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An introduction to Service 

Improvement Forums 

In 2020 the MS Society launched a new service improvement programme 

to support professionals working in MS and neurology services to adopt 

new and innovative ways of working, and to embed improvements across 

service pathways and clinical commissioning groups (CCGs) / integrated 

care systems (ICS) structures.   

Focussed on delivering one of our organisational goals - “Ensuring 

everyone can access high quality treatment, care and support”- 

our Stakeholder Engagement Team has worked at a local level with a 

range of professionals and people using MS services.  

Given increasing demands on health and social care services, and 

competing priorities for staff time, the service improvement programme 

focuses on embedding change across systems to ensure it is sustainable. 

Through our Experts in MS we provide professionals with the resources 

they need to implement this change and a space to develop 

understanding and innovation.  

The programme approach is twofold:   

Proactive - identifying new and innovative ways of working; providing 

opportunities to evaluate and quantify the impact of new service models 

and pathways; showcasing these success stories via webinars, reports 

and forums to enable other professionals to adopt them  

Reactive - engaging with local services and people to understand current 

unmet need and opportunities to improve; convening and facilitating 

action planning forums to affect change; providing evidence, templates 

and best practice example to enable change to happen  

Our service improvement forums are therefore both national showcases of 

best practice and new effective ways of working, and local system 

improvement implementation mechanisms.  

Both driven by evidence and the voice of our MS community 

  

https://www.mssociety.org.uk/care-and-support/experts-ms-professional-network
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Summary 

Background:  

The ‘Access To Therapies’ forum was developed as part of an action plan 

following the Cheshire and Mersey MS pathway workshop in November 

2020.  Organised and facilitated by the MS Society, the Walton 

Neurological Centre and Wilmington Healthcare - the MS pathway 

workshop brought together people living with MS, health care staff and 

commissioners to discuss the optimum MS pathway and current gaps in 

delivery of the pathway in the region.   

This workshop resulted in a number of conversations, facilitated by the 

MS Society Stakeholder Engagement Officer, between therapists and local 

people living with MS.  A working group agreed that in order to take the 

work forward in any meaningful way, and to ensure access to effective 

local services for people with MS, a wider approach was needed.  

As MS services do not operate in isolation, all elements of the pathway 

needed to be included - community, primary, secondary and acute 

services. It was also recognised that to be relevant to the Cheshire and 

Mersey Neuro Rehab review, and therefore able to be picked up by the 

Integrated Care System (ICS) in the strategic planning, commissioning 

and prioritising of services, that the focus of the discussion needed to be 

on all neurological conditions.  

And therefore the forum was organised to identify and prioritise activity to 

improve access to a range of therapies for local people with a range of 

neurological conditions.  

The breadth of the discussion that took place during the workshop is 

illustrated by the point below made in one of the groups: 

‘Need to develop a service that incorporates all the services people need 

to access’. 

‘Need to break down the barriers between services so there is a pathway 

that incorporates primary care, local charity condition specific groups, 

community services, public health wellbeing teams, acute services’ 
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Importantly the discussion on the day and the report below identifies 

specific pieces of work that can move delivery towards the development 

of a service pathway that encompasses all the elements of health care 

detailed above. 

The importance that health care staff place on developing this work is 

evidenced by the fact that in the middle of November 39 people gathered 

on line for a morning to discuss this, and as one person noted most 

people stayed until the end of the workshop at 1p.m 

Need:  

The identified unmet need focused on access to a range of services and 

therapies – mainly physiotherapy, occupational therapy, and 

psychological support alongside respiratory and speech and language. 

This need was identified and recognised locally by health care staff, 

commissioners and people living with neurological conditions, echoing the 

UK wide report from the Neurological Alliance which identified a gap 

around access to these therapies exacerbated by covid: 

 

'A funded, national strategy is required to improve rehabilitation in the 

four nations. We recommend a new national leadership role for 

rehabilitation in the NHS to drive forward this agenda.'1 

The aim of the forum was to:  

 Include a wider range of health care staff and people living with 

neurological conditions in the discussion to identify and explore the 

unmet need.  There was a specific focus on increasing engagement 

                                    

 

 

 

 

1 Effects of COVID-19 pandemic on people with neurological conditions and their access 

to health and care services; and the steps being taken to restart specialist neurology 

services – Short Debate tabled by Baroness Gale – Briefing for members of the House of 

Lords 27/5/21 
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from community services and primary care in order to ensure the 

whole pathway was considered.   

 Identify both areas of good practice that could be spread and priority 

areas for development. 

 Produce an action plan to address need and embed improvements in 

the pathway. 

 The action plan would then influence: 

Cheshire and Mersey Neuro Rehab review 

Neuro Science programme board which is the body that is supporting 

the ICS in delivering  

Recommendations 

 

The recommendations below are inter-dependent but can be developed 

separately: 

1/ Communication/ Single Point of Access for services including 

therapeutic services There was wide ranging discussion in each of the 

break out groups on communication.  The recommendation is to develop 

a single point of access for people living with conditions, and for health 

care staff that enables people to easily access therapeutic support from 

point of diagnosis and at points of change in the development of their 

condition. Or as one group discussion stated: 

‘The ambition needs to be the right service at the right time, a single point 

of access, a single point of information.’ 

2/ Develop access and use of emerging primary care services to 

meet the needs of people living with neurological conditions.  

Importantly some of the developments here would support the single 

point of access above - in particular the development of wellbeing coaches 

/ links to social prescribing for people living with neurological conditions.  

It was recognised that these developments needed to be supported by 

training and links to the neuro specialists in health care including neuro 

OT’s, physios, psychological support, respiratory and speech and 

language.  Or as one group stated there is an opportunity to: 
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‘Develop access to community therapeutic services - GP’s; support to 

primary care; health and wellbeing coaches; mental health; leisure 

services.’ 

3/ Ensure that new and emerging funding streams are being 

utilised where possible and appropriate to meet the needs of 

people living with neurological conditions. Specifically the 

discussions on the day identified the additional role reimbursement 

schemes in primary care, social prescribing resources and also the 

National Recovery Fund linked to covid. 

4/ Workforce / Specialist Provision The above recommendation 

links to the discussion detailed below on workforce and the need 

to develop and increase the numbers of neuro OT’s, physios, 

psychological support practitioners who can in turn support the 

more generic services in the community. This would need to be 

picked up by the neuro rehab review in the recommendation below. 

5/ The neuro rehab review will involve all stakeholders in 

information gathering and service development discussions that 

need to start with mapping existing services - or as one group 

stated: 

‘A road map of services on a geographical basis needs to be plotted so 

differences in access can be resolved and this can be communicated to 

patients.’ 

6/ Develop a process whereby primary care staff including GP’s 

can be engaged in and influence the neuro rehab review and 

service development more broadly 

7/ Develop work to address some of the specific gaps /barriers 

currently that prevent people living with neurological conditions 

accessing the support they need.  Specifically although not exclusively 

this needs to address key health determinants such as accessible 

transport, targeted employment services, adult changing spaces, and 

support and accessible housing / lifetime homes. 

There were some examples of good practice to plug these gaps although 

more in relation to employment. 
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8/ Support and develop an understanding of how people can 

access and make use of leisure services supported by the staff 

trained in the level 4 neurological conditions fitness professionals 

course.  This piece of work is specifically identified as a number of 

participants asked for more information on this provision 

9/ Ensure all the relevant stakeholders are involved in this service 

development with a specific focus on ensuring people living with 

the conditions are included and are supported and resourced to 

influence the development of accessible therapeutic services. 

Next Steps 

To deliver on the recommendations: 

 Discussion and agreement on recommendations / actions to develop 

from Neuro-Science Programme Board and people involved in the 

Cheshire and Mersey Neuro-Rehab review. 

 Identify people / organisations that can support the development of 

work on the recommendations 

 Enable people living with conditions and people working in the range of 

services identified above to feed into and influence this work moving 

forward.  This will take place through the Therapy Working Group that 

supported the planning of the event.  They will seek to expand their 

membership to include other service areas and people living with other 

neurological conditions (two people currently involved who live with 

MS). 

 The report and recommendations will be discussed by the Neuro 

Science programme board at their meeting in March 22 and will be 

taken to the working group for the Neuro-Rehab review. 
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Development and Forum Programme: 

This online forum was developed with the OT and physio working group 

(including health care therapists, people living with and affected by MS, 

NHS commissioners and third sector organisations) who discussed and 

agreed: 

 Programme and presenters 

 Questions 

(Copies in appendix 1) 

  

The forum included presentations from (full presentations in appendix 2): 

 Julie Riley - Strategic Lead for Walton Centre who presented on the 

Neuro Science Program Board for Cheshire and Mersey and their 

action plan 

 Amanda Brooks - Cheshire and Mersey lead for the area Neuro 

Rehab review (Liverpool CCG Commissioner) who spoke about the 

Cheshire and Mersey Integrated Care System and their role in this 

review. 

 Shelly Morris King - Consultant lead for Neuro Physio who spoke on 

developing access to Emotional Wellbeing and psychological 

Therapies. 

 Rob Wright – St Helens MS Society Group who spoke on what the 

need is based on two recent surveys conducted with group 

members 

 Jane Johnston Cree – Slaney / Chester Neuro Therapy Centre 

manager who spoke on the ‘Access to exercise project’ in West 

Cheshire and opportunities in primary care 

There then followed facilitated small group discussions, a mix of 

professionals and people living with and affected by neurological 

conditions. 

Each group had a scribe and the comments and discussion were written 

up.  This information was then taken to the therapies working group that 

supported the planning of this event.  This group includes commissioners, 

people living with conditions and therapists from both the acute and 
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community / third sector settings.  The group write ups are included in 

the appendix 2. 

The working group then considered the break out group comments and 

suggestions.  This group identified the themes in the detailed findings 

section below and identified actions and recommendations to move this 

work forward. 

Detailed findings 

 

The information and points below are drawn from the discussions and 

priorities identified in the break out groups 

1/ Raise the profile of Neurological Conditions and clearly identify 

it as a priority  

Several of the break out groups welcomed the fact that the Cheshire and 

Mersey ICS had identified neuro-rehab as a priority for service 

development and that the work had been allocated to a lead 

commissioner to take forward. 

It was discussed that the breadth and understanding of the needs of 

people living with neurological conditions was not understood sufficiently 

to support service development at ICS leve,l at ‘place’ level, and between 

services that operate across the ICS and at ‘place’ level both.  

The raising of the profile of neurological conditions is already supported 

by the Neurological Alliance nationally who in their neuro numbers report 

state that 1 in 6 people live with a neurological condition and - 

 

 'Despite the efforts of Right Care, a recent freedom of information request 
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found that only 37 out of 195 Clinical Commissioning Groups have submitted 
delivery plans that reference neurological conditions.2' 

There is an opportunity this year and into 2023 to use the data published 

from the neurological alliance survey of people living with neurological 

conditions and link this to local information and surveys. 

In addition to this the MS Society produced a Neurology Now report in 

2022 which stated: 

‘Despite 1 in 6 people in the UK living with a neurological condition, 

neurology services are stretched, underfunded and overlooked. These 

services were neglected long before the pandemic – this can’t 

continue.’3 

2/ Single and Easy Point of Access to Therapeutic Services and the 

Development of Communication between all sections of the health 

care system. 

The development of communication with a specific focus on improving 

access to the services people need came up in all the break out groups as 

a priority and included: 

 Communicating clearly about what services are available to people who 

could benefit from using those services 

 Develop communication / information for people living with 

neurological conditions so they know about the benefits of therapeutic 

services (alongside self-management strategies) such as movement, 

exercise and activity, fatigue management, mindfulness and stress 

management.  

                                    

 

 

 

 

2 https://www.neural.org.uk/wp-content/uploads/2021/04/neuro-numbers-2019-1.pdf 
3 https://www.mssociety.org.uk/sites/default/files/2021-10/Neuro%20Report%20V3.pdf 
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 Communication and information needs to be developed / streamlined 

to support health care staff to refer to appropriate services. 

 Bring this together in a single point of access that can be easily 

updated 

These points are supported by the following comments: 

‘Effective communication of services essential, not just to the potential 

users of service but to other service providers so they have the right 

contacts and access routes for their patients.’ 

The importance of the exercise programme was stressed as a crucial thing 

keeping people going 

‘Also the benefit of physio is not given enough importance in health 

system in terms of prevention and rehab – it is very cost effective but no 

money put into it.’ 

Positively there were several suggestions about how to improve 

communication and move towards a single point of access including: 

 Linking in with and supporting social prescribing to meet the needs of 

people living with neurological conditions. 

 Support and develop the use of the level 4 neurological conditions 

fitness instructors in leisure services and beyond. 

 The local neurological charities need to develop an easy to use 

resource of the support and contact points they provide that is 

available in one place 

 Develop some pilot work through neurological wellbeing coaches in a 

community setting as they could be the single point of contact for 

people living with a neurological condition. 

In addition to this the additional physiotherapist roles in primary care 

were discussed and the following point was made: 

 ‘Can we tap into the extra Government funding for physios in GP 

surgeries for some neuro physios based in the community?’  
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 ‘Would this need some support from the CCGs/ place based 

commissioners?’ 

 ‘Could neuro physios be part of a PCN cluster as numbers too small to 

justify one for each GP practice?’  

 ‘Maybe they could be based in a Therapy Centre?’ 

There were some blocks / gaps identified to overcoming some of the 

barriers around single point of contact / communication including: 

 Therapy staff ordinarily can’t make referrals to social prescribing 

services, only GP / primary care staff can. 

 There is a lack of information about the Walton Centre’s Nurse Advice 

Line / single point of contact  

 ‘Need info about the nurse advice line and the clinics they run to be 

circulated - not sure how this information currently gets out to the 

people who need to know.’ 

 The difficulty of keeping this information up to date was discussed and 

it was suggested that a person needed to be given the role of 

supporting updates to the information on services available with 

sufficient time to develop this across Cheshire and Mersey. 

‘How do we get all this information in one place? Even when it is in 

terms of various on-line hubs it is only up to date for a period of time.  

Need a living, breathing person to keep this up to date and ensure info 

is disseminated.’ 

 It is important  this information is appropriate to the changes and 

progression of neurological conditions that people experience 

‘Need the Cheshire and Mersey model that develops to support 

access for people at points of change in the development of their 

condition e.g. when struggling to continue working, stop walking.’ 

3/ Pathway development, communication and information flow 

between services 

This point follows on from the previous one about communication and 

specifically focuses on the role of commissioners and service development 

leads as well as health care staff. 
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One of the big priorities the presentations covered, and that was then 

picked up in the break-out groups, was the importance of commissioners 

and service planners making clear links between different services.  This 

would include mental health services, community long term conditions 

and public health to support emotional and psychological support and 

activity and exercise at a community level to ensure they meet the needs 

of people living with neurological conditions where they live. 

It was recognised that this work in the community needed to be 

supported by specialists in neurological conditions who could facilitate and 

support learning and understanding as well as receiving referrals where 

people’s needs couldn’t be met in the community e.g. access to cognitive 

assessment when that is needed; access to specialist OT and / or physio 

support; via the employment support interventions offered at the Walton 

Centre. 

It was recognised that currently this is not how services develop in most 

cases and the current pressures on health care staff and the way in which 

people are pulled in many different directions was one of the things that 

prevents this happening.  This was considered by all the break-out groups 

as important to developing systematic access to therapeutic services. 

The following comments were made in the break out groups that support 

the above points: 

 ‘Need to break down the barriers between services so there is a 

pathway that incorporates primary care, local charity condition specific 

groups, community services, public health wellbeing teams, acute 

services’ 

 ‘If we could get over some of these barriers then OT and physios could 

do joint visits with link workers, and know that they were supported on 

the actions to take to meet the needs of someone with a neuro 

condition’ 

 ‘Commissioners and service planners making the links between 

different services e.g. mental health, community long term conditions 

and public health to support emotional and psychological support and 

activity and exercise at a community level to ensure they meet the 

needs of people living with neuro conditions where they live.’ 

 The importance of the exercise programme was stressed as a crucial 

thing keeping people going 
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 ‘Also the benefit of physio is not given enough importance in terms of 

prevention and rehab – it is very cost effective but no money put into 

it.’ 

 Key feedback – ‘How do we motivate people and keep them activated 

in a cost effective way?’ 

The developing Neuro-rehab review and the Neuro Science Programme 

Board work on their action plan were identified as ways to take this work 

forward  

Neuro rehab review for Cheshire and Mersey  

 

It was clearly stated that the voice of people who use the services 

alongside all parts of the health care system need to be involved in the 

neuro-rehab review for Cheshire and Mersey and this needs to include 

community, primary care, secondary and acute.   

This was seen as an opportunity to identify current gaps in provision and 

develop a consistent approach to provision of therapeutic support across 

Cheshire and Mersey.  One group summed up the range of work that it 

was hoped this review could address with the support of the people and 

organisations present: 

 Programme Board lead a piece of research to map out current delivery 

and inequalities in service between areas. 

 Draw out NICE guidelines on access to therapies for a range of neuro 

conditions and map the current services with these standards 

 Ensure input from health care staff and people living with conditions on 

what the delivery of these standards needs to / could include.  Link 

with existing services e.g. IAPT, access to exercise etc. 

 Develop a business case from the above information. 

 Develop a road map of how and which services can be developed in 

line with the above work. 
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Resources / Funding  

 

The need to resource services and support for people living with 

neurological conditions was made in several groups and - as identified in 

the recommendations - there were several current suggestions of funding 

streams that needed to be explored to identify how they could be used to 

provide therapeutic services for people living with neurological conditions. 

When the issue of funding came up though it was frequently to identify 

the way in which the provision of these services was preventative of the 

need for additional primary, secondary care / Continuing Health Care 

provision.  This is illustrated by the point below from one of the groups: 

‘Funding issues might become apparent, however there should be enough 

flex in the system to do some developmental work. There’s evidence 

about how prevention work is effective both in health outcomes and 

system savings - need to keep evidencing this to secure agreement to 

work in a different way.’ 

To ensure access to therapeutic services there is a clear need for the 

neuro rehab review to include funding and resources in the development 

of the business case. That will enable these services to be put in place 

sustainably. 

The role of the ICS:  

Anxiety was expressed about this new structure in several of the groups: 

‘Where do we fit in (as staff or people with a condition) and how can we 

be heard? – Where will the money go and will there be less than before? 

There is a worry about losing existing good stuff that we do.’ 

There was also a concern about losing people’s expertise in relation to 

commissioning and service development of neurological conditions: 

‘As the changes proceed (to ICS) people move on, and new roles are 

being developed, so it’s essential communication is kept up to date’ 
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It was also seen as positive that neuro-rehab had been identified by the 

ICS as a priority area of work.  Potentially one of the roles that the ICS 

could support as well as the neuro-rehab review is detailed below. 

Workforce  

 

There was an acknowledgement that there was mounting pressure on 

health care staff working in and around neurological conditions as with all 

health care staff at present.  In addition the lack of specialist therapists in 

OT, emotional and psychological support, respiratory and speech and 

language were discussed. 

Although it does not replace the need to develop additional specialist 

support, it was acknowledged by two of the groups that strengthening 

links with leisure services and the charities that support people with 

neurological conditions providing significant peer support, could ease the 

pressure on these specialist services and workers.  This is illustrated by 

the comment below: 

‘Some (not all) of this could be addressed by developing stronger links 

with leisure services and supporting access to local gyms with staff who 

have some training.  Need to link the people already trained to therapists 

(similar to model operating on stroke prior to covid in St Helens)’ 

In addition the comment about workforce linked to the importance of not 

separating out physical and mental health practitioners which often 

causes problems for people when they receive their diagnosis as they 

report they don’t get enough support in relation to their mental health: 

 ‘A lot of discussion about the link between mental and physical health 

that are considered separately to the detriment of patients wellbeing. Is 

there a way that this could be more joined up? Especially at diagnosis 

where mood disorders (anxiety and depression) are well recognised 

issues, early support at this point was vital and helped patients manage 

until access to other services happens, as was peer to peer support. This 

is also important for Carers as well as patients. Can the pathway look at 

where this support currently sits? Does it need to be earlier?’ 
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Innovation and good practice 

 

During the discussions in the break-out groups there were several 

examples of good practice given which included: 

 Merseycare life rooms and opportunity to develop social prescribing for 

people living with neurological conditions through this service 

 Link between wellbeing team and stroke service prior to covid.  

Wellbeing staff on wards ensured there was a handover from the 

physio in hospital to the wellbeing team.  Could this model be 

developed for all neurological conditions? 

 Access to Exercise Project is available in West Cheshire only but the 

trained fitness professionals in Level 4 for Neurological Conditions are 

in several areas now.  How can they be used more effectively to meet 

the needs of people with neurological condition and expand on the 

numbers already trained? 

 Live well website run by Cheshire West And Chester Council as single 

point of contact for services, which is staffed to ensure information is 

updated 

 Brain Charity Service on employment support has developed further 

post covid, and this links with the provision of a Walton Centre 

Occupational Therapy led clinic supporting people to maintain 

employment roles.  

Other gaps in service / People not currently involved in the 

discussion 

A number of gaps and or barriers were identified to accessing therapies 

that are not directly linked to health care but do impact on peoples’ 

wellbeing and ability to access therapeutic services: 

 Transport – How will people get to and from activities and services? 

 Services need to develop around emotional and psychological support 

from the point of diagnosis (This was seen as a very important time for 

this support). 

 Changing places for adults - when people are out and about it was 

stated that there are nowhere near enough. 
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 Develop a focus on keeping people in / supporting people in 

employment who are living with neurological conditions– Link in with 

Brain Charity service 

 OT’s in social care need to be involved in discussion also 

 Housing – need fully accessible housing to develop 
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Appendix 1 

How can variation in access to Therapeutic Services be reduced for 

People Living with a Neurological Condition? 

(Cheshire and Mersey Neuro Rehab Review and beyond)\ 
 

9.30 – 9.45 – If you join early – Put into small groups and intro yourself. 

 

9.45 – 9.55 – Intro – Chair – Julie Riley – Strategic Lead Walton Centre 

 

9.55 – 10.25 – Setting the Scene 

(15 mins) - Amanda Brooks – Lead Commissioner Cheshire and Mersey (Liverpool CCG) 

– The Neuro rehab Review and Neurological Conditions and the Cheshire and Mersey 

Integrated Care System 

15 mins – Julie Riley - Walton Centre – The Neuro Science Program Board its role and 

work plan. 

 

10.25 – 11.00 Examples of identified need and some possible solutions 

- Developing access to Emotional Wellbeing and psychological Therapies – Shelly Morris-

King – Consultant Lead for neuro Physiology (10 minutes) 

- St Helens Multiple Sclerosis Group – What is the need and other questions answered – 

Rob Wright – Group Member (10 minutes) 

- Access to exercise project in West Cheshire and opportunities in primary care – Jane 

Johnston-Cree – Manager Neuro Therapy Centre (10 minutes) 

 

11.00 – 11.10 10 minutes Questions 

(Spit up into break out rooms) 
 

11.10 – 11.40 Break  
 

11.40 – 12.45 Workshop and possible Questions 

 What are your thoughts about info presented?  In particular what are the 

priorities to focus on? 

 What potentially could people present be involved in developing to meet the 

need? 

 What might you need from Cheshire and Mersey ICS / Walton Centre / Primary 

Care Networks etc.? 

  Who else needs to be involved and how do we ensure they are included? 

(Including people living with a neuro condition). 

 What are the next steps that should be taken? 

 

12.45 – Bring back from break out rooms    

                       

12.45 – 13.00 – Feedback and Next steps to move this forward – Chair with support 

from Amanda / ICS lead Walton Centre / and workshop facilitators. 
 

Program and break out questions 
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Appendix 2 

Amanda Brooks – Lead Commissioner Cheshire and Mersey 

(Liverpool CCG) – The Neuro-rehab Review and Neurological 

Conditions and the Cheshire and Mersey Integrated Care System 
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Julie Riley - Walton Centre – The Neuro Science Program Board its role and work plan. 
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Developing access to Emotional Wellbeing and psychological Therapies – Shelly Morris-King – 
Consultant Lead for neuro Physiology  
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St Helens Multiple Sclerosis Group – What is the need and other questions answered – Rob 
Wright – Group Member  
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Appendix 3 

 Group 1 - write  up 

Noted from Rob’s presentation it was ‘astounding’ that the St Helens 

patient cohort are solely reliant on the MS Society for certain service 

provision. It was suggested that it would be a good opportunity to 

undertake a survey, to understand the current services available and who 

provides these. Good opportunity for this group to lay the foundations 

going forward. 

Noted that there are a number of services in certain areas in place, 

through non statutory routes such as voluntary sector, creating 

inequalities. Suggestion of an audit/scoping exercise to assess areas were 

this is happening and were it isn’t. 

‘It will be interesting to see when the ICS takes the lead how things 

change, however there are a number of good services.’ 

Commented that it is about setting expectations for patients, not always 

‘hands on’ is needed. Sign posting can be equally as important and 

valuable and should be part of any surveys. 

Highlighted the difficulties in reaccessing therapies when your 

condition/circumstances change - it’s really important for this pathway to 

be simple. This is a frequently asked question on the Helpline. 

Noted that the above requires a more coordinated approach. 

Commented on Shelley Morris-King’s slides, ‘psychological impact on MS 

patients is huge, 20 years diagnosed and there was nothing there. 

Understanding what your life is like now and what it will look like in the 

future, the anxiety and emotional impact is huge.’ 

‘Needs to be on-going as your condition changes, quite a physical focus, 

more input for psychological support is required.’ 

Discussed that there is very limited access for housebound patients, 

particularly in the South Seton area. As patients are older and their 

condition progresses their mental health is impacted. 
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Noted that she was unclear in regards to the Neuroscience Board role and 

how input with community and house bound patient groups can be 

maximised. 

Commented that some patients attending other hospitals such as 

Leighton and Stoke, had significant variances in terms of input and 

access. How could we develop opportunities to share the good work at 

Walton Centre? 

Pathways require improvement, referrals in need to be easier, good 

communication as to who is who in the team, communication of the 

teams. 

Outlined the referral pathways into Walton Centre, re-accessing services 

difficulties and limitations.  

Noted improvement on-going in Leighton and Stoke, referrals out of area 

should be considered and accepted where possible. 

Commented that a greater understanding of pathways was required; this 

would enable improving confidence about advising patients in the 

community. Noted South Sefton the only area without Neuro-rehab 

teams. Sessions to provide education, training and hot to access would be 

good and improve clinical confidence to refer. 

Discussed a previous link group which involved colleagues locally, 

attendance became low and therefore ceased, other models could be 

looked at for other conditions. 

Noted there are a number of groups in place to discuss options for 

additional services. Evaluation of current services and numbers involved 

would be required and how many have merged as groups. 

Discussed how Speech & Language services are not equitable across the 

region or conditions, it would be interesting to assess and demonstrate 

this. Certain service models are working well, particularly around  

Neuromuscular and Motor Neuron Disease, really responsive to needs. 

Discussed the importance of other colleagues input such as dieticians and 

speech and language. 

Commented that there are a few peer groups within the Liverpool area 

providing support/exercise through Zoom sessions. It was noted that a 

number of these groups have ceased during COVID and it was unclear if 

they had restarted, however the impact is huge. 

 



 

 

 

Information at the Point of Diagnosis 28 

Discussed the need for cross boundary working and understanding which 

organisations are offering exercise sessions and where they are. 

The group stated the requirement for partnership working with CCGs and 

Mersey Care, who look after a number of services. CCG logistical issues 

contributing to areas such as South Sefton with no access to Neuro-

rehab. 

Key prioritises: 

 Wider understanding of pathways  

 Who is who in the teams and communication  

 Newly diagnosed need to be able to access services, local groups  

working collaboratively  

 Being clear on available services - who is providing, where, and ensure 

they complement each other 

 Try and address what wasn’t working previously, fix and focus on what 

we need and can do now in new ways of working 

 The role of community therapies – psychology, speech & language, 

dieticians 
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Group 2 - write up 

What people wanted from the session? 

 To share ideas and get new ideas from hearing how other people 

deliver services 

 Taking forward delivery of support for people with MS where gaps exist 

Question 1 

New structures – where do we fit in (as staff or people with a condition) 

and how can we be heard? – Where will the money go and will there be 

less than before? There is a worry about losing existing good stuff that we 

do. 

Is there a role for this group to get involved with the ICS? – agreed that 

there is an opportunity here. 

Question 2 

Greater Manchester rehab network has already been set up and there is a 

useful webinar on YouTube that we could get ideas from. They mapped 

services to identify gaps and variation. 

Clear pathways exist for stroke but not for other neurological conditions – 

this exacerbates inequalities. 

There seems to be lots of bureaucracy to get a proposal together, and 

then within the CCG in finding funding even if the case has been made. 

Barriers are put in the way such as ‘can’t do something for MS if not for 

all neuro’. 

What is the handover/transition process to the ICS? There are concerns 

that things will be lost either through people changing roles, knowledge or 

expertise lost or existing work ceasing. 

Uncertainty about the ICS set up is causing issues because people are not 

able to renew contracts that end in April 2022 and there is a knock on 

effect on recruitment to vacant posts if you can’t say that the post will 

continue beyond March 2022. 
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Can we tap into the extra Government funding for physios in GP surgeries 

for some neuro physios based in the community? Would need some lead  

from the CCGs? National physiotherapy organisations are working with 

Public Health England and groups feeding in – neuro-physios could be 

part of a Primary Care Network cluster as patient numbers too small to 

justify one for each GP practice. Maybe they could be based in a Therapy 

Centre? 

Question 3 

Sharing expertise is important 

The importance of the exercise programme was stressed as a crucial thing 

keeping people going. 

Also the benefit of physio is not given enough importance in health 

systems in terms of prevention and rehab – it is very cost effective but no 

money put into it. 

Key feedback - How do we motivate people and keep them 

activated in a cost effective way? 

We need standard outcome measures and a benchmark for minimum 

service levels and use these to assess services – we already have national 

standards framework, NICE guidelines and the neuro pathways – we 

should combine the regional mapping with standards to put together a 

business case for an equitable service. 

Key question - Will the ICS be mapping services?  

We could feed in but if not mapping then variation and inequality will not 

be addressed. 

There is also variation in voluntary sector services – this depends on what 

CCGs commission if charities are providing services or on what decisions 

and funding local groups make on gaps and need. Can be very variable. 

The ability to influence CCGs is limited and variable and depends a lot on 

individual relationships. 
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We need from the ICS: 

 Communication and transparency about processes and structures 

 Respond to existing data and research about what’s needed rather 

than asking for new research every time a business case is made. 

 Working groups to be more inclusive – real co-production BUT this 

would need training for Health Care Professionals on how to deliver 

this as it’s not just an add-on to their usual work and may need some 

changes in attitude – Healthwatch can help with this. 
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Group 3 - write up 

What are your thoughts about information presented?  In 

particular what are the priorities to focus on? 

 There was a focus initially on what wasn’t included in the 

presentations, the gaps that are important to address so people can 

access services: 

 Transport is a barrier – Need to look at ways to address this and 

other barriers 

 Changing places in particular and accessible toilets / general public 

toilets are in short supply. 

 Local groups for people linked to neuro conditions need to be 

listened to so that the information on the support they can offer is 

included. 

 Cost of getting to activities and appointments can be prohibitive 

 A question was asked  - ‘do you have to join Brio and whether you are 

penalised if on the day of a class you can’t make it.’ 

 

Following points were made in discussion: 

 There is a charge for Brio Leisure services  

 There is no longer a charge for Neuro Therapy Centre (NTC) 

opportunities it is donation only. 

 There is an agreement with Brio that providing you have a neurological  

condition on your membership then if you are unable to make a class 

you will not be charged.  That may not apply to other leisure centre 

providers. 

 It is positive there has been a good response to the digital classes as 

this overcomes the transport problem.  Recent engagement work with 

people who have and haven’t used the NTC showed many people were 

keen to continue with some digital classes because of the transport 

problem. However some people at home would need some support to 

set up equipment at first, or for some all the time. 
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What potentially could people present be involved in developing to 

meet the need? 

 One of the big priorities the presentations showed was the importance 

of commissioners and service planners making the links between 

different services e.g. mental health, community long term conditions 

and public health to support emotional and psychological support and 

activity and exercise at a community level to ensure they meet the 

needs of people living with neuro conditions where they live. 

 Part of the problem with this integration is the service providers are 

pulled in so many different directions between teams. 

 Exisiting ‘rules’ prevent integration e.g. therapists can’t refer to 

social prescribing link workers only primary care. 

 If we could get over some of these barriers then OT and physios 

could do joint visits with link workers and know that they were 

supported on the actions to take to meet the needs of someone 

with a neuro condition 

 Merseycare life rooms can provide some of the support that the NTC 

provides over in West Cheshire including exercise sessions, relaxation, 

singing etc. 

 Need to prioritise getting info out about services available e.g. 

 Local group activities 

 Life rooms and other similar services 

 Nurse advice line from Walton 

 Neuro nurses and their local clinics 

 Access to social prescribers and wellbeing coaches  

How do we get all this information in one place? Even when it is in terms 

of various on line hubs it is only up to date for a period of time.  Need a 

living, breathing person to keep this up to date and ensure info is 

disseminated. 

 People living with conditions need one point of contact to get this 

information from also 

 Social prescribing and health and wellbeing coaches have a real role to 

play in supporting individuals and getting this information out 
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 Need to move away from piecemeal communication about services and 

develop coordinated communication. 

What might you need from Cheshire and Mersey ICS / Walton 

Centre / Primary Care Networks etc.? 

 Positive ICS have identified neuro-rehab as a priority 

 Strong basis for place based services linked to this Cheshire and 

Mersey wide priority as people need the support where they live. 

 GP’s got together in South Liverpool and made available info about 

services at a local level 

 Need to acknowledge the role social prescribers can play in this place 

based approach.  They can support a person in identifying what they 

need and promote access to other service - this will prevent social 

isolation, anxiety and depression. 

 Local groups, networks and health care staff need the info / access / 

ability to refer to social prescribers.  West Cheshire MS group only 

found out about social prescribing service when they rang to refer 

someone. 

 Need acute service at Walton to reach out and develop a model that 

works much more at primary and community level for people living 

with neurological conditions. 

 Need info about the neuro nurses and the clinics they run to be 

circulated - not sure how this information currently gets out to the 

people who need to know including people living with MS. 

 Need the Cheshire and Mersey model that develops to support access 

for people at points of change in the development of their condition 

e.g. when struggling to continue working, stop walking  

Who else needs to be involved and how do we ensure they are 

included? (Including people living with a neuro condition). 

 Many contact points have been lost over last 18 months.  Brain Charity 

important and is an important point of support for many 

 Local Charity groups also important – West Cheshire MS group recently 

had a referral from a 27 year old who was newly diagnosed who was 

having to wait 6 weeks for this consultant appointment.  They googled 
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and found West Cheshire group via helpline.  They needed someone to 

sit down with and talk about it. 

 This link with other people who are able to provide support is 

important e.g. in MND clinic.  Have about 45 minutes if the person 

says they are concerned about their job then that will be what is 

focused on. 

 Acknowledged that although this information is important people are 

happy to receive it and use it at different times and this needed to be 

considered. 

 Piece of work going on following on from November 2020 MS pathway 

workshop where a health care staff check list will be developed to 

support the information being given to people after diagnosis in a 

useful way. 

 Primary care were seen as important to developing services 

particularly for people as their condition progresses.  Link between 

Walton and primary care needs to develop. 

 Link between local commissioners and Walton Centre needs to be 

strengthened so that there is joint input to the development of local 

provision.  Walton centre do run some community services now so this 

is a place to start. 

 Discussion that OT’s need to be included and this needs to be medical 

OT and social services OT and it needs to be made easier for the 

people who are living with conditions to be in contact with the right OT.   

 Bring community and medical OT’s together? 

 There is a real shortage of housing that is fully accessible – need to be 

part of discussion 

 Need more adult changing rooms when out and about and public 

toilets 

What are the next steps that should be taken? 

 Need the neuro rehab review to happen and report 

 Need to have representation on the Neuro-Science Programme Board 

of all the people who have been spoken about in this discussion. 



 

 

 

Information at the Point of Diagnosis 36 

 More creative thinking about how we develop services.  Employment is 

important.  There are many skilled people who volunteer in local 

groups who with a bit of creative thinking about job roles could support 

as a paid worker. 

 Re employment people need legal support and access to vocational 

rehabilitation (Walton has an employment clinic, Brain Charity has an 

employment service that can receive referrals). 

Two points to feed back: 

 Develop strong communication and information sharing that 

specifically focuses on reaching the people living with conditions and 

family / carers. 

 Need to break down the barriers between services so there is a 

pathway that incorporates primary care, local charity condition specific 

groups, community services, public health wellbeing teams, acute 

services. 
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Group 4 - write up 

Q 1 What are your thoughts about info presented?  In particular 

what are the priorities to focus on? 

Raise the profile of neurology so it has the same status as Coronary Heart 

Disease and other Long Term Conditions 

Effective Communication of services essential, not just to the potential 

users of service but to other service providers so they have the right 

contacts and access routes for their patients 

Encourage GP’s to understand the services and make best use of them 

Clarify the geographical spread of staff across the region – some areas 

are well served, others not so much 

Review the pathway as regards referrals, making sure it’s as clear as it 

can be 

Importance of having neuro specialised link workers that patients can 

access - additional training etc. to non-specialised workforce 

As the changes proceed (to ICS) people move on, and new roles are 

being developed, so its essential communication is kept up to date  

Importance of local group voices to be involved and to influence the 

process – learned experience voice needs constant conversation to 

influence, particularly the PCN 

Waiting times are different for different services, so the question is what 

can be done to support patient in the gap between referral and access, 

sometimes three to 4 months long – Health and wellbeing coaches/social 

prescribers and link workers* can offer support during the waiting period, 

can work with the patient of social issues such as housing/finance/debt 

relief etc. 

*All three used interchangeably in conversation, checked with group, similar roles 

different titles 
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Q2 What potentially could people in the break out group be 

involved in developing to meet the need?  

Continue to raise the issue, continue being the patient voice, Link workers 

report into the system both on an individual patient level and at a service 

level. 

Changing commissioning landscape - networks will be instrumental and 

influential in developing these plans and what the development of a 

network should look like. (Cheshire and Mersey) Network will need lived 

experience  

Funding issues might become apparent, however there should be enough 

flex in the system to do some developmental work. There’s evidence 

about how prevention work is effective both in health outcomes and 

system savings, need to keep evidencing this to secure agreement to 

work in a different way. 

There is variation in the spread of these roles currently, but as networks 

develop (PCNs) they will work more jointly and what might be a gap 

currently might change as a result of this. The ambition is that link 

workers work right across the PCN areas, but some PCN’s may need to 

share resources of specialist roles according to local demand, to be cost 

effective 

The Neuro Science network reports into the ICB and there’s an 

opportunity to do a deep dive in aspects of services each quarter – this 

might be one of them? 

There may be an opportunity do some piloted development work in this 

area, nothing can be committed as it’s an uncertain commissioning 

landscape currently but will form part of Amanda’s (Brookes) thinking  

Q3What might you need from Cheshire and Mersey ICS / Walton 

Centre / Primary Care Networks etc.? 

Lot of discussion about the link between mental and physical health that 

are considered separately to the detriment of patients wellbeing. Is there 

a way that this could be more joined up? Especially at diagnosis where 

mood disorders (anxiety and depression) are well recognised issues, early 

support at this point was vital and helped patients manage until access to 

other services could happen (as was peer to peer support). This is also 

important for carers as well as patients. Can the pathway look at where 

this support currently sits? Does it need to be earlier? 

Workforce issues – shortages across all OT/Physio/Psychologists etc. 
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Importance of a wide range of partners including leisure services etc. 

The ambition needs to be the right service at the right time, a single point 

of access, a single point of information. 

Q4 Who else needs to be involved and how do we ensure they are 

included? (Including people living with a neuro condition) 

Continue with involving the local groups to access lived experience 

Consider other professions - care home staff, nutritionist, continence, and 

Health education workforce (Could target universities etc.) 

A road map of services on a geographical basis needs to be plotted so 

differences in access can be resolved and this can be communicated to 

patients – who would need to be involved in this 

Some areas, such as CWAC are building their local offer - ‘Live Well’ 

website to host all local information on Health, social care and voluntary 

sector services (and will allow live updates from stakeholders):   

www.livewell.cheshirewestandchester.gov.uk/Services/2876  

Q5 What are the next steps that should be taken/ Main actions to  

feed back?   

Communication as ever remains the key concern – both communicating 

the service offer, and engaging community. 

Acknowledge and support the importance of mental health support at the 

beginning, use this to maintain health and wellbeing and feeling of control 

while waiting for access into other services (physio etc.) both through 

formal service offer and peer to peer groups. 

Road maps that plot the services geographically so variation can be 

managed more effectively 

https://protect-eu.mimecast.com/s/joMrCmOVwFjl04Rt9skHj?domain=livewell.cheshirewestandchester.gov.uk
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Appendix 4 Comments  

“The event was able to highlight some of the issues that will need to be 

resolved in order to make progress, but it also brought out some examples 

of best practise and ways that services can develop more, particularly in 

the community, to better support PLwNC”. 

“The facilitated breakout sessions were very useful and we heard from a 

good range of people in the area.” 

“Initially I thought the event was going to be too long, and that we would 

lose a number of attendees during the break. This turned out not to be 

the case (some professionals had to leave due to diary commitments, 

which is understandable) and demonstrates the importance of the event 

to people”. 

“I think Julie Riley is already planning to follow up on the role of the 

Health & well-being coach/social prescribers through the neuroscience 

board, but it would be good to learn how well that role can work, and 

the difference it can make to GP appointments etc.” 

“It would be good to know how other areas have structured e.g. Greater 

Manchester alliance to use as lessons learnt”. 

“It would be good to see if anywhere has any information on the 

effectiveness of low-level interventions for mental well-being, such as 

group counselling, as these could easily be put in place at a low cost, 

and could even be facilitated remotely via Zoom e.g. Gab ‘n Go 

sessions”. 

“Would benefit from a variety of representation from voluntary sector 

e.g. brain charity, life rooms etc.”. 

“More service user feedback of experience of accessing services would 

be helpful”. 
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