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The Family Caregiver Point of View

I here is a new normal in the United States: 39% of adults* provide an estimated $522 billion?

in care to their loved ones. Imagine the economic impact on the healthcare system were it not
for the dedication of family caregivers. In fact, family caregivers are the most underutilized
resource in the healthcare system, even though they occupy the front lines of care delivery and
care coordination. They are medical record keepers, medical decision makers, insurance
navigators and medication administrators, just to name a few of the numerous roles. In general,
the following problems are rampant in the healthcare system, challenging the family caregiver at
every step:

* Lack of recognition of the family caregiver role and its importance.

* Absence of dialogue between providers and a family caregiver.

* Use of complex medical terminology and insurance jargon.

* Lack of training/education to familiarize a family caregiver with next steps in recovery or how to
perform caregiving tasks.

* Inadequate access to their loved one’s medical information.

 Misinterpretation of HIPAA that further impedes family caregivers’ access to information.

+ Clinical workflows/processes that don’t incorporate a family caregiver.

* Absence of a care plan created in partnership with a family caregiver.

* Lack of coordination between healthcare and social services.

* Inadequate collaboration between providers.

* Poor care transitions between settings of care, especially to the home.

» Woeful lack of reimbursement to cover long-term home care needs, home modifications and
sensor technology, for example, to support keeping family members in a home setting.

Clinician, Patient Points of View: Lack of Information,

Communication “A new kind of healthcare
Doctors and other clinicians do not always have the necessary .

information, such as summaries from other clinics, professional, a care
hospitalizations and emergency room visits, to address the coordinator or health coach,
negds of their complex care patients. 'During ;hort visits, . can help patients and families
patients often do not share important information about their

health problems and may not even fully understand how some access the help they need and
of their problems could affect their health. Without more make sure information is

complete information, clinicians miss important clues about
their patients’ abilities to manage in their current environment.

shared among clinicians.”

A new kind of healthcare professional, a care coordinator or
health coach, can help patients and families access the help they need and make sure
information is shared among clinicians. In addition, tools are improving clinical and financial



outcomes since they were first introduced in the 1990s, and the evolution will likely continue for
the next decade as patients and families better understand how to utilize them.?

Consumers regularly communicate with non-healthcare service providers so they can make
more informed choices, but it has been more difficult for consumers to apply the same questions
to healthcare. Right now, patients with serious health problems are not able to find the products
and services they need when and where they need them. As patients and families spend more
of their own money for health-related products and services, they are beginning to demand
better information that helps them navigate the healthcare marketplace.

Today, patients and family members do not (and perhaps cannot) prepare for health conditions
that are likely to arise. They may have little insight into their risks and little ability to predict what
will happen if they choose one option over another.*

Information found in medical records provides little insight into patients’ abilities to effectively
manage their health. Lab values and images provide information about current conditions and
past behaviors but are not able to predict how well they can improve or maintain a patient’s
health. Clinicians need information about patients’ symptoms and their tolerance of certain
treatments to adjust medications and recommend effective interventions, and this may require
more communication than a face-to-face, patient visit four times a year.

In addition, patients need time to think about important
“_.patients need time to think decisions rather than make a quick decision as part of a
short consultation. More communication spread over
time becomes important as care becomes more

rather than make a quick complex. And more care team members need to
decision as part of a short participate in communication to evaluate patients’
conditions and abilities to improve their current health
status in their environment and to develop a plan that is
able to achieve desired patient goals. In addition, after a
plan is formulated and patients and their families accept
and understand it, measuring results and adjusting to unforeseen circumstances will require
even more communication.

about important decisions

consultation.”

There needs to be a more robust national dialogue to develop strategies for overcoming these
issues. At the same time, it is important to confront the realities of technology and its potential to
support family caregivers in this challenging environment.

Health Tools of the Future

It is possible to get a glimpse into the future of healthcare. Relationships will continue to be
important, and with new and better tools, closer ones can be maintained. Several factors are
allowing patients and families to work with clinicians to produce more options and make better
decisions. They include:

1. Better information about quality and outcomes and easier access allow patients to find
clinicians they desire and need to address specific conditions, such as cancer. As the
population ages, cancer occurs more frequently and patients and families dealing with the
condition are overwhelmed with information. Studies have shown that they are not satisfied with
the amount and quality of communication about their care.* Some employers and payers are
encouraging patients to choose “centers of excellence” for elective surgeries and complex
chronic conditions as they have found that higher quality care is less costly.®



2. Improved communication tools and devices are available for sharing objective and subjective
information. As communication capabilities improve, clinicians are finding that timely information
about understanding a care plan or response to a treatment is helpful in addressing issues
requiring immediate attention, such as an emergency room or hospital admission.

Higher cost interventions can be avoided by recognizing problems earlier—utilizing data from
devices, surveys and more regular messaging from additional sources. Data from devices, such
as weight scales, thermometers, oximeters and step counters can help clinicians recognize
patterns and adjust medications and therapies. As these tools develop, better decision support
tools will evolve that facilitate decision making by guiding clinicians, patients and family
members through targeted questions to arrive at the best possible decisions.

3. Better, more secure information-sharing capabilities allow care team members to
communicate across organizational boundaries. In order for this level of communication and
data sharing to occur, there needs to be much more health information interoperability and
sharing among a wider group of organizations and individuals. New technologies support more
flexible data sharing and management, and newer standards are being developed that will

facilitate better data flow.

Patients (and their family caregivers) need to actively
access their health information and in order to reap the
greatest rewards, aggregate information from various
sources to create their own longitudinal records. Just as
individuals review and manage their financial data, a
patient, especially one with significant health concerns,
could become better informed and more likely to avoid a
medical error if they reviewed and became familiar with
their health and medical information.

“If family caregivers continue
to be the backbone of the
healthcare system, they need

the information tools required
to do the job.”

When it comes to engagement of family caregivers as active members of a patient care team,
there are many obstacles to overcome on the way to eliminating the Great Divide. If family
caregivers continue to be the backbone of the healthcare system, they need the information
tools required to do the job. If clinicians are expected to make adjustments to care delivery and
respond to the evolving landscape, it is necessary to re-think workflow and payment models to
allow them this flexibility. And finally, it is important to accept that culture change required to do

these things will at times be difficult, but well worth the investment.
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