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Introduction

Up to 71% of ageing carers have no plan in place for the future care of their
son/daughter who live with autism, intellectual or cognitive disabilities. As a
consequence, vulnerable adults frequently face the trauma of leaving their family home
for the first time after a parent is taken ill.

Methodology

The App

Those with ID often have difficulty expressing their needs and preferences. Many
parents and guardians worry that future carers will not know how to provide the best
care for their loved one. The app will make it easy for family carers to record and
catalogue key aspects of daily living. Writing notes, recording and uploading videos
and images will be simple and user friendly. Future carers can then view the videos
and notes quickly to understand the needs of each person e.g. when eating, dressing
or meeting people. This app helps parents and guardians to pass on valuable insights
to ensure that their loved one will remain safe and happy throughout their lives. The
process of recording the data also helps the family carers to transition to their new role.
Making a contribute to the continuity of care typically reduces the stress felt by family
carers who must relinquish that role.
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Feedback is being gathered throughout the project. Focus groups, surveys and
interviews are being conducted with family carers over the age of 60, service users
over 18, siblings over the age of 18 and a wide variety of health care professionals.
Case studies will be used to evaluate the app and training course at the prototype
stage of development. An iterative approach will be used in line with best practice in
software development.
Feedback will be used from carers to modify and improve the features, design and
usability of the app. Feedback will also inform the content, methods, media and
delivery of the training course.

Initial app feedback
“It [the app] would save a lot of written
work, that may get lost. Someone might
not know to look into something about
this person, but it would be there. And
for someone who is not into technology,
it would drive you to educate yourself,
to make life easier.” (Family Carer)

“Oh it [the app] couldn’t be better. If you
want to talk about clothing, emotions,
anything like that it’s very good, very
helpful, very clear. ”(Family Carer)
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The Research Question

How can we use technology to overcome Key barriers to Future Planning?
This research aims to develop assistive and educational tools that empower ageing
carers to plan the best possible future for their sons and daughters. It also aims to
enable those carers to plan their own lives after caring.

Store

The Training Course

A multimedia training course will educate, inform and support ageing carers by
addressing many of the barriers to future planning.
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This course aims to provide support that is practical, educational and personal. Topics
include: finding accommodation, managing finances and creating legal security. In
addition, it addresses how to use the app and other assistive technologies. Parents
and guardians will also be supported to plan their own lives when they are no longer
caring for others.
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Examples of Barriers to Future Planning
The belief that no one else can provide appropriate care
The assumption that a sibling or other family member will take over the role of carer
An unwillingness to burden siblings by discussing the future

Adapting Technologies

A lack of family support
The fear of geographical separation from a loved one

The Future

An unwillingness to admit or recognise mutual dependence

Both the app and the training course will be
designed so that they can be easily adapted to
assist with respite care, infant care and the care
of people with a wide range of disabilities
including dementia and brain injury.

No knowledge of options for accommodation outside the family home
Little or no experience of respite care
A lack of recent connection to services provided by either statutory or voluntary care
agencies
Poor historical relationships with service providers
Lack of information about how to engage with service providers
An unwillingness to face the reality of personal ageing and mortality
Familiar and cutting edge technologies will be harnessed to address key barriers to
future planning such as the fear of geographical separation. Research is ongoing to
utilise technologies such as the HoloLens that can help people to enjoy more realistic
communications, even when they cannot be in the same room together.

Lack of finance
Lack of advice around of financial planning

Assistive technologies will be developed to
support ongoing relationships between former
carers and their loved ones after they have
moved out of the family home.

Lack of access to legal advice
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