guidance.
· Help with PIP applications, especially for vulnerable or non‑English‑speaking patients.
· Housing advocacy for medical priority, overcrowding, damp/mould and mobility needs
· Referrals to OT teams and Social Services

Trends this quarter include longer PIP awards for patients aged 50+, more first‑time refusals, and some patients using solicitors or AI tools for form‑filling. Support Coordinators continue to provide support letters and guidance where needed.

Support for Asylum Seekers & Vulnerable Groups
Support for asylum seekers continues to grow, with coordinators liaising with external agencies, providing clinic information and contributing to an ongoing asylum seeker support project.

Referrals, Signposting & Community Partnerships
Coordinators continue to connect patients with:
· ECLO support
· OT teams and Social Services
· Local welfare organisations
· Hospital transport and accommodation services

Respite and wellbeing opportunities accessed this quarter include Vasculitis Respite Cabin stays, Willow Foundation days out and activities such as Shrek World, The Tower of London, The London Eye, spa breaks and Legoland.

Wellbeing & Emotional Support
Emotional support remains central to the service. Coordinators provide one‑to‑one wellbeing conversations, support for patients experiencing distress or anxiety, liaison with psychologists, guidance around food and lifestyle, and support with ill‑health retirement.
Regular communications continue, including weekly updates, new patient introduction newsletters and quarterly wellbeing newsletters. 
Work is ongoing to update templates and explore new technologies for personalised support.

Teamwork & Patient Experience
Across all centres, Support Coordinators:

· Work closely with MDTs and visiting consultants.
· Meet and greet every patient attending clinic.
· Offer private appointments for in‑depth discussions.
· Support student nurses on placement.
· Promote Behçet’s UK membership and peer support groups.
· Encourage patient involvement in newsletters and shared experiences.

Ongoing Challenge: Travel Costs
Travel remains a significant issue for many patients, particularly those working but not eligible for benefits. 
Despite reimbursement schemes and new national guidelines for Non‑Emergency Patient Transport, many still face substantial out‑of‑pocket costs.



What our patients are saying:

“Support Coordinator is always helpful and friendly and supportive.”
“Whether she is just here to talk - she really helps just to chat.”
'Helped me complete the form and sent it off. Made a big difference for me.”
“Very helpful and friendly. Couldn't ask for more.”
“Support Coordinator is the shining light in clinic - she remembers patients names and families.”
“She is kind and supportive, informative and just there for you!
“So very helpful”

This feedback reminds us why the service exists — and why it matters.
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Contributions By:
Denise Lavers – Operational Lead
Jean Christians – Support Coordinator (London)
Jacqueline Pooler - Support Coordinator (Liverpool)
Rebecca Hyder - Support Coordinator (Birmingham)



ANNUAL REPORT AND ACCOUNTS AVAILABLE  FOR DOWNLOAD HERE FOR FINANCIAL YEAR 2024/2025

The Behçet’s Patients Support charity works in partnership with the relevant NHS Trust which provides medical care for patients with Behçet’s. The aim of the Centres of Excellence is to ensure that patients with Behçet’s can access timely diagnosis and receive optimal treatment across England and can access the non-medical services provided by the Behçet’s Patients Support charity staff in each centre
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