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KEY MESSAGE

Designing assistive technologies that support family caregivers’ holistic needs starts by using their
experiences to drive the design process. Understanding caregivers’ unique needs and complicated lives is
critical to developing successful strategies for the development, communication and adoption of
technologies to effectively support family caregivers — a market of more than 8.1M Canadians’.
Caregiver-centred empathic design is a process that integrates caregivers in such a way that their
experiences and expertise drive the design, solving their real life problems to improve their well-being and
ultimately, to succeed in the marketplace. Key components of this approach are: co-creating better or
innovative solutions; actively listening to and empathizing with caregivers’ stories; developing a shared
representation of the design problem; evaluating external sources of inspiration or potential solutions; and
allowing adequate time, resources and flexibility.

FAMILY/FRIEND CAREGIVING IS A ‘WICKED PROBLEM’

In 2012 more than 1 in 4 Canadians (8.1 million of them) had cared for a family member or friend with a long
term health problem, disability or age-related condition within the last year. But nearly half (46%) had ever
provided care to a loved one'. And these numbers are forecast to continue to grow as the population
continues to grow older and disability rates continue to increase?. This is a substantial market.

Collectively, caregivers spend 15.5 billion hours annually caring for a loved one?, often juggling care with
other responsibilities such as paid work and child rearing. Canadians who take on care responsibilities do so
willingly but often at a personal cost, reporting a wide range of social*, health’, employment® and financial®
consequences.

Policymakers and practitioners concerned about risks these negative consequences of care pose to the
sustainability of the family care sector, and their spill-over effect on the formal health care sector, are seeking
solutions. Some are turning to assistive technologies (AT) as one such solution. The literature shows that,
while technological innovations have the potential to support caregivers, caregivers are concerned that AT
could add to their burden’, especially those designed for care receivers®. New products and services that fail
to meet caregivers’ real needs (for example, because they ignore the realities of caregivers’ lives), that are
unaffordable, that are too complicated to use, or are invisible in the marketplace, will not be adopted by
those for whom they are intended. Understanding caregivers’ unique needs and complicated lives is critical
to developing successful strategies for the development, communication and adoption of technologies to
effectively support family caregivers.

Some designers propose an approach to designing new products and services that is more likely to meet
users’ needs—in the case at hand, caregivers’ needs—to make their lives easier and enhance their well-
being. Variously referred to as user-centred, human-centred or UeX design, the basic principle of caregiver-
centred empathic design is that caregivers must be integrated fully into the design process from the outset.
Understanding caregivers’ unique needs and complicated lives is critical to developing successful strategies
for the development, communication and adoption of technologies to effectively support caregivers.



WHAT IS CAREGIVER-CENTRED, EMPATHIC DESIGN?

Caregiver-centred empathic design is a process that integrates caregivers in such a way that their
experiences and expertise drive the design, solving their real life problems to improve their well-being
and, ultimately, to succeed in the marketplace. This is a paradigm shift from a more typical approach in which
designers drive the design, assuming that they know what caregivers need and want, and that “if you build it,
they will come”.

Underlying a caregiver-centred empathic design approach is a steadfast belief that caregivers are experts and
hold the necessary situation-specific knowledge about a complex problem like caring for a loved one with a
long term health problem, disability or age-related condition. As the primary beneficiaries of the intended
product or service, the process supports caregivers to share their knowledge with product designers. The
success of the whole design process lies in the satisfaction of caregivers’ needs, but bridging the gap
between caregivers’ experiences and designers’ understandings is crucial to meeting the real needs of
caregivers.

WHY ENGAGE IN CAREGIVER-CENTRED EMPATHIC DESIGN?

There are a number of advantages of adopting a caregiver-centred empathic design approach:

® When caregivers help define the problem and create the solution, the product is more likely to meet their
holistic needs.

e A product or service that is more likely to meet the needs of caregivers will be more likely to be adopted,
make a meaningful difference in caregivers’ lives and enhance their well-being.

e As a result, the probability of uptake and integration of the product into caregivers'’ lives, and ultimately its
commercial success, is greater.
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HOW DO YOU ENGAGE IN CAREGIVER-CENTRED EMPATHIC DESIGN?

While this concept is not necessarily ground breaking, putting the details together for the problem space is.
To really understand the caregiving context, designers need to hear first-hand from the people who are living
it and involve caregivers in developing solutions that impact their lives. Several key components of employing
a caregiver-centred empathic design approach emerged from the Designing Assistive Technology that Cares
workshop that brought together multi-sectoral and transdisciplinary stakeholders to challenge traditional
design approaches. These key components, with exemplar quotes from workshop participants, are explained
below.

Co-create better or innovative solutions — Too often caregivers own needs are ignored,
often superseded by the needs of the person for whom they are caring. The success of
the caregiver-centred empathic design process lies in a profound commitment to embed
caregivers as experts, with their experiences informing the entire product development
and design process, beginning with problem identification and definition, through to
product testing in situ. Through this inclusive, caregiver-centred, empathic design
process, caregivers’ holistic needs are assimilated into the design discussions and
development of solutions that will better meet their needs and enhance its integration
into their busy, complicated lives.

“Caregivers is synonymous with human tenderness and human connection. There is a
place for assistive technologies (AT), but AT doesn’t replace compassion, human
empathy and dignity.” ~Community Organization Partner

Actively listen to caregivers’ stories — Empathic design entails design practitioners
observe or meet directly with the intended user group’. Caregivers, and their caring
journeys, are diverse. Ordinary lives are transformed by the experience, and feelings of
being overwhelmed, frustrated and challenged are common. If designers haven't been a
caregiver, listening first-hand to caregivers’ stories simulates “walking a mile in their
shoes.” Listening with intent to a day in the life of a caregiver develops awareness about
their experiences (including challenges and supports), and helps to build trust and mutual
respect among stakeholders in the design process. This is a critical step in developing
solutions that will address caregivers’ very real challenges while accounting for the
complexity of their lives.

“Hearing the stories of the caregivers and the challenges they face... helps to make
the problem more real to me.” ~Product Designer

Develop a shared representation of the caregiver goal - Working with an empathy map'®, a
design tool adapted specifically for caregivers, encourages them to describe in-depth their
current situation, their wishes, goals, challenges, feelings and influences. Through a series
of guiding questions about each of these topics and the rich dialogue that ensues,
designers and product developers realize a comprehensive understanding of the
messiness of caregivers’ real life situations, their holistic needs, and the complexity of their
relationships with significant others (e.g., care receivers, family members, friends and care
staff) toward a shared representation of the design problem. While some of the problems
that caregivers have cannot be easily solved by AT, the empathetic design process
supports caregivers to identify those that can be, and defines the barriers (problems and
challenges) that need to be overcome in the design process to achieve caregivers’ goals.

“Caregiving is not health care — this is my life!” ~Caregiver
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“We have to get a true understanding of the problem and challenges to truly design
good AT.” ~Developer

Evaluate external sources of inspiration or potential solutions — External sources of
inspiration or potential solutions are introduced after caregivers’ stories are shared. In
this way, caregivers’ experiences drive the solutions rather than starting with a
technology first. A collection of photographs of existing technologies, including those
provided by caregivers, allows stakeholders to assess whether or not a given technology
is able, or can be adapted, to address one of the caregivers’ challenges or goals. This
design discussion, supported by photographs as analogies or external frames of
reference, stimulates divergent creative inspiration and identifies desirable features and
shortcomings of existing technologies. Gathering transdisciplinary perspectives through
this discussion enables a more complete analysis of the situation.

“| was surprised at how innovative caregivers are themselves.” ~Industry Partner

Support the process by allowing adequate time, resources and flexibility — Those who
adopt a caregiver-centred design process must allow adequate (and often additional)
time for the co-creation process; be open and responsive to caregivers' expertise; and be
flexible, nimble and agile in the directions this process can take. Caregivers need to be SUPPORT
supported to be integrated in ways they wish to be; their involvement needs to be
voluntary and cannot be forced. Finally, there are many demands on caregivers’ time.
Respecting their time, compensating them for their expertise or providing respite from
their care responsibilities facilitates their involvement.

“AT doesn’t solve all problems and should only be applied where it adds value,
otherwise it makes caregivers’ lives even more difficult.” ~Researcher

KEY DESIGN PRINCIPLES CAREGIVERS NEED

Key design principles of better or innovative technologies for caregivers that emerged from our own
caregiver-centred empathic design process included: ‘apparent simplicity’ in form and function; familiarity
arising from similarities to other technologies caregivers already use; accessibility; affordability; safety; and
privacy. Caregivers also want technologies to be flexible and adaptable so that they can evolve as the caring
context changes over time, such as when the care receiver’s condition changes or as care networks change.

“Sometimes the most simple AT solutions can lead to the greatest changes.”
~Researcher



DESIGNING ASSISTIVE TECHNOLOGY
THAT CARES WORKSHOP (#DATCares)

DATCares Workshop Participants (June 7, 2017)

Held June 7-8, 2017 in Waterloo ON at the Schlegel-UW Research Institute on Aging, the #DATCares
workshop brought together 40 people from across Canada and Sweden, including family caregivers,
researchers, government, community and industry representatives. Led by Dr. Jennifer Boger, the
multi-sectoral workshop was a joint initiative of a sub-set of members of the AGE-WELL NCE network
(Canada’s Aging and Technology Network). Driven by caregivers’ experiences, the workshop explored how
AT could be designed to better support the holistic needs of family caregivers, enhance relationships
between the caregiver and care receiver, and how the design process itself can better involve caregivers as
experts. Workshop funding and/or in-kind support was received from: AGE-WELL NCE, Canadian Institute of
Health Research (CIHR), SCA/TENA, the Schlegel-University of Waterloo Research Institute for Aging (RIA),
and Réseau Québécois de Recherche sur le Vieillissement (RQRV). This briefing note is one of several
knowledge mobilization products arising from the #DATCares workshop.
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