Publications and resources list

Sean White — Nutritional management of people living with MND
ESPEN guideline clinical nutrition in neurology - https://pubmed.ncbi.nlm.nih.gov/29274834/

NICE MND: assessment and management - https://www.nice.org.uk/guidance/ng42

EFNS guidelines on the clinical management of amyotrophic lateral sclerosis (MALS) — revised report of an EFNS task
force - https://pubmed.ncbi.nlm.nih.gov/21914052/

OptiCALS Randomised Controlled Trial - https://www.hra.nhs.uk/planning-and-improving-research/application-
summaries/research-summaries/opticals-randomised-controlled-trial/

A question raised at the webinar ‘what are your thoughts on an anti-inflammatory diet? Please see the following
references to this question:
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https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4712627/?fbclid=IwAR2EpPXSsX1ngJgYoQEbbGdxiya59SYfLYnBdpg
ki8yzWf-f28D7MAbH o
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Erin Probert - Eating and Drinking with Acknowledged Risks - Clinical considerations when supporting people
living with MND

RCSLT Eating and drinking with acknowledged risks: Multidisciplinary team guidance for the shared decision-making
process (adults) https://www.rcslt.org/wp-content/uploads/2021/09/Eating-and-drinking-with-acknowledged-risks-
guidance.pdf

EDAR — Eating and/or Drinking Acknowledged Risks

Biozoon — innovation products for persons suffering from dysphagia https://www.biozoon.uk

Mouth Care Matters — Improving Oral Health http://www.mouthcarematters.hee.nhs.uk/

RHN Documentation Capacity assessment and decision
https://www.gov.uk/government/uploads/system/uploads/attachment data/file/497253/Mental-capacity-
act-code-of-practice.pdf
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Right Care Progressive Neurological Conditions Tool Kit: https://www.england.nhs.uk/rightcare/wp-
content/uploads/sites/40/2019/08/progressive-neuro-toolkit.pdf.

3. Christina Federico and Emma Wood - Exploring best practice — nutritional approach for people living with
MND
e Gastrostomy tube —is it for me? A web-based patient decision aid for people with MND considering a
gastrostomy tube. https://gastrostomychoice.co.uk
e Breathing and ventilation https://www.mndassociation.org/support-and-information/living-with-
mnd/breathing-and-ventilation/
e Eating with Dignity — real food real people https://www.eatingwithdignity.org
e Knowledge Oral Health - https://www.kohc.co.uk
e BDA - Ready steady blend https://www.bda.uk.com/resource/ready-steady-blend.html
e Nestle HealthScience — Dysphagia diet recipe ideas (cooking with confidence ISSSI Levels 4-6)
https://www.nestlehealthscience.co.uk/health-management/dysphagia/recipe-ideas
e ALSUntangled reviews alternative and off label treatments, with the goal of helping people with ALS make
more informed decisions about them https://www.alsuntangled.com
e AlSuntangled Ketogenic Diets https://www.alsuntangled.com/review/ketogenic-diets/
References

Ready Steady Blend - https://www.bda.uk.com/resource/ready-steady-blend-now-it-s-your-turn.html
https://wwweatingwithdignity.org/

RightCare Progressive Neurological Conditions Toolkit
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MND Association Care resources:

Eating and drinking guide https://www.mndassociation.org/app/uploads/2022/06/Eating-and-drinking-
guide.pdf

7A Swallowing difficulties
https://www.mndassociation.org/app/uploads/2015/07/7A-Swallowing-difficulties-1.pdf

Care booklet includes mouth care and managing fatigue
https://www.mndassociation.org/app/uploads/2022/06/Personal-Care-with-MND.pdf

Advance care planning and advance decisions
https://www.mndassociation.org/app/uploads/2015/07/EOL9-Advance-care-planning-and-advance-decisions-

2018.pdf
Tube feeding https://www.mndassociation.org/app/uploads/2022/06/07B-Tube-feeding.pdf

MND Association Professional resources:

Dysphagia, nutrition and saliva problems
https://www.mndassociation.org/professionals/management-of-mnd/management-by-symptoms/dysphagia/
Dietetics and nutrition infographic

https://www.mndassociation.org/app/uploads/2021/09/77401 MNDA Infographic Dietetics And Nutri
tion v5 HR.pdf

Managing saliva problems in MND https://www.mndassociation.org/app/uploads/information-sheet-p3-
managing-saliva-problems.pdf

Information for dental teams - https://www.mndassociation.org/app/uploads/MND-dentist-guide.pdf

Oral suctions in MND

https://www.mndassociation.org/app/uploads/Information-sheet-P9-Oral-suction.pdf

Respiratory symptoms in MND information
https://www.mndassociation.org/professionals/management-of-mnd/management-by-
symptoms/respiratory-symptoms-in-mnd/
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End-of-life care in MND https://www.mndassociation.org/app/uploads/2022/06/Professionals-guide-to-end-
of-life-care-px012.pdf

Multidisciplinary team working for MND
https://www.mndassociation.org/app/uploads/2012/04/Multidisciplinary-team-working-for-MND.pdf
Breathing and ventilation https://www.mndassociation.org/support-and-information/living-with-
mnd/breathing-and-ventilation/

Education and development at MND Association -
https://www.mndassociation.org/professionals/professional-education-and-development/
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