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Patient experience refers to the subjective experience of patients
as they proceed through different touchpoints during the
continuum of care . The concept has gathered increasing interest
in recent years 2 Patient experience is especially important

in cancer care, where treatments can be long, expensive and
demanding both physically and psychologically.

This whitepaper discusses how digital services can improve
patient experience in cancer care. It is based on existing research
on patient experience and cancer care and original research
conducted at Kaiku Health. Part of this original research is
available in the author's masters' thesis °.

Digital services support personalized care in two ways. First,
gathering electronic patient-reported outcomes enables efficient
provision of personalized care 3. second, digital applications

can be used to automatically tailor information for the patient's
specific case and provide it at the right time.

Continuity of care and communication between patients and
clinical staff can be significantly improved with digital services.
Complementing existing communication methods with new
interactive forums, such as online chat, enables patients to better
retain information and foster a close relationship with the staff. 3

Digital services are not a silver
bullet that can fix a broken patient
experience. What is required is
empathy toward patients and
developing healthcare services
holistically and deliberately.
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Digital services contribute to patients' psychosocial well-being
in several ways. First, they foster a sense of safety for patients.
For example, measuring patient-reported outcomes ensures
that the staff has the best possible knowledge on the patient's
status and symptoms and can thus provide the best possible
treatment. Second, digital services enable cost-efficient screening
of the patients' psychosocial well-being, allowing the clinical
staff to focus on those needing the most attention. 3 Third,
digital therapeutics %4 can be used for providing psychosocial
interventions at an affordable price or help patients maintain a
healthy lifestyle.

Through digital tools, patients can be more involved in their care
process. Asking patients to report their symptoms consistently or
supporting them with the self-management of minor symptoms
increases the sense of control and commitment. °

Digital services are not a silver bullet that can fix a broken patient
experience. What is required is empathy toward patients and
developing healthcare services holistically and deliberately. The
digital environment will be a key part of those services in the
future.
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Patient experience refers to the subjective experience of

patients as they proceed through different touchpoints during
the continuum of care. Touchpoints include for example staff,
processes, communication and physical and digital environments
of the healthcare organization ! Patient experience can be

seen as a specific case of customer experience, but taking into
consideration the specific features of the healthcare context.
Patient experience is increasingly considered as one of the three
pillars of healthcare quality, along with clinical effectiveness and
patient safety 5 Infact, a good patient experience is associated
with better clinical outcomes °.
Patient experience starts already before the care 1, for example
when the patient chooses between healthcare providers. The
experience continues beyond clinical visits, throughout the whole
recovery process ! patient experience is affected by the culture,
values and people of the organization "but also by the patient's
expectations 2 patient experience cannot be fully encompassed
by survey results or satisfaction ratings - even though these can
give indications of the patient's experience, they fail to capture
the breadth and depth of the experience 2 personalized care and
patient-centeredness contribute to a good patient experience 2,

Creating a positive patient experience requires building empathy
with patients, deep knowledge about patients' needs and
meticulous design of the healthcare services from the patient's
point of view.

.
.
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Patient experience is especially important in cancer care,

because the treatments can be demanding both physically and
psychologically. Physical symptoms such as nausea, fatigue or
pain affect nearly half of patients 6. 35% of patients experience
elevated levels of psychological distress, such as depression or
anxiety 7 27% of female and 10% of male cancer patients develop
symptoms of post-traumatic stress disorder 8 Cancer can also
affect sexuality 9 and family 10 patients have varying expectations
about the treatment, adverse effects and the impact cancer has on
their lives. These expectations affect their patient experience 2,
Patients have a number of concerns related to the disease and
treatment. However, the clinical staff is often not aware of the
patient's concerns because patients don't always openly tell about
their concerns and the clinical staff may not ask about them either
" zabora et al.  recommend screening cancer patients for their
psychosocial wellbeing and argue that if elevated levels of distress
are not discovered, it will endanger the outcomes of treatment,
weaken the quality of life of patients and increase costs.

Patients utilize different coping strategies to cope with the illness.
According to Livneh 12, engagement-focused strategies such as
problem solving, information seeking and positive reinterpretation
are more effective and result in better adaptation than
disengagement-focused strategies like denial, substance abuse or
wishful thinking. Livneh 12 argues that the treatment staff should

support effective coping skills in patients.

Patient experience refers to the
subjective experience of patients
as they proceed through different
touchpoints during the continuum
of care.
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Personalized care

Every cancer patient is unique - physically, psychologically

and socially. Thus the treatment should also be tailored to the
individual. Patient-reported outcome measures are a prerequisite
for personalized treatment, but psychosocial screening and quality
of life follow-up are also necessary in order to treat the patient
comprehensively. Personalized management of adverse effects
supports the quality of life of patients and results in better clinical
outcomes >4, Digital services are an invaluable tool for gathering
these data: up to 50% of patients' adverse effects go unnoticed

by staff when patient-reported outcomes are not gathered
systematically 15,

The patients have different needs for information. Information

is helpful to some extent, but too much information might also
cause anxiety 3, Patient data can be used to tailor the information
to a particular patient's situation and digital tools make it possible
to communicate the information at the right time and at a depth
appropriate for the patient. For example, the patient can be
provided with information about chemotherapy related adverse
effects just before each treatment session.

Patient data can be used to tailor
the information to a particular
patient's situation and digital tools
make it possible to communicate
the information at the right time
and at a depth appropriate for the
patient.
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Continuity of care and effective
communication

A good relationship between the patient and medical professionals
throughout the continuum of care is vital for a positive

patient experience 3, Effective communication helps create a
warm relationship with the staff. This requires not only good
communication skills but also the right mix of communication
mediums °. For example, face-to-face communication is crucial
for empathy and human contact, but for patients it is difficult to
remember details and numbers from conversations. According to
Kessels, 40-80% of information given to patients was immediately
forgotten 16, Digital communication services are practical in that
the numbers and details are available in one place, when needed.

The healthcare system can be complicated and the treatments
too. Digital tools such as treatment diaries, symptom tracking
and intelligent support materials can help patients make sense
of their treatment progress and to guide the patient through the
treatments and recovery.

A good relationship between the
patient and medical professionals
throughout the continuum of
care is vital for a positive patient
experience.
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Psychosocial well-being

Digital services can support the patient’s sense of safety in
various ways. Secure, low-barrier online messaging tools allow
patients to message staff when they have questions or doubits,
so they can get the issue off their mind immediately - the staff
can then respond when they have time. Electronic patient-
reported outcome measures also facilitate the sense of safety.
Patients know that when the treatment staff has the best possible
information on their state and well-being, they can provide the
best possible care. 3
In our experience, asking patients about common adverse effects
also helps them to understand that adverse effects are a normal
part of cancer treatments. As some of the common adverse
effects appear in cycles, visualizing the adverse effects reported
by the patient often reduces anxiety. Patients know when to
expect which type of symptoms.

In addition to screening for symptoms of the cancer patients,
the psychosocial well-being of patients needs to be screened

as well 2. Digital services provide an effortless way of doing this
3, Additionally, since patients may not talk openly about their
concerns to the medical staff !, a digital screening survey can
elicit concerns or psychological symptoms that would otherwise
go unnoticed.

Digital services also offer new, affordable ways to provide
psychosocial support. Anonymous, low-barrier peer support can
be provided as a digital service. Digital therapeutics has shown
promise in treating, for example, depression and pre-diabetes 1718,
Digital therapeutics refers to the use of software applications to
change the behavior of patients with the goal to augment the use
of traditional medication or even replace it 4, Digital therapeutics
could be used for low-barrier psychosocial interventions or coping

skills training programs for cancer patients as well.

Digital therapeutics could be
used for low-barrier psychosocial
interventions or coping skills
training programs for cancer
patients.
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Patient participation

Patient participation is an important facet of patient experience
9 When patients feel they can affect the outcomes of treatment,
they cope better 2 Digital services aid patient participation

in various ways. Patients can report patient-reported outcome
measures, helping the staff adjust the treatment or provide
interventions °. Digital services can help with self-management of
symptoms and support self-care. Digital patient communications
channels empower patients to ask questions when they arise 3,
Patient participation must be meaningful for the patient and
useful for the treatment °. For example, if patients report outcome
measures through a digital service but the clinical staff does not
use - or appear to use - that information in any way, the patients
will not experience that as real participation. Patient participation
should be voluntary and based on motivating the patient rather
than mandatory: not all patients want to actively participate, for
example in decision-making about their treatment 20

Patient participation must be
meaningful for the patient and
useful for the treatment.
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Digital services form only a part of the touchpoints patients
encounter during the continuum of care. To create a positive
patient experience the processes, touchpoints and culture of the
whole healthcare organization need to be patient-centered. The
services should to be designed deliberately with the patient at the
center. A digital service augments, but does not replace, in-person
encounters or other means of communication such as telephone
3. If the staff communicates poorly and the doctors and nurses
the patient encounters frequently change, the benefits of digital
services are limited.

In our experience, the digital services should be fully integrated
in the clinical practices, processes and the whole continuum of
care to deliver real value. This guarantees that the same familiar
personnel from the clinic are available for the patient through

the digital service, and that the patient’s actions in the digital
environment have real-world effects on their treatment. The
service also needs to be marketed to the patients effectively; our
experiences have shown that a personal introduction by a familiar
nurse works best.

Digital services are first and foremost a tool to change the
behavior of people and the organization. Organizations utilize
digital services not because they are cool, but because they want
to transform the way they work in order to increase efficiency,

to achieve better clinical outcomes or to improve the patient
experience. Whatever the goal for the organization is, the digital
services patients use must be designed in a patient-centered way.
The digital application must be accessible for patients of different
ages, abilities and preferences on different devices. In the spirit of
personalized care it must also be possible for patients to decline
using a digital service, if they so wish.

To create a positive patient
experience the processes,
touchpoints and culture of the
whole healthcare organization
need to be patient-centered.
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In the future, patient experience and patient-centric thinking

will only increase in importance. Instead of patients navigating a
complex jungle of a healthcare service, the services will be built
around the patient. Instead of treating an illness, services will
move toward treating the patient. Comprehensive care will include
actively managing adverse effects, improving quality of life and
also monitoring the psychosocial well-being of the patient.

Digital services will be a natural part of comprehensive cancer
care. These services will be based on real needs, benefiting
clinical outcomes, efficiency or patient experience. Patient portals,
digital therapeutics and automated follow-up have already shown
their value 13'17'18, but other services will emerge, utilizing different
devices, sensors and other technologies. When designed well,
these services can create significant improvements in patients'
lives.

10
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