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Part of the
Neuromuscular specialist
Louise Gethin draws on her
experience of offering multi-
disciplinary support to people
with neuromuscular
conditions to emphasise the
specific role of social work in
improving the services offered
to people with often
challenging needs

person with a long-term,
degenerative, neuromuscular
condition can face huge obstacles
and stress if health and social
care professionals do not share

knowledge and work together effectively. This
article describes the complex nature of the
needs of children and adults who have
neuromuscular conditions and demonstrates
how they can benefit from the input of a
managed clinical network.  

It also looks to offer information to help
social workers identify where to go for specialist
advice on the social care needs of adults and
children living with neuromuscular conditions
and how social work teams can benefit from
implementing an integrated care plan.

The South West Neuromuscular Network
was set up by the NHS South West Specialised
Commissioning Group to improve access to
diagnosis, treatment and support services and
improve the quality of life for children and
adults living with a neuromuscular condition. It
provides specialist information on a range of
social and health care issues related to
neuromuscular conditions such as Duchenne
muscular dystrophy, Becker muscular dystrophy,
myotonic dystrophy (adult onset and
congenital), spinal muscular atrophy types 1, 2
and 3, myasthenia gravis, Charcot Marie tooth,
facioscapulohumeral muscular dystrophy and
limb girdle muscular dystrophy.  

Neuromuscular conditions are long-term and
expected to progress over time, affecting the
muscles of the body. Different conditions will
involve different muscles. Muscle
weakness/wasting will increase over time,
requiring on-going clinical assessment and
regular social and health care planning reviews,
as needs change. Some conditions are life-
limiting and will involve early end of life care.  

Certain conditions have a predictable
pathway. For instance, a boy with Duchenne
muscular dystrophy (DMD) is unlikely to walk

after the age of 12; a baby with spinal muscular
atrophy (SMA) type 1 is unlikely to see their
second birthday; many conditions such as limb
girdle muscular dystrophy (LGMD) may
present differently within individuals in the
same families – for example, a man with LGMD
who has lost his mobility at the age of 40 and
uses a powered wheelchair and lives in a fully
adapted house may have a sister with the same
condition who is still quite mobile at 50.    

A common element of neuromuscular
conditions is fatigue, with ‘good’ days and ‘bad’
days. Hence, needs may change on a daily basis.
This is especially important when undertaking a

social care assessment as these variations – as
well as the expected disease progression –
should affect decision-making.  The often
predictable decrease in mobility and ability to
undertake activities of daily living needs to be
incorporated in the initial assessment stages
and in review planning.

Many of the conditions are inherited and
there may be multiple family members with the
same diagnosis. This has a complex impact on
the psychology and social wellbeing of families
as they come to terms with the implications of
disability, life expectancy and such issues as, for
example, future pregnancies. Several siblings or
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Commissioning Personalised Care Planning,
states that by 2010 all individuals with a long-
term condition should have an integrated care
plan.  It stresses the importance of the
individual being central to the care planning
process and all those professionals involved
having access to the care plan.  It emphasises
the need for a lead professional to be involved. 

Health or social?
A good example of where a social worker may
take the lead is when there is a question over
whether the needs are health or social. A social
worker needs to be proactive and arrange to
meet with the individual and the professional
involved with continuing health care and
anyone else – such as the previously mentioned
occupational therapist involved with housing
adaptations or other specialist equipment. This
is where the integrated care plan can be used to
assess the individual needs and formalise a joint
plan, driven by the goals of the individual
themselves. An agreed, written plan, with
review dates, will enable a smoother pathway
for the individual who is often negotiating their
way between very different agencies. Taking this
approach underpins a holistic way of working
and will minimise stress for the individual.     

As a clinical network, the South West
Neuromuscular Team is made up of people
from a range of professional backgrounds who
offer specialist information. Five
Neuromuscular Advisors cover the south west
and work with other NHS Specialists. The
Network advisors attend case conferences,
undertake home visits and provide professional
training sessions for anyone working with
someone with a neuromuscular condition. They
are often an essential link for families between
the clinic setting and other care professionals
and are involved in signposting, referring on
and providing support for children and
families.

Prior to working with the South West
Neuromuscular Network, Louise Gethin was
employed within a primary care trust on the
government’s Pacesetters Programme which set
out to address inequalities in healthcare. As a
neuromuscular advisor, she works with both
adults and children in the Gloucestershire and
Wiltshire areas. 

If you are a social worker with experience of
this field and wish to comment on this article or
on practice issues raised, please email
editor@basw.co.uk
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wheelchair services or housing adaptations, or
the physiotherapist involved with exercise and
physio programmes – can provide essential
continuity for the child and avoid the need for
parents to keep repeating themselves and
having to be the ‘expert’ for all the individual
agencies involved.   

Young people in transition to adulthood, or
people who are diagnosed with adult on-set
conditions often need support and input from
the university/college disability support
professionals, disability employment advisors
and access to work schemes. The period of
transition can be a challenging one as children
move from children’s services to adults and
from school to college/university/work. In order
to make this as smooth as possible, proactive
planning for post-16 education and lifestyle
choices is essential.  Ensuring that a family or
young person is aware of the need to move
onto the adult team will help them to be
prepared for this eventual development.  Ideally,
a handover by the children’s services social
worker to adult services will be made so that an
individual is not faced with having to manage
the process, repeat themselves and have to
negotiate their way through another agency. 

A knowledge of the support available for
disabled people in education/employment will
help a social worker signpost and work
alongside these professionals. The social worker
can provide vital information on direct
payments and how this works alongside any
implemented access to work initiatives. 

Every child or adult with a neuromuscular
condition is an individual and has individual
hopes and dreams. Those with family members
who are carers will also need their carer’s
aspirations for health and social wellbeing taken
into consideration, as carers’ needs are being
increasingly recognised as separate and valid. 

The Department of Health’s document,
Supporting People with Long Term Conditions –

a parent and child may need input from the
same and different services.

There may be hospital stays that have to be
managed as part of the individual’s normal
routines. In cases where breathing and the
heart are affected, there may be crisis
admissions to be managed as well as
admissions not related to the neuromuscular
condition. Specialist cardiology and respiratory
support will be needed, on-going monitoring
necessary, as well as treatment programmes. 

The management of non-invasive ventilation
being used for those with DMD or spinal
muscular atrophy type 2 will need to be
included in the overall package of health and
social care. There is need for special
consideration for anaesthetics, and carrying
medic alert warnings is essential for all those
with complex healthcare needs.

Special needs 
Children with neuromuscular conditions often
fall within the remit of special needs services,
either attending schools specialising in
education for children with special needs or
working alongside special needs support
workers or special education needs
professionals within mainstream schools. It is
important to understand what parents have told
a child; the level of understanding of the child
as well as what information parents want
shared. The key in education is being proactive
and planning for the future. Social work input
might be through the disabled children’s teams
and include joint planning around short breaks
and respite. This is an opportunity for a social
worker to work in partnership with the family,
school and, in our specific case, the South West
Neuromuscular Network in assessing respite
needs and ensuring that appropriate support is
offered. Working jointly with the parents,
school, other healthcare professionals – such as
an occupational therapist involved with
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1. Document the client’s aspirations for health and social wellbeing. In the
case of children, document the parent’s aspirations for their child’s health
and social wellbeing, as well as the child’s

2. Engage the carers in the care planning process
3. Find out as much as you can about the client’s condition
4. Invite key professionals and those with specialist knowledge about the

condition to case conferences and care planning meetings
5. In collaboration with the client/child’s parents, keep agreed records and

share with the other professionals involved

FIVE TIPS IN CARE PLANNING FOR
NEUROMUSCULAR CONDITIONS
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