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MND Steering Group Minutes
13th Jun 2024 10:00 – 12:00
Mayo Building, Salford Royal Hospital & MS Teams
	Present

	Cillian OBriain (GMNISDN)
	Christina Federico (MND Care Centre)

	Tracey Thompson (MND Association)
	Samantha Holden-Smith (MND Care Centre)

	Ellie Monteith (Salford CSNRT)
	Dr John Ealing (MND Care Centre)

	Sophie Gordon (Central Manchester CSNRT)
	Cheryl Adamson (Bolton PCT)

	Nicola Boyle (North Manchester CSNRT)
	Emma Minshull (Stockport CNRS)

	Karen Lea (Wigan CSNRT)
	Katie Hart (Bolton CNRT)

	Selina Makin (Salford CSNRT)
	Emma Minshull (Stockport CNRS)

	Juliet Smith (HMR Respiratory Team)
	Debbie Freeman (NWVU)

	Sam Jones (South Manchester CNRT)
	Lucy Haslam (MND Care Centre)

	Liz Holloway (Trafford CSNRT)
	Barbara Dandy (East Cheshire SLT Team)

	Apologies

	Melanie Worthington (MND Association)
	Sarah Rickard (GMNISDN)

	Andrea McEntee (MND Association)
	Hayley Williams (MND Care Centre)

	Dr Hisham Hamdalla (MND Care Centre)
	Bernie Mason (Oldham CNRT)

	Alicia Hattersley (Bolton PCT)
	Chris Hyde (GMNISDN & Stockport CNRS)

	Vicki Worsley (Trafford CSNRT)
	Samuel Fisher (Bury SLT Team)

	Cathy Armstrong (East Cheshire Community Therapy Team)
	Jenny Pearce (Bury PCT OT)



	1. Introductions and review of previous meeting minutes

	The group had representation from the MND Association, GMNISDN, MND Care Centre, NWVU and GM community teams. Noted some new members joined the group – introductions done. 

The group reviewed actions from the previous meeting. Updates:
· Patient & Carer recruitment to the group. The recent MND training day included a session on the lived experiences of MND. Anna and Martyn who shared their story said that they would be happy to join the steering group.
Action: SHS to reach out to Anna & Martyn and arrange for them to join our next meeting.
Action: MND clinicians (MND Care Centre and Community Teams) to consider sharing information about the group, scope interest and invite patients/carers.

· Assessing and supporting cognitive decline - Specialist OT at Preston Care Centre who has done some work on this, has since left their post.
Action: TT to link in with Preston Care Centre to see if can access information on the work done.
· CO noted a recent national MND competency training event delivering webinars on ECAS – information and links to the webinar can be found on the network’s website here.

· Nutrition case studies (MND Association). MW collecting case study examples for sharing with patients to support with difficult discussions relating to nutrition. MW is currently on leave. 
Action: CF to link in with MW about this.

· MND Association - Care Centre Network Day already past for this year – would be beneficial to bring to next year’s event.
Action: TT to explore getting this project on the agenda for next year’s event when developing agenda later in the year.

· MND Care Centre AHP Report – CF noted that a meeting has been arranged to discuss the processes involved with sending these out to community teams. It was noted that it would be beneficial for community teams to look into their processes of sharing the AHP Report when it arrives so to ensure all appropriate clinicians receive it. Noted overall improvement in communication processes between the MND Care Centre and Community teams.

· MND Association are holding training on posture management and orthotics (MND) in Manchester in November 2024 – see here for details.


	2. Social Worker Role at the MND Care Centre

	
Lucy Haslam (Social Worker – MND Care Centre) shared information about her role with supporting plw MND, their families and carers. Lucy meets with patients and their family/carers during their visit to the MND Care Centre MDT clinic. Discussions and information provided include:
· Accessing adult social care support for both patient and carer including standard commissioned care, carers assessments.
· Lasting Power of Attorney
· Accessing benefits and where to find more detailed information – also provides contact details
· Blue badge
· Accessing MND Association support groups, volunteer support and grants available.
· Direct payments and more personalised care if appropriate
· Equipment and adaptation, falls pendants. 
· Housing discussed – noted not enough adapted properties for the numbers that need it coming through creating a waitlist – priority is based on points. If housing is likely to be an issue, Lucy will advise to get on housing list asap.

Some further points discussed during the meeting:
· Lucy will see all GM patients coming through the MND Care Centre but can only commission services for Salford. However, can link in with Social Workers for other areas if needed
· Lucy will review patient notes prior to meeting them - if there are children in the household, she will provide MNDA leaflets with supporting information for this during their meeting. 
· Lucy will send them an email with a summary of their discussion afterwards and provide them with her contact details so that if any further questions come up, they can contact her.
· Noted that community teams can signpost patients to Lucy if needed. Contact details below.
Lucy Haslam (MND Care Centre Social Worker)
lucy.haslam@nca.nhs.uk 
01612064820


	3. Suctioning update

	· Working party group set up – had meeting on 3rd April 2024 (minutes from meeting below)
· Noted it would be beneficial to have a centralised service
· Similar challenges across the country – not just GM
· HMR Resp Team order the equipment from Millbrook equipment stores. Team then go out and deliver family training. Get consumables from district nurses. 
· Action: JS to share these processes with Melanie Worthington (email below)
· Action: Teams to share examples/case studies of challenges and best practice with Melanie: melanie.worthington@mndassociation.org
· Plan to meet again later in the year when examples/case studies collated.

Minutes from the meeting have had an amendment after some feedback:
· North West Ventilation Unit are only commissioned for invasively ventilated patients. 

Please find updated minutes here:




	4. MND Project Update

	GM MND Contact Directory
CO shared the GM MND Contact Directory and plans to ensure it is kept up to date. Can be found on our website here: MND Resources - GMNISDN

MND Community Review Checklist Template
CO thanked the community teams that sent their review checklist templates. CO has collated these into a sample MND Community Review Checklist template. It is in word format so that teams can add/amend it for their own teams/areas.


Action: Teams to offer feedback and/or suggest changes by Friday 12th July to CO: Cillian.obriain@nca.nhs.uk
Action: CO to upload to the network website when ready.

MND Toolkit on network website
Already many resources available to professionals through the MND Association website. GM specific resources now available through the network’s website: Motor Neurone Disease Toolkit - GMNISDN
Action: MND clinicians to send CO any further resources for adding.

Training programme
· Practical training day was a success in April.
· Venue booked for 10th December for next one. In process of confirming speakers/facilitators. Will open to registration when confirmed.
· Action: MND clinicians in MND Care Centre and Community to let CO know if they wish to present/facilitate a session.

Nutrition
CF shared updates on the MND Nutrition project.

 


	5. Project legacy

	MND Steering Group
· CO shared the progress of the MND Steering Group during the project’s timeline. Extended stakeholder engagement has brought many benefits and supported steering the direction of the project.
· Plan is to continue with the 6 monthly Steering Group and work towards further extending stakeholder engagement e.g. patient/carer, social care, district nurses

MND Training Day
· Discussed future options for MND training programme from 2025. Noted that it would be beneficial to have working parties discussing specific topics related to MND working alongside the biannual MND Steering Group.


	6. MND Association Grant Application

	In process of submitting a grant application to MND Association for a project exploring emotional support provision to plw MND, their families and carers. Aiming to submit for July panel with a view to commencing the project early 2025.


	7. Any other business

	TT noted that some similar project work is ongoing in West Yorkshire. Noted it would be beneficial for GM and West Yorkshire to meet and share information.
Action: TT to link CO in with project leads at West Yorkshire

MND Global Awareness Day (21st June) – MND Association support group in Bolton celebrated this with an event. Information was shared out for anyone that wished to join. 

SHS shared information about an MNDA event in Warrington where they are hosting a cinema night – 17th July. She has sent information out to community teams. If interested, please contact Sam on samantha.holden@nca.nhs.uk 

JE shared information about Interlukin-2 which is a drug that can slow down progression of MND in people with particular biomarkers. Currently waiting for research to be published and for the application to the MHRA to have the drug licenced. Unknown when this will get rolled out – likely at least a year away. Delivery will require a subcutaneous injection once daily for five days a month for appropriate patients. Question raised around the funding and practicalities of rolling this out in GM. Noted it would be beneficial to link in with local District Nurses and look at this collaboratively. 
Potentially some established pathways for delivering sub cut injections for MS patients available to look at.
Action: Teams to send CO contact details of District Nurses for inviting to the Steering Group.


	Next meeting: 19th November 10:00-12:00
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MND Suctioning Meeting Minutes

3rd April 2024 13:00

MS Teams



		Present



		Cillian O’Briain (GMNISDN)

		Emma Minshull (Stockport CNRS)



		Vicki Worsley (Trafford CSNRT)

		Jennifer Pearce (Bury PCT OT)



		Hetal Sodha (HMR Respiratory Team)

		David Derry (NW Ventilation Unit)



		Melanie Worthington (MND Association)

		Cathy O’Reilly (South Manchester CNRT)



		Olivia Carlyon (North Manchester CSNRT)

		







		Introductions and welcome



		The group introduced themselves and their roles.



Cillian explained that there was a brief discussion at the GM MND Steering Group on the processes surrounding the provision of oral suctioning. In the meeting we identified a need to discuss further in a separate meeting. 

Topics mentioned in the steering group meeting included:

· Some community teams using this as an intervention and others are referring to other services.

· Some teams access clinical training while most use knowledge and skills from previous roles.

· Variation in providers of equipment and consumables: Community teams, DNs, Equipment Stores and NW Ventilation Unit.

· Noted that this intervention is very rarely used for plw MND and reducing numbers using over recent years.

· Sometimes barrier to use is supporting patient/family set up and use the equipment.





		Discussion



		Provision and maintenance of equipment and consumables

· North West Ventilation Unit are only commissioned for invasively ventilated patients. 

· The group shared some examples of these processes from their localities:

· Bury (Palliative Care OT): can order equipment but not consumables. Noted DN’s will not input if not already seeing patient (not all patients will have DN input)

· HMR (Respiratory Team): Provide oral suctioning as an intervention however equipment and consumables are sourced from another team.

· Stockport (CNRS): DNs will provide equipment and consumables but not deliver family training.

· Patients and family/carer sometimes ask community team questions related to equipment provided by other teams. 

· It is a challenge when an issue with equipment arises out of hours – no service to refer to for urgent maintenance needs. 



Patient & family/carer training

· Melanie noted that patients and family would benefit from a face-to-face training on how to use this equipment and then provide online resource for accessing afterwards.

· DNs can sometimes ask NW Vent Unit to deliver patient and family training. This is a challenge due to them not knowing what equipment has been issued.

· NW Ventilation Unit have a basic training video explaining suctioning equipment and use in practice (well suited to patients and family)- How to use your equipment - Wythenshawe Hospital (mft.nhs.uk)

Provision and maintenance of equipment/consumables & patient/family/carer training

· Overall varying processes across localities in GM.

· Provision of equipment and consumables can work well when provided by community teams as they often provide family training too. NW Ventilation Unit noted a recent example where this pathway worked well for a Tameside patient.

· DNs sometimes do not provide training despite providing the equipment.

· Ideally need a single point of access: A service that provides equipment, consumables, maintenance of these and patient/family training. Ideally would need to be GM ICB commissioned providing 24-hour service with technicians on call to respond to breakdowns.

· Melanie shared that Liverpool has a Medical Devices Lead that over sees the provision and maintenance of equipment and consumables. Also provides patient and family/carer training and an out of hours service when needed.



Staff competencies and training

· Previous training, skillset and confidence levels vary across team members in relation to providing this as an intervention and supporting patient/family/carer training.

· Bury: It was noted that there is a training resource available on ESR however this is vague and may not meet the training needs of clinicians.

· NW Ventilation Unit have a basic training video explaining suctioning equipment and use in practice (may be more suited to patients and family rather than clinicians).

· It was noted that inpatient teams would have well established training and competencies for this and that it may be worth asking for information on these and sharing with community teams.

Action: Cillian to contact MND Care Centre physio and ask this question and share resources with community teams as able.



Impact on plw MND & family/carers

Question raised around the number of MND patients needing this intervention and risk to patient if there’s a delay in provision of intervention. 

· Not high numbers of MND patients requiring this and it is normally bulbar patients that need it. 

· Oral suctioning as an intervention can have a significant impact on patients and family quality of life. 

· While this intervention is not often used for plw MND, the group agreed that if the equipment was more readily available, it would be used more regularly.





		Next steps



		Melanie: To continue regional work looking into this and make contact with:

· Other neurological charities to see if any other work is ongoing.

· MLCO & TLCO looking into this: Vicki to provide contacts to Melanie: melanie.worthington@mndassociation.org

· Ventilation Network Chair (SILVA) – Alison Armstrong: alison.armstrong1@nhs.net

· Tameside & Glossop Community team for example of an effective pathway (Cillian to provide contact)



All teams to share examples of challenges faced with local pathways surrounding the provision of suctioning interventions for plw MND with Melanie for use in a report to bring to the GM ICB. 











image1.jpeg

= WNHS!

Greater Manchester
Neurorehabilitation & Integrated
Stroke Delivery Network







image5.emf
MND Review  Template v0.1.docx


MND Review Template v0.1.docx
Community Team Motor Neurone Disease Review Checklist



		Patient name

		NHS Number

		Date of Birth



		

		

		



		Clinician completing review

		Date of Review



		Name:

		Role:

		







		CHECKLIST

		DETAILS:



		Mobility



		Any changes in mobility?

☐ Trips 

☐ Falls – If yes, where and how often?

☐ Exercise tolerance/distance

☐ Breathlessness

☐ Management of stairs/steps

☐ Changes in posture



		



		Activities of Daily Living



		Any changes in activities of daily living?

☐ Transfers abilities? bed/chair/toilet

☐ Washing – bathing/showering

☐ Dressing

☐ Foot care

☐ Preparing meals

☐ Housework 

☐ Upper limbs

☐ Ability to complete work/hobbies 

☐ Possible equipment needs



		



		Muscular problems



		☐ Weakness

☐ Stiffness

☐ Cramps 

☐ On medication for this? (eg. quinine for cramps, or baclofen, tizanidine, dantrolene, gabapentin for cramps/stiffness)



		



		Joint range of movement



		☐ Is there loss of range at any of the main joints?

☐ Possible orthotics needs?



		





		Exercise programme needed? (Resistance, active, active-assisted, passive)

If so, what are the aims of the programme?



		☐ Maintain joint ROM

☐ Prevent contractures

☐ Reduce stiffness and discomfort

☐ Optimise function



		



		Respiratory



		New respiratory symptoms?

☐ Breathlessness

☐ Orthopnoea

☐ Recurrent chest infections

☐ Disturbed sleep

☐ Non-refreshing sleep

☐ Nightmares

☐ Daytime sleepiness

☐ Poor concentration +/or memory

☐ Confusion

☐ Hallucinations

☐ Morning headaches

☐ Fatigue

☐ Poor appetite

☐ Weak cough



		



		Any sign of respiratory failure?

☐ Increased respiratory rate

☐ Shallow breathing

☐ Weak cough

☐ Weak sniff

☐ Abdominal paradox

☐ Use of accessory muscles

☐ Reduced chest expansion on max inspiration



		



		☐ Any difficulty with clearing phlegm from throat when they cough? (Options : manual assisted cough, unassisted breath stacking, assisted breath stacking, cough assist device)



		



		☐ Auscultation completed?



		



		☐ Is a respiratory plan in place? e.g. breath stacking, NIV

		







		☐ Any other respiratory related issues?



		



		Medication



		☐ Any medication changes including route of admission?

☐ Any medication concerns including swallowing?



		



		Swallow



		☐ New saliva problems? (drooling/ thick saliva)

☐ Secretion management

☐ Any difficulties swallowing?

☐ Do you cough when eating and drinking?



		



		Nutrition



		☐ Reduced appetite?

☐ Current weight?

☐ Has your weight changed recently? (if yes how much and over what period?) Note standing/chair/hoist scales used?

☐ Nutritional Screen completed (Malnutrition Universal Screening Tool)  

☐  Do you have any problems with feeding yourself?

☐ Do you have any difficulties with poor appetite?

☐ Checked management of feeding regimens and tube care.

☐ Difficulties maintaining fluid intake



		



		Continence 



		☐ Any continence difficulties?

		



		Skin integrity



		☐ Skin integrity issues?

☐ Purpose T Tool Assessment completed



		



		Communication



		☐ Any challenges with current methods of communicating?

☐ New speech or communication problems?

Referral for communication equipment needed? (Alphabet, word, picture board/ PC voice output communication aid). If yes, has consent been gained?  



		



		Cognition & behaviour



		☐ Are you having any problems with memory or concentration? Cognitive screen/ ECAS indicated?

☐  ECAS already completed (see scores below)?

☐  Have there been any changes in behaviour?

☐  Signs of FTD



		



		Psychological wellbeing



		☐  Any mood difficulties in the last month?

New psychological support needs (Consider for both patient & carer)?

☐  Coping with diagnosis and prognosis

☐  Coping with work and usual activities

☐  Adjusting to changes

☐  Perception of self

☐  Relationships and family roles

☐  Sexuality and intimacy

☐  Concerns for family

☐  Decision making)



		



		Pain



		☐  Any new pain (Provide details on nature of pain)?



		



		Social Care Needs



		☐  Does a Carer’s Needs Assessment need to be completed? 

☐  Any home adaptation needs?

☐  Any carer strains?

☐  Would the patient benefit from a package of care ?

☐  ‘Think Family’ Questions:

· Who else lives in your house?

· Who helps with your support and who else is important in your life?

· Is there anyone that you provide support or care for?

· Is there a child in the family (including stepchildren, children of partners or extended family)

· Does any parent need support in their parenting role?

		



		Advanced decision making



		☐  Are there any advanced decisions documents in place?

☐  Does the patient wish to discuss advance decision making? (List of topics to consider below)

☐  Advanced decision making discussions  (advice and documentation is available on the MNDA website for patients who feel ready to consider this.)



		



		End of life care



		☐  End of life care needs?



		



		General comments



		









		Action plan



		Referral to Physio

☐ Review for mobility 

☐ Review for maintenance program

☐ Review respiratory

Referral to OT

☐ Review for splints

☐ Review for functional difficulties.

☐ Review for equipment 

☐ Review for seating needs

☐ Wheelchair review

☐ Review for cognition 

Refer to SLT

☐ Review swallow

☐ Review communication aids

☐ Review voice banking

Refer to Dietitian

☐ Weight and/or nutrition review

☐ Review for feeding regime

☐ Review for gastrostomy tube

Refer to Nurse

☐ Review for skin integrity

☐ Review for continence 

Refer to Psychologist (if available)

☐ Review for cognition

☐ Review for behaviour

☐ Review for mood





		☐ Liaise with MND Care Centre

Email: MND@nca.nhs.uk 



☐ Refer to/liaise with Northwest Ventilation Unit 

Tel : 0161 291 6357 

Email: NWVUadmin@mft.nhs.uk 



Refer to social services

☐ Home adaptation needs

☐ Possible rehousing needs

☐ Carers needs assessment

☐ Refer for package of care



Other services to consider

☐ Refer for assistive technology

☐ Refer to Moving and Handling Team 

☐ Refer to District Nurses 

☐ Refer to Orthotics

☐ Refer to Specialist Nurses

☐  Liaise with Palliative Care Team

☐ Liaise with GP



MND Association

☐  Refer to MND Association

☐ Refer for ‘just in case kit’ via MNDA

☐  Andrea McEntee (GM Area Support Coordinator) andrea.mcentee@mndassociation.org 





		☐  No referrals needed







		Agreed timescale for next review:



		☐ 1 month

		☐ 2-3 months

		☐ 3-4 months

		☐ 4-6 months







		Useful resources



		Greater Manchester MND Contact Directory

Greater Manchester MND Toolkit

MND Association for Professionals

		MyTube

MyBreathing









		ECAS Screening



		Cognitive screen

		Behavioural screen



		Language

		      /28

		Behavioural disinhibition

		     /3   



		Verbal fluency                                                               

		      /24

		Apathy or inertia 

		     /1



		Executive   

		      /48

		Loss of sympathy or empathy                                          

		     /2



		ALS specific score                                                         

		     /100

		Perseverative, stereotyped, compulsive or ritualistic  

		     /2



		Memory              

		     /24

		Hyper orality or altered food preferences

		     /2



		Visuospatial                                                                   

		     /12

		Total behaviour score

		     /10



		ALS non-specific score                                                

		     /36

		Psychosis screen



		ACAS total score                                                           

		     /136

		Total psychosis score

		     /3



		Summary













		Advanced decision making for end of life – topics to consider



		How death may occur



		Providing anticipatory medicines in the home, including opioids and benzodiazepines to treat breathlessness



		Advance decisions to refuse treatment



		Do not attempt resuscitation orders



		Lasting power of attorney



		When to involve specialist palliative care



		Preferred place of death



		What they want/ do not want to happen



		What should happen if they develop an inter-current illness














image6.emf
NutritionUpdateJune 2024.pptx
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Nutrition project -  aims & deliverables 

Overall aims: 

Raise the profile of nutritional management for people living with MND (pwMND) in Greater Manchester

Ensure timely access to adequate nutritional intervention and gastrostomy insertion 

Provide training for healthcare professionals involved in the nutritional management of pwMND.







Deliverables





Scope nutritional care for pwMND within Greater Manchester

Review current gastrostomy pathways & timeliness of access to these

Proposal to review and revise pathways – improve access, aftercare and formalise framework

Establish current practice amongst healthcare professionals (HCPs) providing nutritional care

Obtain feedback from HCPs involved in nutritional care & establish confidence in this field

Facilitate nutritional training and education for HCPs working with pwMND

Promote timely access to community based nutritional care

Ensure up to date evidence-based nutrition support guidance is followed





Nutrition project update

Pathway work:

- Gastrostomy pathway ‘SOP’ drafted

Await meeting with Salford Consultants

On-going discussions with NWVU – link in with respiratory pathway work


- GM community dietetic/nutritional pathway work for Stroke & Neuro– recent discussion at GMNISDN CEG, work likely to take place after completion of this project - a/w further update





Nutrition project - Update

Education:
- Final community dietetic training sessions taking place (Manchester 19/06, Bolton 11/07)
- Peer group meeting with CNRT Dietitians 27/06
All teams then trained, except East Cheshire
Positive experience from visiting Wythenshawe dietetic team

- Review nutrition resources on MND section of GMNISDN website


Data
- Finalising analysis
- Completing patient stories

 







Nutrition project - aims & deliverables
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