30
©12015

IMIA and Schattauer GmbH

Why Patient Centered Care Coordination Is

Important in Developing Countries?

Contribution of the IMIA Health Informatics for Development
Working Group

C. Otero'?, D. Luna?, A. Marcelo®, M. Househ?, H. Mandirola?, W. Curioso®, P Pazos?, C. Villalba’

" IMIA Health Informatics for Development Working Group Chair, Hospital ltaliano de Buenos Aires, Argentina

2 Health Information Department, Hospital Italiano de Buenos Aires, Argentina

3 IMIA Health Informatics for Development Working Group Co-Chair, National Telehealth Center,
University of the Philippines Manila, Philippines

* College of Public Health and Health Informatics, King Saud Bin Abdulaziz University for Health
Sciences, Riyadh, Saudi Arabia

> Direccion de Evaluacion y Gestion del Conocimiento. Consejo Nacional de Ciencia, Tecnologia e

Innovacion Tecnoldgica (CONCYTEC), Presidencia del Consejo de Ministros, Lima, Perd

5 Cabolabs, Montevieo, Uruguay

" Facultad Politécnica, Universidad Nacional de Asuncion, Paraguay

Summary

Patient Centered Care Coordination (PCCC) focuses on the patient health
care needs. PCCCinvolves the organization, the patients and their fom-
lis, that must coordinte resources in order to accomplish the goals
of PCCC. In developing countries, where dispariies are frequent, PCCC
could improve dlinical outcomes, costs and potients sufisfoction.
Objective: the IMIA working group Health Informatics for Devel-
opment analyzes the benefits, identifies the barriers and proposes
strateges to reach PCCC.

Methods: Discussions about PCCC emerged from a brief guide that
posed questions about what is PCCC, why consider PCCC imporfant,
bariers to grow in this direction and ask about resources considsred
relevant in the fopic.

Results: PCCC encompasses a broad definition, indludes physical
mental, socio-environmental and self care. Even benefits are proved,
in developing countris the lack of o comprehensive and integrated
healthcare network is one of the main barriers fo reach this objective.
Working hard to reach strong health policies, focus on patients, and
opfimizing the use of resources could improve the performance in

the devolvement of PCCC programs. Inerational collaboration could
bring benefits. We believe information T, and education in ths field
will play an important role in PCCC.

Conclusion: PCCCin developing countries has the potential to
improve quality of care. Education, T, policies and culfural issues
must be addressed in an infernational collaborative context in order
fo reach this godl.
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Introduction

Even when definitions about what is Patient
Centered Care coordination (PCCC) are not
strict, there is no doubt that focus on this model
of care could result in benefit for patients,
their families and, also, for the health system.
The Institute of medicine (IOM) in the USA
define PCCC as: “health care that establishes
a partnership among practitioners, patients,
and their families, to ensure that decisions
respect patients’ needs and preferences, and
that patients have the education and support
they need to make decisions and participate in
their own care” [1]. This implies a set of sys-
tematic activities designed to satisfy the needs
of patients for wellness and good health [2]. It
means making resources available to patients
to enable them to make the right decisions
about their healthcare [3-5]. These resources
are mostly information (to support personal
decision making), but may also be appropriate
medical technologies and therapies [6, 7]. In
this sense, Information technologies (IT) could
improve the access to this kind of care, and
could have the potential to improve access to
and quality of health care [7-10].

Although benefits such as improved pa-
tient satisfaction, quality of care, and health
outcomes, while at the same time reducing
health care costs and disparities in health
care, have been demonstrated in developed
countries [5, 7, 11-15], specific situations in
developing countries, ranging from literacy

to political instability, make the development
of PCCC more difficult [10, 16-20]. Knowing
that developing countries face multiple dif-
ficulties in relation to access to health for all
the people, disparities in the access to health,
but also disparities in the quality of services,
and considering the difficulties in developing
programs patient-centered, their families and
the coordination and integration with the health
care deliverers, models like PCCC, which
focus on the optimization of resource use, and
promotion of patients’ rights and high quality
health services, could address, in part, some
of these problems.

The IMIA working group Health Infor-
matics for Development has been working in
the development and the spread of Medical
Informatics. PCCC is also considered one
of the main topics to work for the next two
years, considering the impact that information
technology (IT) could have in this field. This
is a position paper for the working group,
which initiates with this work a more com-
prehensive project. More information about
the whole project, the activities of the group
and other publications are available at the
working group website.’

In this paper we analyze the benefits that
PCCC could bring to developing countries;
and identify the barriers and propose strategies
to reach this model of care for our countries.

*  http://www.imia-medinfo.org/new?2/
node/140



Methods

Discussions about Patient Centered Care

Coordination were initiated among the par-

ticipants in the IMIA working group Health

Informatics for Development sessions held

during MEDINFO 2013 in Copenhagen,

Denmark and INFOLAC 2014 in Montevi-

deo, Uruguay. This debate emerged from a

brief guide that posed answers to the follow-

ing questions:

o Whatis Patient Centered Care Coordina-
tion for you?

o Why do you consider Patient Centered
Care Coordination important for devel-
oping countries?

o Do you know any barriers to grow in this
direction in your region?

o What guidelines, papers or other resourc-
es do you consider relevant in the topic?

After this discussion, results were organized
in order to be published and an additional
bibliographic search was conducted, fol-
lowing the recommendations in answer to
the last question, to add relevance to the
participants’ impressions.

Results

Following the experiences shared in our
discussion and reviewing some developed
country publications, we found that Patient
Centered Care Coordination (PCCC) en-
compasses a broad definition: PCCC is a
model of health care that allows for a holistic
view on patient care, and evaluating the
patient as a whole, not just parts of it like
medical specialists do [9, 11, 21-24]. This
view includes physical care, mental care,
socio-environmental care, and self care. To
implement this we need the specification of
that model, including processes, the neces-
sary roles in the healthcare team, tools that
allow planning and evaluation of the patient’s
health and tools to coordinate the health care
team [25-28]. The main factor that makes
PCCC viable is the communication between
the health care team members, and the co-
ordination of that team with the patient and
his/her environment (family, friends, etc.) [2,
28-31]. Active participation of the patients
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and his environment is needed to support this
coordination, and countries should provide
tools to make this coordination effective,
because it traverses different health care
institutions and professionals [2, 3, 17-19].

The potential implementation of this
model of care in developing countries is
particularly interesting because the health
system becomes more efficient when it fo-
cuses on the person, not the disease.

As some studies demonstrate in de-
veloped countries, this care model can
be cost effective [14, 15], because PCCC
responds directly to the health needs of the
patient/person even before they get sick.
For developing countries, this can result in
tremendous savings compared to expenses
incurred with treatment or curative meth-
ods. This model could also require fewer
medical technological resources. Focus on
prevention, more than on diseases, could
be an interesting point of view from which
to optimize the investment in IT, with the
focus on managing the PCCC programs
more than on incorporating medical tech-
nology [7, 8, 18, 19].

Involving the patients and their families
in the care process [17, 26, 28, 30, 31],
allows not only the management of their
diseases, empowering them in their own care,
but also, increases the level of satisfaction
in their case [5, 22, 26, 32, 33]. A custom-
ized program of delivering information
and providing feedback can help patients/
persons manage their own health. PCCC
is a powerful and empowering concept and
turns the table around making the patients
responsible for their own health (by the
lifestyles they adopt) rather than having them
only depend on healthcare professionals for
all their health needs [27].

If we know PCCC could improve the
health care quality, and reach a high quality
of care: Why is so difficult to grow in this
direction in developing countries?

In these countries the lack of a compre-
hensive and integrated primary healthcare
network, which is the backbone of patient
centered care, 1s one of the main barriers to
reach this objective. The political instability
and the lack of transparency in management
of resources in many countries could be also
considered a barrier [17, 19]. Programs like
PCCC, even with a focus on patients, could

be considered as “a control” for public
resources, and could increase resistance to
the development and implementation of this
kind of care models.

Information technology infrastructure is
also important, especially in remote areas
or large territories, but also in home care,
where there will be a lack of information
technology infrastructure to coordinate with
patients and providers. In urban settings,
costs of setting up a network with high in-
ternet speeds may be challenging for some
segments of the population thus limiting
patient centered care to the more affluent
people in the developing world [10, 34, 35].

Culture is also a challenging barrier. To
overcome years of tradition that identify the
high complexity hospital with the maximum
standard of care, and re-educate patients to
access health care from community primary
care centers can even take generations before
achieving the goal. Decentralization of care
and integrating it into coordinated networks
can be one of the biggest barriers to break
down [5, 12, 16, 18, 28].

Also, there is a lack of integration in the
healthcare system between primary, second-
ary and tertiary care. For patient centered
care to work there has to be co-ordination
between the variety of public and private
hospital system at the primary, secondary,
and tertiary levels. A need for a health infor-
mation exchange to monitor the progress and
success of patients as they use multiple entry
points within the system is also considered
an obstacle to reach a real PCCC[29, 36, 37].

Patient e-health literacy is a problem
as well. Much of the developing world is
not health literate. Explaining and shifting
attitudes about the patient centered care
may be a problem as well as people are so
used to coming to the hospital or clinic for
care [7, 17].

Economic interests and the pharmaceuti-
cal and medical technology industry pressure
are a barrier, any new model that could
modify interests of these industries could
be considered a barrier, taking account the
pressure that they could apply against not
only hospitals, but also governments [18§].

Considering this challenging problem-
atic, we propose some initiatives that could
improve the situation, and help to achieve
PCCC in developing countries:
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Working hard to reach strong health pol-
icies, focus on patients more than diseases,
avoiding vested interests and fighting to
optimize the use of resources could improve
the performance in the devolvement of
PCCC programs. International collaboration,
between countries, but also between institu-
tions or international associations that lead
this process could bring benefits.

We believe information technology, per-
haps also mobile technologies, will play an
important role in patient centered care coor-
dination. In some countries in the developing
world there are more phones than people [7,
38, 39]. Mobile phones provide direct access
to the patients, especially, in low-income
developing countries; SMS technologies
will play an important role in coordination
of patient centered care. New methods of
interacting, education, and monitoring are
needed to establish a system of patient
centered care, and IT could help to meet
the goals in this direction. In the same way,
the Personal Health Record (PHR) could be
an excellent tool to help us in the adoption
of this approach, because the patients can
consult their records and also, can contribute
to them by adding useful data/information
about their health. The PHR could also be
used as a good communication channel be-
tween both physicians and patients.

It is important to consider IT as the tool,
not the goal. It should be at the services of
the program, and be implemented as needed.
If this approach is not followed, the use of IT
could increase the cost and not necessarily
improve the outcomes.

Education should be the first step in the
development of PCCC programs. Training
process for governmental deciders, health
care team and patients could help spread
this initiative, and reach the goal of PCCC
in developing countries.

PCCC is important, since each person
has unique care needs, and personalized care
seems to be the next health care paradigm. In
developing countries we are far from imple-
menting this because of the lack of defined
processes and tools. We also need a change in
the medical culture, going from each doctor
working alone and evaluating just one aspect
of the patient, to having a coordinated team
working together, reviewing each patient’s
health status, with continuous planning,
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evaluation and control. Doctors will need
to work together with other professionals,
technicians’ ancillary health workers, pa-
tients and their families, and governments
will be required to provide the context and
the tools to achieve PCCC.

Discussion

Considering that PCCC could improve the
quality of care, patients and families satisfac-
tion and optimize the use of resources, thus
reducing health care costs and disparities in
health care, its implementation in developing
countries can have a positive impact. Prob-
lems and disparities in these countries could
be reduced if governments, helped by other
developed countries and international asso-
ciations related with the topic, work together
to reach this goal. Initiatives which focus on
education, IT, policies and cultural issues
will be necessary to spread this health care
model in the developing world. Patients as
the center of the care process, and the health
care team working together with them and
their families will have a positive outcome
in these countries.

We believe that sharing our positive
opinions, and the good and great impact that
PCCC could have in the developing world
should be interesting for others. Even more,
we think that sharing this thinking could help
us to get collaborative partners to dissemi-
nate this health care model in our countries.

This work is the first step in a more ex-
tensive project at the IMIA working group
Health Informatics for Development. Several
limitations ranging from the non formal
qualitative analysis of the group discussion,
plus the partial and non-systematic review
of the literature reflected in the bibliography
must be considered when you read this paper.

Conclusion

PCCC in developing countries has the po-
tential to improve quality of care, and patient
and family satisfaction, while reducing
disparities and costs. Without doubt, and
especially in developing countries, these

outcomes will be positive for the health
system, but also for the patients. Education,
IT developments, policies and cultural issues
must be addressed in an international collab-
orative context in order to reach this goal.
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