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So what is Motor Neurone Disease?

The term covers a group of related diseases that attack the motor
neurones. These are the nerves in the brain and spinal cord that control
how muscles work. It means that messages gradually stop reaching
muscles, leading to weakness, stiffness and wasting.

It is usually a rapid progressing disease, affecting how you can walk,
talk, eat, drink and breathe.

There is no cure.
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Emerging evidence of cognitive impairment in MND
and statistics.

» |dentification of new genes show that in 15% of people with MND,
there will be a form of associated Fronto-Temporal Dementia.

« Up to a further 35% of people with MND will develop some form of
cognitive impairment.

« Up to 5000 living in the UK at any one time.

* 1/3 will die within 1 year and 1/2 within 2 years.




motor neurone disease

Improving my MND Care Survey. (IMNDCS)

Survey every 2 years

» 924 responses from circa 2000 sent out.

« 554 chose to answer the End of Life section
* Analysis from the Picker Institute.

« Ability to complete on-line or via postal questionnaire.




Have you been offered any information about
choices and options at end of life?

E Yes (n=208)
' Yes, but | didn't want or need this (n=24)
m No, but | would have liked this (n=122)

No, but | didn't want or need this (n=190)




Who did you receive information from?
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Have you received the MND Association End of Life
guide?

BYes (n=100)

=Yes, but | did not want or need this (n=8)
mNo, but would like it (n=193)

35%

No, but do not want it (n=190)

ml don't know (n=52)




Have you discussed end of life decisions with any

care professionals?

mY¥es and | chose to discuss these issues (n=160)

Yes, but | did not want to discuss this (n=42)

m No, but | would have liked to (n=71)

MNo, but | did not want to (n=78)

® | do not feel ready to do this yet (n=173)
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Who is the main care professional that you have
discussed end of life with?

Hospice or palliative care team staff member (n=61) 46%
Hospital staff member (n=18) 13%
Dedicated MND health care professional (n=17) 13%
GP (n=15) 11%
District/ Community Nurse (n=10) 8%
Other care professionals (n=10) 8%

MND Association staff member or volunteer/ visitor {n=3) 2%
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KWho do you find it easier to have end of life
discussions with?

73%

Care professionals (n=81}

My partner/ spouse (n=50)

My Children (n=32) 29%

Other family member{s) (n=15) 14%

My main carer (if not partner/ spouse/ family) (n=13) - 12%
-

My Friend(s) (n=8)
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motor neurone disease
association

What does having control at end of life mean to you?

Ensuring that others (family/ carers) know what my wishes are _
86%
(n=399)

Choosing where | will die {(n=306) | B6%

Ensuring that care professionals know what my wishes are {n=345}

Deciding when the time is right to withdraw treatment that may be
helping to sustain life, such as ventilation (n=292)

Deciding when the time is right to die (n=282)

Other - (please specify in the box below) (n=18)
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Have you made an advanced care plan and/or and
Advanced Directive/Decision?

100% -

16%
19% I did not know what they were before
S006 reading the definitions above
m |l don't feel ready to do this yet
60%
6% Mo, and | do not want this
409% -
19% 21 Mo, but | would like to
209
0% -

Adwvance Care Plan (ACP) Advance Directive/
(N=415) Decision (ADRT) (n=354)

Collaborate
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Were you offered support in doing so?
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