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Patient and Carer Group 
Minutes of the meeting
Date: 10am – 2pm Friday 12th June 2026 
Held at St Matthews Hall, Stretford, M32 9AJ

People who attended the meeting:
Chair: Mike
Members: Aina, Edith, Caroline, Sonya and Billy 
From the network: Sarah Rickard (Manager), Susan Bannister (Community Lead) and Karen Smith (Administrator)
Other attendees: Yvonne Trace from The MS Society 

1. Network update
Sarah provided an update on some of the projects the network is working on. These are outlined in the embedded slides 7-19 below. Double click on the icon to open.


The network has been visiting the region’s stroke units. Some members have attended, which has been very helpful. 
Community team visits are now being planned. Karen will share the dates so members can let her know if they want to attend.
The network has published its annual report. Sarah outlined many key achievements. She asked what stories the group would like to see in a Plain English version. 
It was agreed that she will share a draft that AI helped create for people to comment on. Caroline reminded Sarah to include pictures but not complicated graphs!

2. [bookmark: _Hlk203396832]Community Lead role
Susan provided a short overview about herself. She is the new network Community Clinical Lead. She is the team lead at the Bolton Long Term Conditions Service which includes stroke and neurorehabilitation. 
She is a Physiotherapist and will be working alongside Stuart who came to the last meeting.
Susan shared her priorities which included Life After Stroke and Longer Term Support. The group discussed some of the key aspects including:
· unequal access to services in the region
· gate keeping of services/support by clinicians
· timing of support 
· primary care understanding/support
· new neighbourhood models of care
Susan outlined that it is hard to get good feedback and her team were considering holding patient and carer forums to gather more detailed information. It was agreed to have further discussion on this topic at September’s meeting.

3. Improving access to spasticity management
Sarah and Susan shared an update on the project – see slides 21-30
There was discussion on how to share information, as the patient information leaflet designed by the group is only used by 40% of teams. It was agreed that hospitals could make better use of texts for appointments and include information leaflets.
Sarah noted that the project doesn’t have patient and carer involvement yet. It was agreed this was needed.

4. The MS Society
Yvonne talked about the charity she works for. She is Senior Stakeholder Engagement Officer for the North of England. Her talk is in the slides below.


Mike explained about MS based on his experience of living with the condition. He works closely with Yvonne and the charity. They are finding that as Disease Modifying Treatments become more available, fewer patients are getting involved with the MS charities.

5. Any other business
The next meeting is 25th September.
The agenda will focus on carers support and also life after stroke/longer term support. 
Dave has agreed to talk about spinal injury. Sarah will invite Helen from the charity Parkinson’s UK to speak.
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CONVERSATION

TIME TOPI
OPIC TYPE
Welcome
10.00-10.15 Information
Led by Nick
10.15-11.00 |Network update from Sarah Discussion
15 mins Tea break
Introducing our second new Community Clinical
11.15-12.15 |Lead Susan Bannister Discussion
The MS Society - Yvonne Trace
45 mins Lunch break
Project development:
1.00-1.45 | Spasticity Discussion
Led by Sarah and Susan
Final thoughts
Led by Mike and Nick
1.45-2:00
e Chairing the group Discussion

e Future meeting topics

e Feedback from today’s meeting
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e Fire exits

i
* Toilets ‘
%

* Mobile phones
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* Take turns, one person to talk at a time.
* Let everybody have a turn to talk

* Put your hand up if you want to talk
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* Give people time.
Don’t finish people’s sentences - let them finish.

* Respect each other, be kind

Ji”(kn0

e Some conversations are confidential
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* There is no such thing as a silly question
* Try not to use acronyms

* Keep background noise as low as possible





Network update

Sarah — Manager
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*Gemma & Farheen
redeployed to other roles
early April

*Debbie will also be leaving






Clinical leadership

s Community:
* Stuart started in February
* Susan started in April

*Inpatient rehabilitation:
* Lauren started 10th June
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Team visits

e Stroke units:
February-June

e Community: June-
September

HAR

MATTEKS 5

Neuroplasticity

How many repetitions
«do I need todo?
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Enabled smooth transition to revised SSNAP standards,
reducing administrative burden through shared dashboards

Cut time to AF diagnosis by 152 days via cardiac monitoring
pilot at Stepping Hill HASU

Prevented around 40 stroke admissions per month through
rapid MR imaging at Salford Royal

Expanded access to stroke interventions through extended
CT perfusion imaging across HASUs

Achieved a higher-than-national thrombectomy rate
(6% vs 4.7%)
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Outperformed national average on inpatient SSNAP metrics,
with 20% more patients scanned within one hour

Improved Wigan stroke pathway, reducing unnecessary
direct admissions

Increased discharge to specialist community rehabilitation (87%
vs 68% nationally), supporting recovery and independence

Became the first region to implement national
cardiorespiratory stroke rehabilitation guidance

Upskilled around 100 staff in ACT therapy, improving patient
wellbeing and workforce resilience

Established system wide benchmarking and pathway
development for MS, supported by a new professional toolkit






Delivered rapid specialist bladder and bowel care to 345
patients in its first year through an award winning service

Improved safety for high risk patients through standardised
community oral suctioning guidance

Created system wide coordination for Parkinson’s
improvement, reducing variation in access and management

Identified inequalities in spasticity management, driving a
targeted regional improvement programme

Implemented a specialist stroke visual impairment pathway
in Stockport, improving timely access to support






Delivered a major education programme: 9 events attended
by 590 professionals

Promoted Advanced Clinical Practice roles to support
workforce diversification, underpinned by a resource toolkit

Achieved a step change in patient and carer involvement,
embedding lived experience in priorities and delivery

Accelerated spread of good practice through publication of
practical toolkits

Improved access to information and portal for key resources,
reaching 30,000+ website users and 1,500+ bulletin
subscribers annually






4.2.1 Patient and Carer Group

In 2024/25, we focused on
achieving a step change in
patient and carer involvement,
supported by the introduction
of a dedicated Coordinator role.
Although funding uncertainty
meant we were unable to
sustain the post in the longer term, the impact of this initiative continues to shape
our work. A key focus was broadening the membership and diversity of lived
experience within our established Patient and Carer Group, alongside strengthening
how lived experience informs our strategy and improvement programmes.
Members are now more actively involved in setting priorities and contributing to
project delivery.

This group provides a very authentic picture of the lived experience
of people with a variety of neurological conditions and their carers.
The meetings are friendly, with everyone able to contribute their
experience and opinion, in an open and confidential way. | have

gained a wider understanding of different conditions as well as
being, in turn, understood. It is really encouraging to see what we
have achieved so far - being able to make a difference by working
together is so worthwhile

Edith - Group member

In March, we held our most well attended meeting to date, welcoming a wide
range of perspectives from people affected by stroke and neurological conditions,
including our first member affected by spinal injury. The group has already
identified priorities for 2026/27, including improved support for carers and greater
access to self management.
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What stories would you
like focused on in a Plain
English version?





Other projects

STROKE CARE

ePatch pilot for Atrial
Fibrillation monitoring
after stroke or TIA
Increasing awareness
In community
pharmacy
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REHABILITATION

Safe transition into
adult neuro services
for 16-17 year olds
Visual impairment
Discharge from
hospital
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 Carers support — next meeting!
* Young strokes
* |nvolving nurses/support

workers in inpatient
rehabilitation
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Improving the management
of spasticity





Key elements of care

* Early identification and
ongoing monitoring

*Clear referral routes to
specialist services

* Multi disciplinary
approach
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* Prevention focus to treatment

*Timely access to 1St, an and Srd

line treatments

* Education and self
management for patients

* Regular review and long-term
follow-up
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What are we doing to improve? Greater Manchester

* We questioned all Greater
Manchester services about
spasticity management

* We asked:

* hospital and community
* stroke and
neurorehabilitation teams

* We checked how well they were
following national guidelines

&

Neurorehabilitation & Integrated
Stroke Delivery Network

Royal College
of Physicians

Spasticity in adults:
management using
botulinum toxin

National guidelines
2018






What did we find? ALV

Neurorehabilitation & Integrated
Stroke Delivery Network

* Unequal access across the
region —a postcode lottery

 Better access for
neurorehabilitation
patients

e Stroke units often lack
specialist skills and access
to key services






What did we find? ALV
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* Many teams not delivering the clinical guidelines
* Delays accessing spasticity services

e Lack of clear referral routes to 2"9 and 3™ line
interventions

* Lack of knowledge and specialist skills in some
teams

* Not enough multi disciplinary working
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* Many teams lack access to key elements,
especially:
* Botulism toxin injections

* Adjunctive therapies and equipment e.g.
orthotics

*\Very poor access for housebound patients





Neurorehabilitation & Integrated
Stroke Delivery Network Greater Manchester

Neurorehabilitation & Integrated

S pa Sti City Stroke Delivery Network

An information guide

« Co-designed with the
Group

* Only 40% of teams are
currently using it!
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*Have you been treated for spasticity, or are
still receiving treatment?

*\WWhat went well?
*\What could have gone better?
*\WWhat information were you provided with?





Next steps

PROCESS

* Review of
existing
naperwork
Re launch
Patient
nformation
eaflet
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PATHWAYS

Map out access for each
borough and patient group
Consider how existing
“resource” can be used
differently

Find solutions for
housebound patients






= NNHS

Greater Manchester
Neurorehabilitation & Integrated
Stroke Delivery Network

How can we involve patients and carers
In our improvement work?





Final thoughts

Nick & Mike





Final thoughts A

Neurorehabilitation & Integrated
Stroke Delivery Network

e Future meeting topics

eFeedback from today’s meeting
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MS Society

MULTIPLE « We are one of the UK’s biggest MS charities
SCLEROSIS « 3,000 volunteers, who are the backbone of
SOCIETY everything we do.
The inaugural meeting of the . .
Biove Saciety will be held « 240 volunteer led groups supporting people with MS
THE CHENIL GALLERIES |0Ca”y.
CHELSEA TOWN HALL

Kings Road, London, S.W.3
ON WEDNESDAY

L nte s « Everything we do is guided by people with MS

at 8 p.m.

All interested are invited to attend.

" MULTIPLE SCLEROSIS SOCIETY
9 CROSVENOR CRESCENT
LONDON, S.W.1

PLEASE COME AND BRING A FRIEND

RAES P T PRM S ARSMLL ST





MS Society

Our vision
Our vision is a world free from MS

That means fewer people developing MS. And everyone has access to effective treatments
and support

Our strategy
Our strategy is built on three pillars;

Stop MS - Finding treatments to stop MS, improving quality of life

Be Heard - Raising awareness, challenge inequalities, advocate for treatments, care,
support

Live Well - Build strong communities, inclusive support services, empowering





What we do

Research
In today’s money, we've invested over £260m in research since 1956.
New treatments, prevention, lifestyle factors, technology, rehab

Campaign for services, treatment and change
Challenge gov policies, advocate implementation of new treatments, improvement of
benefits - Pip Campaign just launched

Services

Local support groups, virtual support/webinars/sessions, living well programme, forums,
help hub

Fundraising
No government funding — rely completely on donations





What do our groups do?

There are around 240 self-funded MS Society groups
around the UK

All the groups are different, but they could include:

» Local information and signposting

« Social activities and trips

« Emotional support/ Counselling

« Exercise classes

« Referrals for financial advice

« Grants to individuals for mobility aids etc.

« Fundraising and campaigning opportunities






Greater Manchester Info

Estimated to be 6,539 people with MS
in Greater Manchester

Around 300 newly diagnosed each year

« Bury and NW Manchester

*  Oldham

* Stockport and SE Manchester
* Greater Manchester SW

* Rochdale






What is MS Help?

MS Help Hub

resources
Our new MS Help Hub brings together everything ©=——
A»re
you need to manage your MS or support and care 11

for someone living with MS.

WEe'll have a single point of contact, so no matter if
you phone us, email us or speak to us on our new
webchat facility, you'll connect directly to our Help
Hub.






MS Help Hub

Launched on 1 April

More personal support. More ways to connect.
* Person-centred support conversations that build relationships

Offering follow-ups and timed check-ins when ongoing support is needed

« Easier access to specialist support through appointments
« More ways to contact - phone, email, webchat or letter

* Recruiting, supporting and retaining volunteers to strengthen the service

MS






Ways we work with GMNISDN

« Attend the Oversight Group meetings

« MS Pathway Review
« Optimal Clinical MS Pathway
« Acute, Community and Voluntary services/orgs

« Task & Finish Groups -
« Development of new Patient Information platform
« Translation of information into other languages

 Longer Term Neuro Support Model

« Support HCPs training/awareness
« Joint webinars - cultural awareness, community neuro rehab
« GM pilot of A Life in a Day

« Share information and resources
« Evidence packs
« Reports
« webinars

s
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Finding Local Services

MS Society Website.
https://www.mssociety.org.uk/

For You
https://www.mssociety.org.uk/search?
search=for%_20you

Near Me - Search function
https://www.mssociety.org.uk/care-
and-support/services-listing-page

NW Facebook Page.
https://www.facebook.com/groups/95
1851639600317

11
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yvonne.trace@mssociety.org.co.uk
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