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The longevity of people with learning disabilities
has risen faster than that of the general population

The number of people with Down syndrome is expected to increase by
75% between the years 1990 and 2010 (Steffalaar &Evenhuis, 1989)

There has been a scientifically accepted association between Down
syndrome and dementia since 1876 (Prasher, 2005)

Prevalence rates for dementia in people with Down syndrome in the
UK are:
2% of people aged between 30-39 years
9.4% of people between 40-49 years
36.1% of people between 50-59 years
94.5% of people between 60-69 years
(Thompson, 2002)



Dementia is more common in people with a learning disability

than in the general population (Prasher, 2005).

People with learning disabilities, but without Down syndrome,
have been found to develop dementia two to three times more
than would be expected in those aged over 65 years

Implications for the person with dementia include not only the
distressing symptoms of dementia but associated problems
such as poor psychological well-being, placement breakdown
and loss of contact with family and friends.

Implications for carers may be increased stress, poor physical
and psychological health, severe disruption of social activities
and additional financial costs

A Care Pathway is one way of supporting people with learning
disabilities and dementia and their carers.



What is a Care Pathway?

Care Pathways are a systematic approach to describing and
delivering the services and interventions that should shape care
and treatment for a particular condition. They can be utilized in
the translation of national guidelines into local protocols and
clinical practice (Campbell et al 1998)

Integrated care pathways (ICP’s) provide high quality, evidence
based best practice that collects variations between planned
and actual care (national library for health
—www.library.nhs.uk/Pathways)



Aims of a Care Pathway

To ensure early and appropriate diagnosis

To provide a coordinated approach to assessment and
intervention

To develop intervention plans that will support both client and
carers

To provide a process for monitoring the person over time

To support carers, clients and professionals via information and
training



Triggering the Pathway:

Pathway could be triggered from a number of potential routes
e.g. concerns identified by a carer/professional, Down’s
Syndrome screening programme triggers concerns, or concerns
identified by an initial assessment for another referral issue

Initial multi disciplinary team discussion of the referral and
agreement of acceptance onto the pathway

Case coordinator appointed who takes forward initial health
check and makes referrals to others within the pathway
assessment process as appropriate



The Pathway Process (Assessment)

Aim to rule out causes other than dementia for the persons
presentation (as for the general population) via a co-ordinated
step by step process

Assessment of Physical Health via Community Nurse & GP
Assessment of Mental State - Psychiatry

Cognitive Assessment — Psychology

Assessment of Motor Processing — Occupational Therapy

Multi-agency review meeting held to share assessment
information, discuss diagnosis, identify needs and plan
intervention approaches.



The Pathway Process (Intervention)

Intervention plans may include input to the service user and
their carers from a range of professionals and include training
and supervision of staff, individual work with service users and
environmental strategies to orientate & support the person

Regular on-going multi-agency reviews form part of the pathway
In which intervention plans are monitored and changed as
necessary to meet changing needs of the person with dementia
and their carers

Throughout the pathway process professionals aim to work to
agreed timescales and recording of variations to these in
implementing the pathway with reasons why are made for the
purpose of audit.



Evaluation of the Pathway - Training

A package of Dementia training was developed and offered to
staff across a range of supported housing & day service settings,
but not to those in family or pseudo family situations.

Quantitative research found that direct carers experienced a
significant improvement in knowledge of dementia immediately
post training. This did reduce at 6 months, but was still a
significant improvement compared to pre training

Staff reported significant improvement in confidence in
recognising signs and symptoms and in supporting the client
with dementia after training. This remained high 6 months later.



Evaluation of the Pathway Experience

The Participants

e . . Age at
Gender Living arrangements Diagnosis Age diagnosis
Adult placement (12 years) 1 other Down syndrome, dementia,
F female and 1 male at weekends OoCD 61 57
(both with learning disabilities
Adoptive family (21 years), 3 Down syndrome, dementia
F adopted siblings all with learning 32 21
disabilities
Supported housing (private Down syndrome, dementia,
M provider), 2 other tenants depression S56/7 53/4
Supported housing (private Down syndrome ?dementia
X . No
F provider), 2 other tenants ?menopausal symptoms mid 40s | .
diagnosis
Supported housing (national Down syndrome, dementia,
F organisation) 1 other tenant cataracts, ‘bad legs’, agitation 53 52
Supported housin rivate Down syndrome, dementia,
F bH g (p y 55 53/4

provider) 1 other tenant myxodoema, depression
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Carer’s awareness/experience of the Pathway

Actual awareness of the Pathway varied, but was mostly
informal and rather vague. One interviewee had been given
clear information and had been encouraged to ask ‘lots of
questions’

Confusion as to whether meetings are Pathway meetings or not.
Some referred to action plans before the diagnosis of dementia.
Only 1 interviewee knew for certain who was the case
coordinator.

Only 1 support worker had attended a review meeting

Only 1 client had been invited to a review meeting, she had
refused.
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Qualitative research regarding training

Training was seen as ‘very relevant’, but some support staff had
difficulty relating it to practical care of the client. Client-specific
training was preferred to general training about dementia.

Attitude to training very variable:
Some support staff mistrustful of anything which they
considered to be ‘academic’

Possibility that variations in attitude relate to the ethos of the
care provider.
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Evaluation of the Pathway by Carers

Family’ carers generally satisfied with services gained through Pathway.
Happy that they feel supported and that help is available.

All interviewees who had experience of the Pathway were satisfied that
professionals were working together.

Satisfaction levels of staff in supported housing situations high, but

relates more to provision of equipment to assist with deterioration in
physical condition of clients than to the client’s quality of life.
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Care priorities / working together /
additional support

Satisfaction with equipment provided and, in one case, extra
staff, appears to relate more to making the job of supporting the
client easier and less to making the client’s daily life more
enjoyable and stimulating.

It is not clear whether, at the review meetings for clients in
supported housing, there is discussion about client’s quality of
life, and ways to improve this, or if the discussion relates mainly
to physical equipment, medication etc.

Interviewees were not clear what other support might be
available e.g. counselling/psychological help, and were
generally uncertain as to how this might help clients.
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Proposed Further Developments:

Introduce additional documentation to support the pathway
Develop clearer guidelines around referral, monitoring and discharge

Assessments — introduce Occupational Therapy screening earlier in the
pathway, include carers’ assessments, and consider whether there are
more reliable measures of change for Service users

Extending links with Older Adult services

Additional research e.g. survey on prescribing practices for anti-
dementia medication

Respond to feedback from research projects currently underway in the
service
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