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MND Steering Group
Minutes
10:00-12:00 20th November 2024
Mayo Building, Salford Royal Hospital and Via MS Teams
	Present

	Cillian OBriain (GMNISDN)
	Nicola Ashton (North Manchester CSNRT)

	Sarah Rickard (GMNISDN)
	Nicola Boyle (North Manchester CSNRT)

	Christine Hyde (GMNISDN & Stockport CNRS)
	Ali Cherriman (North Manchester CSNRT)

	Christina Federico (MND Care Centre)
	Karen Lea (Wigan CSNRT)

	Sam Holden-Smith (MND Care Centre)
	Leanne Lowdon (Wigan CSNRT)

	Haley Williams (MND Care Centre)
	Sarah Elizabeth Morris (Central Manchester CSNRT)

	Dr John Ealing (MND Care Centre)
	Sophie Gordon (Central Manchester CSNRT)

	Dr Hisham Hamdalla (MND Care Centre)
	Juliet Smith (HMR Respiratory Team)

	Anna Rutherford (MND Care Centre)
	Lynn Swift (HMR Respiratory Team)

	Selina Makin (Salford Neuropsychology)
	Vicki Worsley (Trafford CSNRT)

	Tracey Thompson (MND Association)
	Liz Holloway (Trafford CSNRT)

	Melanie Worthington (MND Association)
	Cheryl Adamson (Bolton Palliative Care Team)

	Andrea McEntee (MND Association)
	Diane Moore (Oldham CNRT)

	Debbie Freeman (NWVU)
	Emma Minshull (Stockport CNRS)

	Apologies

	
	


1. Welcome, apologies and conflicts of interest
CO welcomed attendees to the meeting and done a round of introductions.
2. Matters arising
Minutes from the previous meeting (June 2024) were reviewed and approved.
· Discussed PPI and explored opportunities on getting patient and carer voices heard as part of the project. Noted that there are various ways of ensuring successful PPI and that it may look different in this project compared to others given the progressive nature of the condition. Agreed that it would be beneficial for teams to reach out to their MND caseload with opportunities to engage with the project.

· Project work ongoing at Preston (Cognitive decline) and West Yorkshire (Pathway Development). 
Action: TT to share contact details with CO and link in to get information for sharing with the group.
· Community Review Checklist now available on the MND Toolkit here. North Manchester also accesses a community review checklist on EMIS Titled: CNRT Therapy Motor Neuro Disease Review V2
3. Project Feedback
CO & CF delivered presentations on the MND Care Pathway Project and the Nutrition Project, focusing on progress, key findings, and future plans (refer to attached slides​ below).
Highlights from each project included:
· MND Care Pathway Project:
· Improved networking opportunities and communication channels.
· Successful delivery of MND training days with positive feedback from clinicians.
· Creation of a toolkit for GM resources including a contact directory for GM teams.
· Nutrition Project:
· Data audits revealed key findings, such as high rates of weight loss in newly diagnosed patients and challenges in gastrostomy pathway efficiency.
· Training sessions improved confidence among dietitians and broader MDT members.
· Noted ties in with network nutrition pathway development for stroke and neuro patients in GM. Action: Network to meet and explore opportunities to progress this project.
Patients’ outcomes can vary depending on timeliness of referral to MND Care Centre – noted patients presenting late, delayed primary care referrals due to lack of awareness and long neurology waitlists can impact this. As a result, increased referrals from private healthcare organisations – increasing health inequality. 
Action: MND Care Centre to explore opportunities to audit previous referrals into clinic to highlight issue.
4. Measuring Impact
The group discussed how we can measure project and pathway development impact.
· MND Training Evaluation Forms completed
· Clinician feedback on project impact would be beneficial.
· Discussed opportunity for MND Care Centre and community team to complete MND Association Transforming Care Audit collaboratively next year to capture full pathway.
Action: Add to the agenda for discussion at next meeting to explore for next year.
5. Emotional Support Pathway Development Project
A new two-year project funded by the MND Association has been initiated, focusing on emotional and psychological support for people affected by MND and their families. See presentation slides below for details.
· Discussed Acceptance and Commitment Therapy (ACT). Most teams have staff that are trained in using this. Staff that are trained can cascade training to rest of MDT. Noted another training cohort with a focus on MND would be beneficial.
Action: Network, MND Care Centre and MND Association to explore opportunities to fund this as part of this project.
6. Sharing Information
Group discussion on sharing outcomes from assessments between MND Care Centre and MND Community Teams.
· Community teams liaise closely with MND Specialist nurses through MND MDT meetings.
· Community teams receive consultant letters.
· Information from MND MDT clinics including AHP assessment outcomes are sent out to community teams however, some community teams noted that these are not reaching them. 
Action: MND Care Centre Team to review contact lists and cross reference with MND Contact Directory on website here to ensure contact details are up to date.
7. Oral Suctioning
HW shared some recent challenges for patients accessing oral suctioning equipment.
CH shared information from a scoping exercise done looking at processes involved in the delivery of this interventions. Three key areas identified:
· Equipment provision and maintenance in particular funding responsibilities
· Training for patient and family
· Staff competency and training 
Network has an upcoming meeting with the ICB to share current challenges. 
Action: Network to feedback outcome at next meeting.
8. Any other business
SHS shared information about an event: Moving on up! The importance of research in the fight against MND. See presentation slides for details.
9. Next meeting
May 2025 (Date to be confirmed)
10. Presentation slides
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MND Steering Group

20th November 2024





Agenda

		 		Agenda Item		Action		Time		Lead

		1		Welcome and introductions		Information		10:00		Cillian O’Briain

		2		Review minutes from last meeting		Approval		10:05		Cillian O’Briain

		3		MND Project Feedback
MND Care Pathway
Nutrition Pathway		Information		10:20		Cillian O’Briain & Christina Federico

		4.		MND Emotional Support Pathway Development Project		Information		10:40		Cillian O’Briain

		5.		Information Sharing (MND Care Centre):
Sending out patient letter & AHP Handover
Receiving/disseminating patient information from MND Care Centre		Information & Discussion		11:00		MND Care Centre
&
Nicola Ashton & Community Teams

		6.		Oral Suctioning		Information & Discussion		11:30		Hayley Williams & Melanie Worthington

		7.		Any other business		Discussion		11:50		All







MND Project Feedback

MND Care Pathway Project







Project Context

Approx. 250 people in GM with MND

Collaboration among MND Association, MND Care Centre and GMNISDN

Purpose: To address care inequities and support coordinated MND care across GM

MND Association funded x2 posts

0.2 WTE – MND Care Centre: Nutrition Project

0.5 WTE – GMNISDN: MND Care Pathway Project

Fixed term (2022 – 2024)

MND Care Centre





MND Care Pathway
Objectives









Enhance communication and coordinated care





Facilitate networking and peer learning





Refine the MND care pathway





Develop an MND training programme





Create GM MND toolkit





Raise awareness among stakeholders





Project Delivery







Initial project planning





Gathering information





Stakeholder engagement





Raising the profile of MND





Training programme & toolkit development





Initial project planning & gathering information

Project meeting groups established



Project timeline agreed



Elements of MND care identified



Mapped MND care in each GM locality









Stakeholder engagement & raising the profile of MND

Extended Steering Group to include all community teams



Broader engagement, including NW Ventilation Unit and patient/carer voices



Promotion via social media and forums inc. ICB CEG and GMNISDN Annual Conference













Training needs identified



MND training resources collated & practical training days with positive clinician feedback



Toolkit with project resources inc.

GM MND Contact Directory

Community Review Checklist

Meeting Minutes

GM MND training programme & toolkit development









Key Achievements
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Improved Coordination: Strengthened communication channels among healthcare providers





Networking: Enabled clinician connections and peer learning





Pathway Optimisation: Reviewed and refined MND care pathway





Clinician Training: Delivered highly rated training events





Toolkit: Created GM MND Toolkit for clinician resources





Raised Awareness: Increased understanding of MND needs among stakeholders and commissioners





Sustaining Improvements 







Continue MND Steering Group oversight





Broaden stakeholder involvement





Expand clinician training with ongoing working party groups





Maintain and update communication resources and the MND Toolkit





MND Emotional Support Pathway Development Project







Project Overview

MND Care Pathway Project: An identified need for further development of pathways for pabMND to access emotional support services



Aim to map, evaluate and develop pathways for emotional and psychological wellbeing support for pabMND, their families, and carers in GM



MND Association funded 2-year project, beginning Nov 2024





Project Roles

Assistant Clinical Psychologist (0.6 WTE)

Resource development, MDT meeting attendance, and Level 1&2 psychological care



Clinical Psychologist (0.1 WTE)

Clinical leadership, supervision, ACT group facilitation, and strategic direction



Project Facilitator (0.2 WTE)

Oversight, stakeholder engagement, training needs analysis, and pathway development



Patient & Carer Involvement Coordinator (0.05 WTE)

Ensure to capture patient & carer voices, support PPI engagement, and collaboration with MND Association volunteers





Project Aims

Listen to the experiences of pabMND in GM to identify service needs and gaps



Map current emotional and psychological support provision in GM



Develop local pathways to enhance access to emotional wellbeing support



Support MND professionals with training and resources



Evaluate outcomes to inform future service development





Key Deliverables (Year 1)

Scoping & Reporting

Comprehensive mapping of existing support services

Detailed report on current processes and gaps in provision



Engagement & PPI

Strategy to capture and integrate patient and carer voices



Resource Development

Leaflet on emotional support options for patients



Knowledge Sharing

Assistant psychologist attending MDT meetings

Development of MND Emotional Support Steering Group





Key Deliverables (Year 2)

Pathway Development

Create local referral pathways for emotional and psychological wellbeing support in GM

Develop resources (e.g., leaflets, online materials) to assist patient decision making



Training & Education

Identify training needs of MND professionals and deliver a tailored programme

Facilitate supervision groups for clinicians using ACT



Evaluation & Future Planning

Work alongside Assistant Psychologist to evaluate project outcomes

Submit an MND Association grant application for Phase 2





Expected Outcomes

Short-Term

Improved understanding of emotional support needs and service gaps

Increased awareness among stakeholders of the importance of emotional wellbeing for pabMND



Long-Term

Enhanced access to emotional support services across GM

Greater confidence among professionals in delivering and signposting psychological care

Foundation for future service developments and investment cases





Any Other Business

Launch Event: Moving on up! The importance of research in the fight against MND



Date: Tuesday 26 November. Doors open at: 4.30pm, event starts: 5pm

Location: Manchester School of Art, Manchester Metropolitan University, Boundary Street West, Manchester M15 6BR



Event programme includes: 

New performance from Combination Dance whose piece is inspired by research into human movement and the effects that diseases such as MND have on physical activity and muscle function.

Dr Brian Dickie MBE, who will reflect on the critical role that research has played in improving the lives of people affected by MND. 

Q&A panel discussion where Nina Mitic, Dr Liam Knox and Greg Broadhurst will give their insight on the changing knowledge of MND and their hopes for future research breakthroughs.



Register to attend here
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Equipment provision

‘Wheelchairs:

Specialist seating:

Specialist bed equipment (sleep systems):

Orthotics and splinting.

Respiratory equipment

‘Adapted cutlery and other minor adaptations:

Treatments/interventions

2a-hour postural needs:

Respiratory nesds (Inc. management of equipment)

Nutritional needs:

Swallowing needs:

Communication needs.

Pychological needs:

Cognitive needs:

Personal care needs.

Environmental adaptations

Does team provide elements of end-of-ite care?

Other treatments provided by team?

Support netw

External services available in ocality to support people living with MND, carers and family:

How does team offer support services for family, carers, children?

Links with social services and communication processes with care agencies

Continuing health care — how do teams support with this process?
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Greater Manchester MND Care in the Community
Scoping exercise
Date of mesting:

Attendees

Team:

GM Locality covered by service

Number of people Iving with MND in locality (snapshot)

Referral process into service:

Discharge from service process:
How is this communicated with MND Care Centre?

‘Acceptance criteria
Eg., Will team pick up f need one discipline?

Review processes:
What are the team’s reactivation processes If dentified need?

“Are team aware of TMINDA Care audit tool?
Scope to engage with audit?

Signpost to Melanie for further information if needed

Does you team have access to health and wellbeing services to support with the psychological
elements of caring for people with MND.

MDT involvement.

Disciplines on team that provide input to the MND caseload:

Disciplines/teams outside of team that in-reach

Does team have MIND MDT meetings of input into MND MDT meetings?
Who sits in MDT (internal and external)?

‘Are you open to being involved vith digital communication? i.e, Joint video consultations with
MIND Care Team. Access to virtual appointments?

Does team communicate patient changes to the MIND Care Centre? How?
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MND nutrition project
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Aim: Raise the profile of nutritional management for people living with MND in Greater Manchester. 
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Audit: review current nutritional care for pwMND within GM including a review of the current gastrostomy pathways and timeliness of access to these





Scoping: conduct focus groups & surveys with healthcare professionals involved in the nutritional management of pwMND to establish current practice and confidence around management of this area.





Training & education: facilitate for the above groups. Through this to promote timely access to community based nutritional care and ensure up to date evidence-based nutrition support guidance is followed.





Audit data:







Newly diagnosed cases 1st January 2022 – 31st December 2023





All MND gastrostomy/feeding tube placements 1st January 2022 – 31st December 2023





Newly diagnosed cases 2022-2023 (n:164)





42% of total 154 experienced > 10% wt loss
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71% had lost weight at point of diagnosis: 
42% experienced > 10% weight loss





23% lived in an area with a CNRT funded Dietitian





30% did not return to the MDT clinic, of these, 55% received input from a community Dietitian





Indication for gastrostomy & timing around discussion reviewed





Feeding tube cases 2022-2023 (n:93)





20 gastrostomy at Salford, 70 at NWVU, 1 done at a local hospital

NJT at Salford

NGT at a local hospital (Wigan)
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93 total tubes: 
91 gastrostomy tubes (86 PEGs, 5 RIGs)
1 x NGT, 1 x NJT





22% took place at SCO, 75% at NWVU, 3% elsewhere





45% experienced some form of a delay
19% due to transferring from SCO -> NWVU for tube placement





Feeding tube cases 2022-2023 (n:93)





14 cases at SCO, 33 at NWVU
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56% started on feed immediately post tube insertion





70% of tube placements at SCO started on feed post tube insertion, 47% at NWVU





Weights – feeding tube cases (n:93)

Recorded for 81 patients: 

78% experienced weight loss from point of diagnosis to time of tube placement



38% experienced > 10% weight loss



3 months post tube placement:

Recorded for 64 patients:

41% weight gain, 6% stable

53% lost weight









35% of total 93 patients had experienced >10% wt loss at diagnosis

PROGAS uses diagnosis weight as a reference point and compared to gastrostomy weight



65% had experienced weight loss at point of diagnosis
This was > 10% in 35% of patients



88% experienced weight loss from pre diagnosis –> time of tube placement
This was > 10% weight loss in 66% of cases





When comparing to pre diagnosis weight data is available in 82 patients (88% of total sample):
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Weight change from diagnosis to tube placement





0	0 to 5% loss	5 to 10% loss	10 to 15% loss	15 to 20% loss	>	20% loss	Gain	Unknown	6	15	17	13	8	10	12	12	Weight change





Patient number







Outcomes post tube placement: 3 mths 





Amongst the patients with post tube weight information, none experienced >20% wt loss
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Feeding status documented in 74 of 93 cases (80%): 

59% using tube for nutrition

41% not using tube for nutrition





Of the 34 pts who lost weight 3/12 post tube insertion: 
56% using tube for feeding

44% not using tube for nutrition





Staff scoping & education





Confidence scales – Dietitians (n:20)



Extremeley confident	Calculating nutritional requirements	Introducing oral nutrition support advice	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Advising on sip feeds when risk feeding	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	Management of gastrostomy feeding	Nutritional risk -non inasive ventilation	Management of sialorrhea	3	9	5	2	3	5	4	3	3	3	7	3	0	Very confident	Calculating nutritional requirements	Introducing oral nutrition support advice	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Advising on sip feeds when risk feeding	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	Management of gastrostomy feeding	Nutritional risk -non inasive ventilation	Management of sialorrhea	11	9	8	11	3	8	6	10	2	5	8	3	2	Somewhat confident	Calculating nutritional requirements	Introducing oral nutrition support advice	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Advising on sip feeds when risk feeding	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	Management of gastrostomy feeding	Nutritional risk -non inasive ventilation	Management of sialorrhea	6	2	7	6	14	6	6	4	9	7	3	5	4	Not so confident	Calculating nutritional requirements	Introducing oral nutrition support advice	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Advising on sip feeds when risk feeding	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	Management of gastrostomy feeding	Nutritional risk -non inasive ventilation	Management of sialorrhea	0	0	1	1	0	1	4	3	6	4	2	8	14	Not all all confident	Calculating nutritional requirements	Introducing oral nutrition support advice	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Advising on sip feeds when risk feeding	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	Management of gastrostomy feeding	Nutritional risk -non inasive ventilation	Management of sialorrhea	0	0	0	0	0	0	0	0	0	1	0	1	0	











Confidence scales – SLTs (n:12)



Extremeley confident	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Management of sialorrhea	Knowledge of the role of the Dietitian in MND care	When early referral to Dietetics is indicated to prevent nutritional decline	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	3	6	3	3	6	3	2	4	2	4	Very confident	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Management of sialorrhea	Knowledge of the role of the Dietitian in MND care	When early referral to Dietetics is indicated to prevent nutritional decline	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	5	6	4	7	5	3	3	4	4	5	Somewhat confident	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Management of sialorrhea	Knowledge of the role of the Dietitian in MND care	When early referral to Dietetics is indicated to prevent nutritional decline	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	3	0	5	2	0	6	6	3	4	3	Not so confident	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Management of sialorrhea	Knowledge of the role of the Dietitian in MND care	When early referral to Dietetics is indicated to prevent nutritional decline	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	1	0	0	0	1	0	1	1	2	0	Not all all confident	Knowledge of weight loss 	&	 malnutrition in relation to disease prognosis	Management of oral risk feeding	Management of sialorrhea	Knowledge of the role of the Dietitian in MND care	When early referral to Dietetics is indicated to prevent nutritional decline	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	0	0	0	0	0	0	0	0	0	0	











Confidence scales – CNRTs (n:26)



Extremeley confident	Advice on hypermetabolism in MND	Early nutritional messages	Management of texture modified diet 	&	 fluids	Management of oral risk feeding	Management of sialorrhea	Nutritional risks for patients on NIV	Nutrition in end of life care	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	0	2	4	4	0	0	0	0	2	1	0	1	Very confident	Advice on hypermetabolism in MND	Early nutritional messages	Management of texture modified diet 	&	 fluids	Management of oral risk feeding	Management of sialorrhea	Nutritional risks for patients on NIV	Nutrition in end of life care	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	2	4	4	2	8	3	6	4	7	6	3	4	Somewhat confident	Advice on hypermetabolism in MND	Early nutritional messages	Management of texture modified diet 	&	 fluids	Management of oral risk feeding	Management of sialorrhea	Nutritional risks for patients on NIV	Nutrition in end of life care	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	4	12	7	9	10	3	3	13	6	9	8	7	Not so confident	Advice on hypermetabolism in MND	Early nutritional messages	Management of texture modified diet 	&	 fluids	Management of oral risk feeding	Management of sialorrhea	Nutritional risks for patients on NIV	Nutrition in end of life care	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	7	1	7	10	4	9	9	3	7	6	10	4	Not all all confident	Advice on hypermetabolism in MND	Early nutritional messages	Management of texture modified diet 	&	 fluids	Management of oral risk feeding	Management of sialorrhea	Nutritional risks for patients on NIV	Nutrition in end of life care	Discussing gastrostomy placement	Signposting to gastrostomy resources	The 'window of opportunity' for gastrostomy placement	Reasons why gastrostomy may not be possible	Treatment plans for patients ineligible for gastrostomy/decline	13	7	4	1	5	11	8	7	4	4	6	11	









Survey feedback









Knowledge of MND specific gastrostomy pathway: 60% of Dietitians not aware of this, same response received from 50% of SLTs and 81% of wider CNRT staff





Further feedback highlighted a requirement for improved information sharing regarding gastrostomy discussions and decisions, especially based on feedback from the dietetic group.





Dietetic education

8 teams visited: 7 community, 1 acute

Meetings with CNRT/Specialist Dietitians

> 50 attendees

26 survey feedback received:

- 100% felt their confidence levels in managing nutrition in pwMND improved as a result of the training





Feedback



3 key takeaway messages:







Importance of weight





Requirement for a flexible approach





Improved understanding of gastrostomy management

















Next steps









Ratification of the gastrostomy SOP





Continued work with NWVU





Educational legacy





Dietetic/nutrition pathway work with the GMNISDN











Thank you
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o £
) ¢ Post Education Feedback 8
Nutritional issues can be experienced by people with MND (pwMND) throughout the
course of the disease. Malnutrition and weight loss are recognised as poor prognostic ® 100% felt their confidence levels in managing nutrition in pwMND had incre
indicators2? and gastrostomy placement is commonly recommended to those with because of the teaching received.
advancing bulbar symptoms and respiratory failure.

26 Dietitians provided feedback

S 4 ® Respondents listed 3 key messages learnt, the most common being
Published national survey results have shown the timeliness of dietetic inputand on-going
nutritional monitoring in pwMND may not currently be optimal."s) \

The following work relates to a 2-year nutritional development project funded by the

Importance Beqlirement unz’jr:gt:ﬁed?ng
Motor Neurone Disease Association undertaken in an urban area in England with an Ofpweigh( foraifiexible of gastrostomy
MND caseload of approximately 260. Spproach management

>

@ When asked if they would change anything in their practice, the most common

The overall aim was to raise the profile of nutritional care in pwMND through the delivery responses from Dietitians were:

of nutritional education to HCPs. Nutritional knowledge amongst HCPs involved in wg‘:‘f’ve

the care of pwMND in the region was assessed. Scoping work was undertaken via B approach
% - S 2 to nutrition

online surveys and focus groups. This was divided into three specific staffing groups; support

Dietitians, Speech and Language Therapists, and other HCPs such as community HCPs g advice

and members of the long-term ventilation unit team. Eight dietetic teams (7 community,
1 acute) received a tailored teaching session with approximately 50 people attending in
total across all sessions. Education focusing on the MDT role in nutrition was delivered at

2 regional MND training events attended by 59 HCPs. Education sessions were delivered wo‘:lvl't‘!atou Enaure
by the nutritional development project worker who is a Dietitian working in the MND change Z‘T;:L:?gg
Care Centre for the same region. y

in your from

v o caseload
practice? G

Figure 1
Confidence scales of managing nutritional care in pwMND amongst Dietitians (n:20)
| | |

Management of sialorrhea

Nutritional risk - non invasive ventilation

Management of gastrostomy feeding

| | Feedback was received from 53 HCPs attending the regional MND education days,
‘ 87% rated the event as excellent.

Treatment plans for patients ineligible |

for gastrostomy/decline

Reasons why gastrostomy may not be
possible

The ‘window of opportunity for
gastrostomy placement

| ‘ —

[ G Conclusions D

‘ Confidence levels when managing nutrition in PWMND varies amongst
‘ Dietitians and SLTs.

Signposting to gastrostomy resources.

Survey results highlighted poor confidence levels across some other HCPs.
Discussing gastrostomy placement

| | Tailored nutritional education is an effective tool to address this and facilitate

Advising on sip feeds when risk feeding I I peer-based learning and di: i
(= L J ‘
i

Management of oral risk feeding

Knowledge of weight loss & malnutrition
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1. Introduction

This Standard Operating Procedure (SOP) provides a guide on the management of gastrostomy
tube insertion for patients with Motor Neurone Disease (MND) under the care of the Manchester
MND Care Centre. Guidance is provided on the processes and actions to undertake once a
decision regarding gastrostomy tube placement is made.

The content is based on national guidance, outcomes from local gastrostomy audits and shared
best practice amongst the Motor Neurone Disease Care Centre and North West Ventilation

Service.








MND nutrition project





