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Summer 2026
The Behçet's Patient Support Coordinators continue to provide holistic, person-centred support to patients and families across the Centres of Excellence, helping individuals navigate the practical, emotional and social challenges of living with Behçet's disease.

Quarterly Overview – Summer 2026
· 2,196 active patients supported across England within the last 36 months
· 473 patients received personalised non-medical support during Quarter 1
· 1,379 patient contacts delivered through appointments, telephone calls, emails and virtual sessions
· 54% of coordinator time dedicated to direct patient support

During the quarter, Support Coordinators:
· Helped patients remain in or return to work
· Supported children and young people in education
· Assisted with access to welfare benefits, housing and practical issues
· Expanded support for asylum seekers and vulnerable patients
· Facilitated wellbeing and respite opportunities
· Worked collaboratively across Centres of Excellence and multidisciplinary teams

Helping Patients Maintain Independence
Support has focused on helping patients maintain their independence by remaining in or returning to employment, accessing education and training, and navigating welfare changes. Coordinators worked closely with employers, schools and colleges to secure reasonable adjustments, support transitions and advocate on behalf of patients and families.
One young patient was successfully supported into a paid IT apprenticeship, while others received guidance to improve their confidence through adult learning opportunities.



Supporting Vulnerable Patients
Support also expanded for vulnerable patients, including asylum seekers and those with complex social circumstances, through partnerships with charities, local authorities and healthcare professionals. Patients benefited from improved access to accommodation, community services, transport and respite opportunities, helping to reduce isolation and improve wellbeing.

Strengthening Emotional Wellbeing
Emotional wellbeing remained central to the service. Coordinators provided one-to-one emotional support, crisis guidance and psychological liaison, while proactive welfare checks during the summer heatwave ensured vulnerable patients remained safe. Regular newsletters, welcome packs and digital communications also helped patients stay informed and connected between clinic appointments.

Working Together
Close collaboration with multidisciplinary teams across the Centres of Excellence continued to strengthen patient care. Support Coordinators contribute to complex case discussions, supported student nurses in clinic, promote patient involvement through Behçet's UK and continue their own professional development to enhance the support available to patients.

Emerging Trends
Several themes have become increasingly evident during the quarter:
· Growing demand for personalised support, particularly emotional wellbeing conversations and practical guidance between clinic appointments.
· Increasing complexity of patient needs, with more support required around welfare benefits, housing, financial hardship and social care.
· Greater focus on independence, with continued demand for employment, education and vocational support.
· Expansion of support for vulnerable groups, including asylum seekers and patients facing significant social challenges.
· Stronger integrated working across Centres of Excellence and multidisciplinary teams, enabling more coordinated care.
· Continuing barriers to accessing specialist services, particularly the financial impact of travel for patients who do not qualify for reimbursement.
Looking ahead, Behçet's Patient Support remains committed to working alongside NHS partners, Behçet's UK and other organisations to reduce barriers to care, strengthen patient support and continue improving the experience of people living with Behçet's disease.

Patient Feedback
"Support Coordinator has given me a lot of support through the years.’
‘Lots of positive talk’
“Support Coordinator wrote a letter to school to explain the condition’
"Very approachable - nothing is never too much to support parents as well as patients."
"Support Coordinator recommended the Behcet's UK Activity Day - I really appreciate them mentioning the activity day. We had a great time"
“Kind and supportive , informative and just there for you."

With Thanks
This edition of BPS Matters has been produced with contributions from:
· Denise Lavers – Operational Lead
· Jean Christians – Support Coordinator (London)
· Jacqueline Pooler – Support Coordinator (Liverpool)
· Rebecca Hyder – Support Coordinator (Birmingham)
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