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Living alone with a progressive neurological condition:

A neglected inequality

What did we want to understand?

What is it like to live
alone with these
conditions and how
does that experience
change over time?

How many people
with a progressive
neurological condition
live alone in England?

How can health and

social care services

best support people
living alone?

What services do
people living alone use
and how much do
these cost?

We explored these questions in relation to Parkinson’s disease, Huntington’s disease and motor neurone disease (MND),
but what we found may be relevant to other conditions too.

How did we do it?

Used national
databases to
estimate how many

people are living
alone with these
conditions in England

Reviewed published
evidence including
academic papers,
policy reports,
guidance and
recommendations

Consulted our
Knowledge
Exchange

Community and
people with lived
experience

‘ Summarised
evidence and

worked with
( ) stakeholders to

recommendations

‘ identify

What did we find?

Parkinson’s 33%

e There is very little research on the needs of people with Parkinson’s
disease, Huntington’s disease and MND who are living alone.

Huntington’s 33% e Living alone is more common among some groups, such as those living
in urban or deprived areas and those of black ethnicity.
MND 38% e Addressing specific challenges of disadvantaged groups who live alone
()

could significantly improve their experience of the care pathway.

of people diagnosed are living alone

What does this mean for policy?
Living alone with a progressive neurological condition is an issue of inequality. This can be addressed by:

Educating the health and care
workforce and increasing
public understanding

Adapting pathways and
services to provide more
responsive personalised care

Acknowledging the
scale of the issue

Reviewing research
priorities and
inclusivity

Facilitating practical and
financial support for those
diagnosed

Enhancing support for
community agencies and
long-distance carers
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