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User experience (UX)

User’s perceptions and responses that results from the use and/or
anticipated use of a system, product or service

Note 1 to entry: Users’ perceptions and responses include the users’
emotions, beliefs, preferences, perceptions, comfort, behaviour, and
accomplishments that occur before, during and after use.

Note 2 to entry: User experience is a consequence of brand image,
presentation, functionality, system performance, interactive behaviour,
and assistive capabilities of a system, product or service. It also results
from the user’s internal and physical state resulting from prior
experiences, attitudes, skills, abilities and personality, and from the
context of use.

1ISO 9241-210:2019(E)



Designing for user experience

There is a common misconception that usability refers solely to
making products easy to use. However, the concept of usability
used in ISO 9241 is broader and, when interpreted from the
perspectives of the users’ personal goals, can include the kind of
perceptual and emotional aspects typically associated with user
experience....

Designing for the user’s experience involves considering, where
appropriate, organizational impacts, user documentation, on-line
help, support and maintenance, training, long-term use, and
product packaging.

1ISO 9241-210:2019 (E)



Patients as ‘Customers’

There 1s no getting past the fact that healthcare 1s a
business and that the economic cost of providing
healthcare will always have to be considered in seeking
solutions to the healthcare crisis. From a purely business
perspective, focusing on the bottom line (and, in private

: care, on profit) makes perfect sense. That 1s the goal of
Torple’ K. (2014) . any capital venture. But, healthcare is not like other
Customer service vs. businesses and patients are unlike other kinds of
patient care. SREHE
Patient EXp erience ( ‘ustomers’ are gcncrglly well pcoplc who enjoy elevated

status by virtue of their potential to purchase goods or
Journal, 1(2), 6-8. services. Patients, on the other hand, are (by current

definition), not well. Their status is greatly reduced by
illness or injury that renders them vulnerable, frightened,
often in pain, medicated, exhausted and confused. In spite
of these limiting factors, patients sometimes have to make
important, often complex, decisions in a short time frame.

The ‘goods’ they are purchasing are a return to health and
the ‘services’ they seek often require an unspeakable level
of trust in their ‘service provider’. It makes little sense to
relate to patients as traditional ‘customers’ in a business
model that simply doesn’t fit.



Patient experience???

« Reflects occurrences and events that
happen independently and collectively
across the continuum of care

e Is more than satisfaction alone

—.]] Patient Experience Journal

Volume 1 i
Issue 1 Inaugural Issue Article 3

2014

Defining Patient Experience
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« Embedded is afocus on individualized care and tailoring of
services to meet patient needs and engage them as partners in

their care

» Is strongly tied to patients’ expectations

« Isintegrally tied to the principles and practices of patient- and

family- centered care




Figure 2. Definitional themes and recurring constructs for inclusion and consideration in patient experience improvement efforts
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Patient Experience Journal (PXJ)
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PATIENT EXPERIENCE JOURNAL

Patient Experience Joumnal (PXJ) is a peer-reviewed, open-access journal published in association with The Beryl Institute.

Read in over 200 countries and territories, PXJ is committed to disseminating rigorous knowledge and expanding the global
conversation on evidence and innovation on patient experience. Grounded in our core principles, PXJ engages all

perspectives, with a strong commitment to Patients Included. Submissions are accepted on an ongoing basis.

As we all work to address the current crisis and support one another with information that will help in tackling the challenges
we face, we have refocused our 2020 special issue to address sustaining a focus on human experience in the face of
COVID-19. Submissions for this special issue must be received by June 1, 2020. All submissions should adhere to the

requested submission types and author guidelines. We invite you to join to the conversation and hope this finds you all safe

and well at this time.
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Short discussion & experiences

@

How many of you have been conducting interviews or other
field studies with potential users?

How many have experiences in involving patients in studies?

Have anyone been conducting studies that include personal
health related data?



Involving potential users in design and
evaluation

Why?
 Understanding and specifying the context of use including user’s
need and expectations

« Conducting user-centred evaluation to improve the design
« Designing for improved user experience
How?

« Various methods: Interview, observation, questionnaires, user-
based testing...



Interviewing patients: ‘,,n.“‘“w i
Experiences from two [ Ll le ﬁf l
research projects

Lapsus:

PATIENT-CENTRED AND
EXPERIENCE-DRIVEN
DEVELOPMENT OF
HEALTHCARE SERVICES -
Renewing Children's Hospital
for Families

(2015-2018)
lapsus.cs.aalto.fi/




Interviewing patients:
Experiences from two
research projects '

eHealth in Home Dialysis:

Usability and Patient
Experience

(2020-2021)

www.cleverhealth.fi/en/devel
opment-of-nome-dialysis/

Home dialysis

The number of patients on dialysis is constantly increasing both in Finland and
elsewhere in the world. Dialysis therapy is expensive, time consuming and limiting, life-
sustaining treatment.

Home dialysis is individually tailored therapy, which gives patients a better quality of life
and a better prognosis. Comorbidity is lower as well. In addition, the costs of home
dialysis are significantly lower than the costs of dialysis performed in a hospital.
However, bringing dialysis treatment to a patient’s home is burdensome and
complicated for both the patient and the health care unit providing the treatment.

The CleverHealth Network home dialysis project aims to identify patients suitable for
home dialysis at an early stage, and to create an application that patients can use
already at the pre-dialysis stage and continue to use throughout their dialysis therapy.
The application would gather monitoring data via testing equipment and sensors. The
application would also facilitate communication between the patient and the staff, and
management of equipment orders. The goal is to create an intelligent application to
make home dialysis easy and problem-free for both the patient and professionals.

Research is part of the eCare

;@ eCare for Me
CleverHealth Network
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CHAPTER

Conducting Interviews
with Remote Participants

Serena Hillman®, Azadeh Forghani*, Carolyn Pang*, Carman Neustaedter,
Tejinder K. Judge”

Sehood of Interactive Arta and Technology, Simon Fraser University, Swevey, BC, Canada®;
Google fnc., Mowntain View, CA, U/5A"

INTRODUCTION

Interviewing is a commaon approach for collecting data from people in a lab environ-
ment or in the field. It is also commonly used as a data inguiry method in studies of
domestic life. In fact, many of the chapters in this book discuss the use of interviews
in various settings and contexts. Yet the present-day complexities of siudy designs
and the pragmatics of conducting research mean that it may not always be possible
o interview study participants in person,

First, it may not be possible to find local participants for a study, given the
demographic that one is interested in. Travel to another location could be cost
prohibitive, especially if potential participants are not located in the same city
or within driving distance. This could happen if one wants 10 interview members
of the same family, but they are distributed across different cities or even countries.

Second, even if participanmts are located in the same city, travel time may be
onerous, or traffic 1ssues may present significant travel challenges, Third, study
participants may be more comfortable without a researcher present at their
home, or they may not feel comfortable meeting with a researcher at another loca-
tion, such as a coffee shop (Weiss 1994). Given alternative options, they may be
more apt to participate in a study if they feel safe and comfortable without
a stranger (the researcher) physically present. Similarly, sometimes traveling to

& ks atnaindt’s hamnd A annibhas sraablas tlaces mmass wiid tha saeaarshas’s safads: ai




Interviewing patients about
sensitive health related
topics —things to consider

 Paper-based activities can be used to
support discussion about the patient
journey and care, related meaningful
events and experiences

Q. #rakes



Interviewing patients about sensitive
health related topics — things to consider

 Adequately prepare for a interview

« Particularly when conducting interviews with remote
participants

 Building rapport and trust is important

« But is more difficult when conducting interviews with remote
participants

* Noticing and reacting on participant’s emotional struggles
can be difficult

« Particularly when conducting interviews with remote
participants



Interviewing patients about sensitive health
related topics — things to consider

Interviewing patients remotely

Participants may feel less committed to participate to remote
sessions

Participants may feel anxious when using videoconferencing
arrangements

Preparing for possible distractions

Conducting interviews remotely introduces new concerns

« These should be carefully addressed already when planning
the study and before requiting the participants



Aalto: Research Ethics Committee

https://lwww.aalto.fi/en/services/research-ethics-committee

Personal
data
...concern
ing health

Personal data is used and the
study involves processing of
sensitive (special categories) of
personal data, such as revealing
ethnic origin, political opinions,

igious beliefs, trade union

mbership or data concerning
health, natural person's sex life or
sexual orientation

The study involves an intervention
in the physical integrity of subjects

Need to show proper processing
of personal data or data security
(GDPR)

The study deviates from the
principle of informed consent
(ethical review is not required if
the research is based on public
documents, registries or archived
data).

gera O
The study can signify a security

risk to subjects (e.g., studies
ing d ic viol ).

Funder requires ethical review

Subjects have limited ability to
consent (e.g. children, mental
limitations of subjects)

Human cells or tissues, or human
embryos

Research partner requires ethical
review

Medical studies

Object of the research requires
ethical review

The subjects are children under
the age of 15, and the study is not
part of the normal activities of a
school or an institution of early
childhood education and care,
and the data are collected without
parental consent and without
providing the parents or guardians
the opportunity to prevent the
child from taking part in the study

Studies where subjects are not
given a true account of the
experiment (e.g. to avoid bias in
responses)

Potential legal risks for research
participants or researchers

Significant risk of harm to subject

(either physically or mentally)

The study exposes research
subjects to exceptionally strong
stimuli and evaluating possible
harm requires special expertise
(e.g.. studies containing violence
or pornography)

Significant change of the daily
routine of a subject, which
includes greater risk than they
might expect in everyday life.

The study may cause long-term
mental harm (trauma, depression,
sleeplessness) beyond the risks
encountered in normal life

Dual use technologies (military
applications), or technology that

could be misused (add separate

attachment)

Publisher requires ethical review

Animals
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Clinicians’ perspective on health information
technology and eHealth services

« eHealth services have the potential to support patient
empowerment, self-care, and management

« Healthcare professionals may perceived such services and
patients’ more active role as threat to professional autonomy

* Professionals are concerned about patients’ willingness and
capabilities to use eHealth services

« Health professionals are in a key role in supporting and
engaging patients in use of new eHealth services

Ref: Kujala, S., Horhammer, |., Kaipio, J. and Heponiemi, T., 2018. Health professionals’ expectations of a national patient portal for self-
management. International journal of medical informatics, 117, pp.82-87. DOI: https://doi.org/10.1016/j.ijmedinf.2018.06.005

Aalto University
School of Science
]



https://doi.org/10.1016/j.ijmedinf.2018.06.005

Clinicians’ perspective on health information
technology and eHealth services

« Clinicians have negative experiences with their currently used
health information systems

« Clinicians use tens of information systems, lack of integration
between the systems is a challenges and causes additional
work

« Usability problems of health information systems (HIS) hamper
the efficient use and clinical work

Kaipio, J., Kuusisto, A., Hyppdnen, H., Heponiemi, T. and Laaveri, T., 2020. Physicians’ and nurses’ experiences on EHR
usability: Comparison between the professional groups by employment sector and system brand. International Journal of
Medical Informatics, 134, p.104018. DOI: https://doi.org/10.1016/j.ijmedinf.2019.104018

Viitanen, J., Hypp6nen, H., Laaveri, T., Vanska, J., Reponen, J., Winblad I. 2011. National questionnaire study on clinical
ICT systems proofs: physicians suffer from poor usability. International Journal of Medical Informatics, 80 (10) (2011), pp.
708-725

Aalto University
School of Science
]



https://doi.org/10.1016/j.ijmedinf.2019.104018

Conclusions

« User experience (UX), patient experience (PX), customer
experience (CX)...

* What are the special characteristics of the potential users and
how to take those into account in design?

« Conducting user experience research with patients
« Studies require careful planning
« Challenges related to remote interviews
« How to discuss about personal and sensitive health related
topics?
« When designing new eHealth solutions, it is important to take
into account clinician’s viewpoint as well

Aalto University
School of Science
]
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Thank youl!

Questions and comments?
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