Online Fibromyalgia Co-Design Workshop
Thursday 31 July 2025
Purpose
· To share feedback from report following fibromyalgia workshop held on 20th February. 
· To explore viable options for piloting of fibromyalgia self-management programme. 
· To agree format and programme accessibility for patients living with fibromyalgia. 
Outcomes
· To co-design a dedicated self-management programme for patients living with fibromyalgia. 
· To support patients with a diagnosis of fibromyalgia and provide tools in assisting to improve their wellbeing. 
How we organised the workshop
We worked with our health coach to plan and delver the workshop. We wanted to ensure that we used feedback from our previous session to help shape the programme.
11 people joined the workshop all eager to help shape the fibromyalgia programme.

Themes
Key themes that arose in the workshop: 
· Accessibility & Flexibility – hybrid formats, rolling programmes, multiple time slots.
· Holistic Support – physical (exercise, pacing), mental (counselling, mindfulness), and social (peer cafés, community connections).
· Facilitated Peer Support – valued but must be guided to prevent negative spirals.
· Integration with Community & Healthcare – GP education, links with local services/employers, and practical resources.
What type of support structure is favourable? 
Support structures:
· 6-week self-management programme for newly diagnosed patients.
· Peer-to-peer groups / “Fibro Café” (monthly, themed sessions with guest speakers) for those with longer-term diagnoses.
· One-to-one health coach support for personalised goal-setting, ongoing coaching, and continuity of care.
· Peer support groups must remain positive and constructive – otherwise risk of negative reinforcement or low mood.
What type of format is preferred? 
Preferred format:
· Rolling programme approach suggested – allows patients to join at any point and still access key topics.
· Hybrid model (combination of face-to-face and online) most inclusive and flexible.
· Recorded webinars valued – patients can revisit materials and access them at their own pace.
What type of Delivery Method is favourable? 
Delivery methods:
· Pre-recorded webinars (for clinician availability).
· Guest speakers (for peer groups, with lived experience and professional input).
· Mental health support critical: counselling, talking therapies, mindfulness and anxiety management.
· One-to-one sessions delivered flexibly (face-to-face, telephone, or online).
· Exploration of other support:
· Relaxation, pacing, and mindfulness training
· NHS Physio app and other digital tools
· GPs need further education about fibromyalgia so patients feel heard, supported, and better guided.
Accessibility and practical considerations:
· Timing: Programmes should be offered at varied times (daytime, evening, weekends) to accommodate people in employment and those with fatigue or mobility challenges.
· Location: Venues should have easy access, disability-friendly facilities, and adequate parking.
· Community Support: Access to mobility aids (wheelchairs, walking aids, grab rails) and links to local services.
· Group Structure: Consider separate groups for men and women as needs and experiences can differ.

Reflections from participants:
· Many attendees reported feeling isolated and abandoned after diagnosis without follow-up support.
· Strong demand for structured and ongoing support to reduce isolation, build confidence, and improve self-management.
· Positive experiences with acupuncture, swimming, exercise, and relaxation techniques highlighted their importance.
· Recognition that GP education and community awareness are essential for patients to feel validated and supported.
Thank you
Thank you to all our lovely participants for attending the online session and sharing their views and thoughts, which will help shape our future self-management programme. 

Next Steps
We are working on developing a hybrid, rolling programme that blends structured education with peer support.
We will ensure facilitation of all group activities to maintain positivity.
We will explore funding and partnerships for access to leisure activities (e.g., swimming passes, acupuncture).
We will build in counselling and mental health support as a core element.
We plan for GP engagement and education as part of programme rollout.
We will pilot the programme across 3 PCNs in Autumn 2025, refining based on patient feedback.

Help groups
Black Country Fibromyalgia Support Group
Nine Locks Community Centre, Hill Street, Brierley Hill, DY5 2UE 
07485 473164 (Helpline: Monday-Friday 10.00am-4.00pm)

Ideal for All 
(Fibromyalgia Support Group)
2 Independent Living Centre, 100 Oldbury Road, Smethwick, West Midlands, B66 1JE
0121 558 5555 
info@idealforall.co.uk 

Fibromyalgia Action UK 
(helpline: 0300 999 3333, Monday to Friday, 10am to 4pm)






