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Guidelines and guidance relevant to

Huntington’s disease

General

Optimum clinical pathway for adults: Movement Disorders National Neurosciences Advisory Group
(NNAG)

nnag.org.uk/optimal-clinical-pathway-for-movement-disorders

International Guidelines for the Treatment of Huntington's Disease European Huntington's Disease
Network (EHDN)

frontiersin.org/articles/10.3389/fneur.2019.00710/full

NHS Long Term Plan NHS
longtermplan.nhs.uk

UK Strategy for Rare Disease Department of Health
assets.publishing.service.gov.uk



http://nnag.org.uk/optimal-clinical-pathway-for-movement-disorders
http://nnag.org.uk/optimal-clinical-pathway-for-movement-disorders
https://www.frontiersin.org/articles/10.3389/fneur.2019.00710/full
https://www.google.com/url?q=https://www.longtermplan.nhs.uk/wp-content/uploads/2019/08/nhs-long-term-plan-version-1.2.pdf&sa=D&source=docs&ust=1705338579200928&usg=AOvVaw1Mw1xPBUEMtxaAJarfbVJx
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/260562/UK_Strategy_for_Rare_Diseases.pdf

Guidelines and guidance relevant to

Huntington’s disease

Decision-making, mental capacity and social work

Social work with adults experiencing complex needs (NICE)
nice.org.uk/guidance/ng216

Decision Making and Mental Capacity (NICE)
nice.org.uk/guidance/NG108

Mental Capacity Act Code of Conduct Office of the Public Guardian
assets.publishing.service.gov.uk

Neurology

Suspected neurological conditions (NICE)
nice.org.uk/guidance/ngl27



http://www.nice.org.uk/guidance/ng216
http://www.nice.org.uk/guidance/NG108
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/921428/Mental-capacity-act-code-of-practice.pdf
http://www.nice.org.uk/guidance/ng127

Guidelines and guidance relevant to

Huntington’s disease

Symptom Manhagement

Nutritional support for adults: oral nutrition support, enteral tube feeding and parenatal nutrition (NICE)
nice.org.uk/Guidance/CG178

Urinary incontinence in neurological disease: assessment and management (NICE)
nice.org.uk/Cuidance/CGC148

End of life care

End of Life Care for Adults (NICE)
www.nice.org.uk/guidance/NG142

End of Life Care for Adults: Service Delivery (NICE)
nice.org.uk/guidance/NG142



https://www.ncbi.nlm.nih.gov/books/NBK553310/#:~:text=This%20guideline%20covers%20identifying%20and,be%20started%2C%20administered%20and%20stopped.
https://www.ncbi.nlm.nih.gov/books/NBK553310/#:~:text=This%20guideline%20covers%20identifying%20and,be%20started%2C%20administered%20and%20stopped.
http://www.nice.org.uk/Guidance/CG148
http://www.nice.org.uk/guidance/NG142
http://www.nice.org.uk/guidance/NG142

Guidelines and guidance relevant to

Huntington’s disease

Mental Health
Depression in adults with a chronic physical health problem: recognition and management (NICE)

nice.org.uk/Cuidance/CG9I

Psychosis and schizophrenia in adults: prevention and management (NICE)
nice.org.uk/Guidance/CG178

Consensus statement on mental, emotional and cognitive health provision, Neurological Alliance
Mental-Health-Consensus-Statement.pdf (neural.org.uk)

Carers

Support for adult carers (NICE)
nice.org.uk/guidance/NG150



http://www.nice.org.uk/Guidance/CG91
http://www.nice.org.uk/Guidance/CG178
https://www.neural.org.uk/wp-content/uploads/2021/04/Mental-Health-Consensus-Statement.pdf
http://www.nice.org.uk/guidance/NG150

MDT Guidelines




Multidisciplinary teams guidance

Physiotherapy

Clinical recommendations to guide physical therapy practice for Huntington's disease (EHDN)
pubmed.ncbi.nlm.nih.gov/31907286/

Occupational Therapy

Occupational Therapy for People with Huntington’'s Disease: Best Practice Guidelines (EHDN)
hda.org.uk

Dieticians
Nutritional management of individuals with Huntington’s disease: nutritional guidelines
hda.org.uk



https://pubmed.ncbi.nlm.nih.gov/31907286/
https://www.hda.org.uk/seecmsfile/?id=75
https://www.hda.org.uk/seecmsfile/?id=75
https://www.hda.org.uk/seecmsfile/?id=79

Multidisciplinary teams guidance

Psychological interventions
For people with Huntington's disease, Parkinson'’s disease, motor neurone disease, and multiple sclerosis

bps.org.uk

Speech and Language
Management of speech, language and commmunication difficulties in Huntington'’s disease

hda.org.uk

Oral feeding in Huntington’s disease
A guideline document for speech and language therapists Oral feeding in Huntington’s disease: a

hda.org.uk



https://www.bps.org.uk/guideline/psychological-interventions-people-huntingtons-disease-parkinsons-disease-motor-neurone
http://hda.org.uk/seecmsfile/?id=80
https://www.hda.org.uk/seecmsfile/?id=81

Care pathways




Huntington’s disease care pathway
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https://www.hda.org.uk/professionals-and-training/working-with-patients-and-families/care-pathway/

Huntington’s Disease Association care pathway

1. Individuals at risk

2. Huntington's Disease Association 3. General practitioners 4. Clinical genetics 5. Diagnosis of Huntington's disease

6. Clinical presentation

7. Behavioural symptoms 8. Cognitive and emotional symptoms 9. Motor symptoms

7a Clinical assessment of mental health 8a Clinical assessment of cognitive and 9a Clinical assessment of motor symptoms
symptoms emotional symptoms

7b Management of behavioural symptoms

8b Management of Cognitive and Emotional 9b Management of motor symptoms

Symptoms

10. End of Life

11. Resources and Services hda.o rg.u k



https://www.hda.org.uk/professionals-and-training/working-with-patients-and-families/patient-journey/

Huntington’s disease health care pathway
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FIRST NEUROLOGICAL SYMPTOM
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HD Huntington's Deecase, MDT Multi-disciplinary team Developed by the Huntington's Disease Association



Resources for clinicians

GeNotes (Genomic Notes for Professionals) NHS England
Huntington disease — Knowledge Hub (hee.nhs.uk)

National Genomic Test Directory
england.nhs.uk/publication/national-genomic-test-directories/

NIHR Be part of research
nihr.ac.uk

Scottish care pathway
care.hdscotland.org/introduction/

Research articles

Huntington'’s disease: diagnosis and management - Stoker TB, Mason SL, Greenland JC
https://ph.bomj.com/content/22/1/32

Huntington’'s disease - Novak M J U, Tabrizi S J

https://www.bmj.com/bmij/section-pdf



https://www.genomicseducation.hee.nhs.uk/genotes/knowledge-hub/huntington-disease/
http://www.england.nhs.uk/publication/national-genomic-test-directories/
https://bepartofresearch.nihr.ac.uk/
http://care.hdscotland.org/introduction/
https://pn.bmj.com/content/22/1/32
https://www.bmj.com/bmj/section-pdf/186602?path=/bmj/341/7762/Clinical_Review.full.pdf
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