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What we will talk about today

A Introduction to Maclintyre, the Maclintyre
Dementia Special Interest Group and the
Maclintyre Dementia Project.

A What is Timely Diagnosis and what does it looks
like for a person with a learning disability?

A What challenges have we come across around
supporting a person to receive a timely
diagnosis? How are we overcoming them?

A How we can enable a timely diagnosis in the
future?
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About Maclintyre

We provide learning,
support and care for more

than 1,500 children,
young people and
adults who have a
learning disability and/or
autism, at more than 150

services across England
and Wales.




Supporting people as they get older:
the challenges to Maclntyre as a provider




The Soluti on: Macl nty
Speci al |l nt erest Gr

A Staff from across Maclntyre who support people who
have or are at risk of dementia

A Share best practice
A Provide peer support
A Solution focused

A Guests, including industry experts and families
A An internal web-based noticeboard for resources
A A social media internal forum

A Created resources of Top Tip Booklets
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Delivering better dementia care for people
with a learning disability

Department of Health
Voluntary Sector Investment Programme
Innovation, Excellence and Strategic Development Fund



The Macintyre Dementia Project Team




Aims of the project

A To raise awareness of dementia
among people with a learning
disability, their families and
professionals to better understand
their condition and future care

A To help people with a learning
disability receive a timely diagnosis
of dementia

A To create learning opportunities for professionals to

provide better care for people with learning disability
living with or at risk of dementia




Beth Britton
Campaigner, Consultant, Writer and Blogger

Beth Britton works as a consultant for
Maclntyreds ageiamgmbsritoff at e g
the Dementia Special Interest Group and the

Maclntyre Dementia Project
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What is meant by Timely Diagnosis?

NHS Engl and 2015 def il nes
as:

NWhen the patient wart
carers need 1It1t6cQc

A person with a learning disabillity is less likely to
receive a timely diagnosis of dementia.




Personal Impact of Dementia - Alison
and Rachel's Story



https://www.youtube.com/watch?v=wMzJwil2zEs&t=2s
https://www.youtube.com/watch?v=wMzJwil2zEs&t=2s

Considerations around diagnosis




So, why get a diagnosis?

A To rule out other conditions

A To rule out other possible causes of confusion

A To provide a person with dementia with an explanation of their
symptoms

A To allow a person with dementia to access treatment, information and
support

A To allow a person with  jE=
dementiato plan and [
make arrangements for “& A
the future

A To allow a person to have
control over their own
life and future as much
as possible.




The Diagnosis Process for people
with a Learning Disability

Some facts to consider:

A The diagnosis pathway for dementia is exactly the same as for
people without a learning disability. However, how the steps are
undertaken will vary.

A Accurate diagnosis of dementia in people with a learning
disability, particular in the early stages, remains difficult and there
Is a high risk of an inaccurate or missed diagnosis.

A Often repeated assessments over time are the only reliable
way of assessing change.

A Some reasonable adjustments will need to be made to ensure
the person is able to access the assessments needed, for
example, having a blood test may require an approach unique to
the person. :




A Some of the tests are not suitable for those who have limited
communication skills or a profound learning disability.

A For people with a learning disability, diagnosis often relies on
reports and written records and information from family and
staff.

A Too often a diagnosis of dementia is made without the proper
Investigations being undertaken. An essential part of a
definitive diagnosis requires investigations to be undertaken to
rule out conditions that have similar symptoms but can potentially
be treated and cured.

A Brain imaging, e.g MRI and CT scans, are less reliable for
people with a learning disability

A Availability of assessments and treatment across the UK is
Inequitable.
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Meet: Angela and James



https://www.youtube.com/watch?v=Auo_ePKPlSI&feature=youtu.be
https://www.youtube.com/watch?v=Auo_ePKPlSI&feature=youtu.be

Achieving Objective 2: Our challenges
around Timely Diagnosis

A Diagnostic overshadowing

A Late diagnosis and inaccessible dementia
pathways

A Additional health needs 7 sometimes unknown
and unmet

A Increased risk factors related to
lifestyle

A Lack of accessible information

A Limited records of past history
and experiences

A Growing older and living with
older parents and carers

A Attitudes and assumptions of others



