[image: image1.png]@ https:/lupuscomer.com/wp-content/uploads/2016/11/FSS_Fatigue_Severity Scale.png

@|RiO Clinical Information System... ] apcp.csp.org.uk

(2 fatigue severity scale form - Bin... © lupuscomer.com

1 = Strongly Disagree; 7 = Strongly Agree

Scores

1. My motivation is lower when | am fatigued. 1 2 3 4 5 6 7
2. Exercise brings on my fatigue. 1 2 3 4 5 6 7
3.1am easily fatigued. 1 2 3 4 5 6 7
4. Fatigue interferes with my physical functioning. 1 2 3 4 5 6 7
5. Fatigue causes frequent problems for me. 1 2 3 4 5 6 7
6. My fatigue prevents sustained physical

functioning. 1 2 3 4 5 6 7
7. Fatigue interferes with carrying out certain

duties and responsibilities. 1 2 3 4 5 6 7
8. Fatigue is among my three most disabling

symptoms. 1 2 3 4 5 6 7
9. Fatigue interferes with my work, family, or social

life. 1 2 3 4 5 6 7
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1. Neuromuscular Disorders (NMD)
NMD are acquired and/or genetic conditions affecting the function of muscles, either directly as a muscle disease or caused by disorders of the peripheral nerves, motor neurones in the spinal cord or the neuromuscular junctions which supply them, e.g. muscular dystrophies, spinal muscular atrophy, congenital myopathies, hereditary neuropathies and congential myasthenic syndromes. The management of neuromuscular conditions is constantly evolving. So stay connected with charities specific to your condition for any new developments in medication or therapeutic intervention.
NMD are long term conditions and your transition will be mainly concerned with moving on to Adult Health Services rather than learning disabilities or social care needs. Although, some young people with complex long term conditions will have support from health, social care and special education. It is essential that all services/professionals involved work together to co-ordinate the transition process.

2. What does ‘transitioning to adulthood’ mean for me

Transition is an important journey and transition to adult services is the name given to the process of moving on from children’s to adult services.  You are an adult at 18 years of age and will no longer receive physiotherapy from the Children’s and Young Peoples Services. There are key differences between adults and children services. Also, your health and care needs change as you grow older, so the service provision must be developmentally appropriate. Adult services are able to support you with all sorts of issues that may arise, such as higher education, travelling, careers and sex.

As an adult, you need to make informed decisions and lead a more independent life.  You and your family should understand what is happening and feel in control.                             https://www.nhs.uk/conditions/social-care-and-support-guide/caring-for-children-and-young-people/moving-from-childrens-social-care-to-adults-social-care/
Most importantly, you are expected to self manage your long term condition. Your condition is mostly stable but should there be a change or need for intervention which requires Physiotherapy intervention you can either self-refer or contact your GP for referrals to: 
· the Community Neurological Service following intervention e.g. botox or surgery communityneuroservice.newham@nhs.net  

· the Adult Musculoskeletal Service for a muscle skeletal condition: MSKservicesnewham@nhs.net 

· the Patient Appliance Service for any orthotic needs:         patientappliancedservicechn@nhs.net 
· the multi-disciplinary Extended Primary Care Teams (EPCT)                                epct.spa@nhs.net  
3. Self Management  

NMD are distinct from other neurological conditions and so require specific management. Exercise and mobility is key to maintaining your functional abilities. However, you have to be cautious and not over-do it with exercise/physical activity. The ‘Fatigue severity scale’ is a useful measure of your fatigue. If you score >35 you need rest and recover.
Fatigue severity scale – 9 statements scored 1-7; if total score is 9-35 normal BUT >35 fatigue++
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Exercise/physical activity
The optimum amount and type of physical activity/exercise for people with muscle-wasting conditions is yet to be identified. However, the consensus is that being inactive is harmful to health and being active in whatever way you can be, is good. Here is a handy guide https://www.musculardystrophyuk.org/get-support/everyday-living/exercise
Although the type physical activity and/or exercise for you will vary from person to person.

· It is important to find something safe to do that you can enjoy, easily achieve and can fit into your routine. This will depend on your own specific needs, interests and circumstances.

·  If you haven’t done any regular activity or exercise for a while, start slowly and gradually build up. If you are already active or doing formal exercise, ensure you are doing the correct type of exercise in the most beneficial way.

· If you can, try to exercise with buddies (even if this is virtually) or tell peers/family what your plans for exercise are, as this helps with keeping you on track.

·  Try and work towards a goal, for example:  to avoid sitting for more than 30 minutes without moving, or, to do some regular exercise/activity three times a week.
·  If you have a physiotherapy exercise program (PEP) use this to keep a record of what exercise and activity you do and when, so that you can reflect on gains and improvements. 

·  Use activity monitor or step counters, to help keep a track of your daily activity.
Strength training may be suitable but the key advice is to keep resistance / weights very light and increase repetitions as stamina improves. Fun programs with exercise bands tied to the wheelchair can be devised for non-ambulatory individuals. https://families.newham.gov.uk/kb5/newham/directory/service.page?id=NkB4GT3by_Q
Postural Management
Maintain joint mobility
A focus on joint range of movement / muscle groups should include: ankle dorsiflexion, knee extension, ITB, elbows, forearms and fingers maybe appropriate. Please refer to your PEP.

Orthoses/ spinal braces

Certain conditions can be greatly assisted by orthotics. In conditions with specific patterns of weakness orthotics can be very effective, yet too much correction can limit mobility more.

AFO’s / Ankle foot orthosis – any orthosis that has control over the foot and ankle. If your provision is causing discomfort contact your GP or self-refer to ELFT surgical appliances by completing the referral form available from 
https://www.elft.nhs.uk/service/214/Patient-Appliances
Spinal braces may be prescribed to assist in functional sitting and to slow the progression spinal curvature/ scoliosis. If you are having problems with your spinal brace contact you specialist spinal team.
Mobility aids/ postural equipment

It is most likely that you no longer use a standing frame, however you may still use a walking aid. The maintenance of your mobility/postural equipment is now your responsibility. It is important to regularly check the condition of this walking aid. 
Note the longevity of an adult size kaye walker is 3 years. QUEST 88 manufacture and provide replacement parts for kaye walkers. Contact QUEST88 directly for support and maintenance of your walker. https://quest88.com/products/kaye-walker
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Respiratory Management

Respiratory impairment in neuromuscular disorders can vary greatly among the different conditions. Acute respiratory failure associated with respiratory infection is the most frequent reason for unplanned hospital admissions, and chronic respiratory failure is a frequent cause of death. However, appropriate intervention significantly reduces unplanned hospital admissions and improves life expectancy. 
Muscular weakness can lead to impairments in cough strength and limitations in achieving good ventilation, particularly at night time during sleep. Compliance to appropriate airway clearance techniques or chest physiotherapy along with respiratory medication is crucial. Having updated individualised respiratory care plans ensures good communication between the specialist hospitals and community teams.
Medication

Contact your GP to ensure you have the repeat prescription service set up. Ask local pharmacy about delivery service, if needed. Ensure that you have enough medication and contact your GP when you are running low.
Your GP is now your key contact point for all health related problems. Your GP can refer you on to appropriate services as appropriate. Such as talking therapies, CAMHS but for episode of rehabilitation/therapy to either:
· the Community Neurological Service following intervention e.g. botox or surgery communityneuroservice.newham@nhs.net  

· the Adult Musculoskeletal Service for a muscle skeletal condition: MSKservicesnewham@nhs.net 

· the Patient Appliance Service for any orthotic needs:      patientappliancedservicechn@nhs.net 
· the multi-disciplinary Extended Primary Care Teams (EPCT)                               epct.spa@nhs.net  
Also, your GP practice will have a social prescriber who should be able to support you with any non-clinical health and social care issues. 
4. Checklist

Have you asked LA for a needs assessment?
https://www.nhs.uk/conditions/social-care-and-support-guide/help-from-social-services-and-charities/getting-a-needs-assessment/
If you live at home, have your carers/parent had a carer’s assessment? 
Do you need a blue badge / taxi card? If so, ask your gp or contact adults social services for support

Do you have contact details for GP? Do you know who your social prescriber is?

Do you have your medication on repeat prescription? Can the pharmacy schedule home delivery?

Do you need a health advocate? If so, contact your social prescriber associated with GP

Do you have names of the professionals involved in your care both children and adult services? 

Have you met the health professionals in adult services?
Are you aware of your up-coming medical appointments? Do you have appointment reminders?

If in further education, are you aware to the disability support team? https://www.nidirect.gov.uk/articles/disability-support-higher-education 
Are you aware activeNewham initiates for improving physical health in young people? https://www.activenewham.org.uk/neighbourhood-sports-programme
5. Quick links to resources

Charities

https://www.musculardystrophyuk.org/get-support/support-services-in-your-area
https://www.livingwithsma.org.uk/teenagers

https://smauk.org.uk/young-adults-network
Specialist NM Centres 

 https://www.nmcentre.com/young-people
Preparing for Adulthood resources

https://www.preparingforadulthood.org.uk/
Newham local offer http://search3.openobjects.com/kb5/newham/directory/localoffer.page?localofferchannel=7
Newham Ability Camp (multi-sports club) https://families.newham.gov.uk/kb5/newham/directory/service.page?id=NkB4GT3by_Q 

Service finder - https://nhsgo.uk/ 
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3. Beckton Globe Youth Zone 7. Activities for people with special
educational needs (18 -25 years old)

4. Shipman Youth Zone
8. Headstart Newham

Activities for people with special educational needs (18
-25 years old)

Youth Club

Froud centre, young achievers group
1 Toronto Avenue

Manor Park

London

E125)F

Saturday: 1 - 4pm (for SEND young people aged 16 to 25 years)

For more information contact: aston-mansfield@outlook.com or call 0203 355 3974

Ambition Aspire Achieve
Arcin The Park Hermit Road Recreation Ground Bethell Avenue, Canning Town, E16 4T
Youth club for young SEND people: Thursday, 4:30-6:30pm (ages 12-15)

Life skill, trips, crafts and more: Saturday, 12-2pm (ages 16-25)

Previous Next
Manor Park Youth Zone HeadsStart Newham






Newham Ability Camp











Run by Newham Pan Disability Sports Club. This a free and inclusive session: football, boccia, golf, trampolining, seated volleyball, rugby, badminton, judo, cricket and table tennis.Target audience: 11+


Contact Details: Paul Archer 07811 671 082


Venue: NewVIc 6th Form College, Prince


Day/Time: Wednesday 5.30 – 6.30pm and Friday 4.45-6pm (Term time only).


Newham Ability Camp, Football


�


This a free and inclusive session offering people of all disabilities, ages and gender an opportunity to join a football club. 


Contact Details: Paul Archer 07811 671 082


Venue: Newham Leisure Centre, 281 Prince Regent Ln, E13 8SD


Day/Time: Monday 5.00 – 6.00pm








Swimming – Autism











Swimming for families living with autism for all ages. Free – no booking required.                                           





Contact Details: 0300 124 0123


Venue: Balaam Leisure Centre, E13 8AQ


Day/Time: Wednesdays 4-5pm





Swimming - General 


Parents to call and book ‘general swim’ slot. Sessions are free for under 16s. Hoists are available.


Contact Details: 0844 414 2728


Venue: Atherton, Balaam, East Ham, Manor Park or Newham





� HYPERLINK "http://motivateeast.co.uk/get-involved/clubs/swimming-people-disabilities-newham-leisure-centre/" �Swimming �– Complex Needs


Swimming lessons specifically designed for children aged 8-16 with complex and special educational needs. Swimmers are taught in small groups with a higher teacher to child ratio than in standard swimming lessons to ensure that every youngster reaches their full potential. Qualified swimming instructors deliver sessions to suit each child’s specific needs and abilities.


Contact Details: 0300 124 0123            


Venue: Newham Leisure Centre, 281 Prince Regent Lane, London, E13 8SD 
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