Information and mda

support at diagnosis

How a person receives their diagnosis can affect their experience of living with MND.

/

Neurologist knowledge and expertise:

+ symptoms of MND

+ types and possible causes of MND « likely needs and concerns of people with MND and their
family members and/or carers

+ opportunities for people with MND fo be involved in research

« freatment options
. | ing.
+ how MND may progress & that may affect the freatments offered advance care planning

+ crisis prevention e.g. an acute hospital admission /

Support at or around
the time of diagnosis

Information about the
diagnosis, prognosis and
management of MND should
be given by a consultant
neurologist with up-to-date
knowledge and experience
of freating people with MND. )

@ i
Leave time for Determine how much info the person wants Forge links:
questions which and if they want to involve family members
may include: and / or carers. Provide information oral or
written - at diagnosis or when asked for:
+ What will happen fo me? Information may include the following: * Provide a single point of
* Are there any treatments + what MND is contact in the MDT.
available? - likely symptoms and management ) !Drowde a plan for what to do
. |s there a cure? ‘ in an emergency or out of
o * progression hours, between assessments
> o leng) will | e - freatment options OFTEDDOiUTmenIS' problems
o i i with equipment.
What will the |m'pcc’r on + where appointments will take place R
my day-to-day life be? healih P — - « Offer a face to face
e il EeET T TheoO; Wiﬁorﬁeo\ﬁrcclaeegz:?eno s and social care practitioners oppom’rmenl’r wfrhm
with my healthcare? > f 4 weeks of diagnosis.
: ) + expected waiting fimes for consultations, « Inf with i :
« Will my children get MND? ) S nform GP - with information
y J el fg ) investigations and freatments and likely prognosis.
* How do | tell my family . : : ; - A i i
and friends? Ioorol serr\\//i|oes (|r1n(;.I sr?koo: coremon(?rl Tshperi::cﬂlsf palliative . Refer to socpl services for
o care services) and how fo confact the assessment if necessary.
el eles * local support groups, online forums and national - Advise carers of their right fo
charities, and how to contact them Carer Assessment.

* legal rights, including social care support,
employment rights and benefits

+ requirements for disclosure, e.g. DVLA
+ opportunities for advance care planning.




