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Abstract

Palliative care must be early applied to all types of advanced chronic and life limited prognosis patients, present in all health and
social services. Patients’ early identification and registry allows introducing palliative care gradually concomitant with other
measures. Patients undergo a systematic and integrated care process, meant to improve their life quality, which includes mul-
tidimensional assessment of their needs, recognition of their values and preferences for advance care planning purposes,
treatments review, family care, and case management.

Leaded by the National Department of Health, a program for the early identification of these patients has been implemented in
Catalonia (Spain). Although the overall benefits expected, the program has raised some ethical issues. In order to address these
challenges, diverse institutions, including bioethics and ethics committees, have elaborated a proposal for the program’s
advantages. This paper describes the process of evaluation, elaboration of recommendations, and actions done in Catalonia.
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Introduction early palliative care for patients with advanced chronic diseases
In recent years, patients have begun to receive palliative care is effective and highly beneficial.'* Clinicians seek to identify
earlier in the course of their illness. Studies have shown that patients with palliative care needs in order to provide them with
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Table |. Potential Benefits of the Program for Early Palliative Care Provision, According to 5 Clinical Ethics Committees.

Benefits for patients e Gradual introduction to the palliative approach: new perspectives and reflexive process on patients’ needs

and goals for care

e A rational and reflexive decision-making process: patient autonomy through advanced care planning
e Gradual adjustment to progressive impairment and loss: increase in the intensity and scope of care with a

combined curative/palliative focus

Benefits for improving quality
of care

Positive identification of individuals in vulnerable situations

Identification of individuals with special needs who might otherwise remain unidentified
Promotion of active team discussion and revision of therapeutic goals

Promotion of integrated and continuing care and a rational approach to emergency care
Focused on improving quality of care

the benefits that such care can provide, but issues such as
patient autonomy and nonharm are also very important aspects
that should be considered.

Led by the National Department of Health (DoH),** a
program for early identification of patients with advanced
chronic diseases and those with a limited life expectancy has
been implemented in Catalonia, Spain. The aim of this pro-
gram is to establish a new model of care based on a multi-
dimensional assessment of needs, advanced care planning,
case management, and integrated care pathways across
diverse health-care settings. Although the program’s primary
aim is to improve patients’ quality of life, some ethical con-
cerns have been raised by health-care professionals, mainly
the risk of stigmatizing patients and potentially missing
opportunities for curative treatments.

However, other concerns have also been raised, includ-
ing privacy issues, misunderstandings about the prognostic
value of early identification, and patient involvement in
the identification process. Advanced care planning and
patient empowerment represent specific challenges that
need to be addressed in our social and cultural context.>®
Moreover, in our experience to date, we have found par-
ticular barriers to the implementation of the program
(mainly training and organizational matters) that also need
to be improved.

In order to address these questions, a collaborative, com-
prehensive process of revision was undertaken. Several
additional actions, including creating a core team of profes-
sionals, collecting data via a qualitative survey, and provid-
ing specific recommendations, were performed. A diverse
group of health-care professionals and key institutions—
including bioethics and ethics committees—were included
in the review process and these same professionals also
helped to further the program implementation by highlight-
ing its benefits in terms of quality of life improvement for
patients. The Catalan Bioethics Committee had extensive
previous experience in drawing up recommendations for
professionals who provide care to end-of-life patients.”®
The present report describes the challenges and ethical
issues encountered during the implementation process of a
new program for early palliative care for individuals with
advanced progressive palliative care needs in Catalonia
(Spain).

Methods

A multidisciplinary team of health-care professionals from the
DoH and the Chair of Palliative Care was constituted. After
reviewing existing knowledge, they discussed the ethical aspects
of early palliative care provision, agreed on terminology, and
produced a preliminary document outlining the conclusions of
the meeting. Next, this core team distributed a qualitative survey
to 2 groups of 8 primary care professionals (doctors and nurses)’
during the pilot phase of implementing the program in primary
care services. The professionals were asked to (a) review the
utility and feasibility of identifying patients using the proposed
instruments, (b) list any ethical aspects related to early identifi-
cation of such patients, and (c) make recommendations regard-
ing the implementation of the program.

Finally, the core team distributed a semistructured survey to
5 relevant clinical ethics committees. These committees were
asked to review the initial document, paying particular atten-
tion to possible benefits, risks, barriers, and challenges, and to
elaborate a list of proposals to be implemented. Their com-
ments were sent to the Catalan Bioethics Committee for assess-
ment, which produced a final version with recommendations to
be implemented.

Results—Findings

Information Collected From the Surveys and Focus
Groups

Respondents highlighted the value of the multidisciplinary
recruitment process of patients to identify non-cancer patients
with chronic illnesses who require palliative care interventions.
Additionally, the respondents identified significant areas related
to the health-care professionals that needed to be addressed,
including communication skills, emotional support, a team
approach, and ethical issues (mainly advanced care planning and
shared decision-making strategies). They also emphasized the
importance of creating policies to establish integrated care path-
ways involving all health-care settings (hospital, home, and hos-
pices) and common information systems. Most of the
contributions underscored how this program offered an excellent
opportunity to substantially improve the quality of palliative care
provision (Table 1). However, this review process also revealed
numerous possible risks and challenges (Table 2).



Gomez-Batiste et al 3
Table 2. Potential Risks of the Program for Early Palliative Care Provision, According to 5 Clinical Ethics Committees.
Risks for patients e Stigmatization: Loss of care and curative options (“negative discrimination”) due to confusion between

advanced and terminal disease
o Negative impact: Lack of involvement and permission of patients, with a possible impact due to
prognosis awareness
Risks and barriers for improving e Training deficits of health-care professionals: Lack of knowledge or resources to adequately meet

care quality patient needs

o Resistance of professionals due to the “dichotomy perspective” (antagonism: curative vs palliative)

e Changes in the role of palliative care services in the early palliative approach and the need to establish
new criteria for intervention

e Potential misuse of the program to reduce costs of care at the end of life

Table 3. Questions and Answers on Implementation of the Program for Early Identification of Patients in Need of Palliative Care.

Frequent Asked Questions (By Professionals)

Answers and Recommendations

Program aims
Aims of identifying patients

Who identifies patients? Where?!

Patient involvement

Family involvement
Prognostic value of identification
What does being NECPAL+ mean?

What to do after identification

How to improve the palliative approach in all settings?

Do NECPAL+ patients need to be referred to a
specialist palliative care service?!

What is the role of specialist palliative care services in
the care of NECPAL+- patients?

Do NECPAL+ patients need curative measures?

Is the aim to reduce the cost of care?

e To improve the quality of care of patients with advanced chronic conditions in all

departments

Provides valuable clinical information to screen patients with advanced conditions
and palliative care needs in primary care and other conventional treatment areas
Patients must be identified by a competent team (preferably a multidisciplinary
team) who knows the patient. Careful assessment must be performed.

e Primary care services are the preferred place for identification
o |dentifying patients in emergency services without previous contact is not advisable
e Patients must be actively involved in the process. They should be given sufficient

information about the program, advanced care planning, and they should lead
decision-making. Patient should be gradually informed about their situation and the
purpose, meaning, benefits, and goals of being identified

o Family caregivers must also be involved in the process
e Recent data show higher mortality rates for patients with early identification

(suggesting these are “at risk” patients)

e The prognostic value needs to be interpreted cautiously in individual patients
o |t means that the patient suffers from one or more advanced chronic conditions and

that a palliative approach should be incorporated into the existing care plan
Gradually implement a palliative care approach (reflexive process of assessment)
accompanied by other perspectives (advanced care planning and case management)
The patient should be registered through shared information systems and all
available clinical data should be accessible for all departments, including information
on patients’ needs, established and agreed goals, and recommendations for future
expected scenarios

Implementation of early palliative care needs to be accompanied by training
strategies for health-care professionals and organizational changes in all
departments

Not necessarily. Specialist intervention should depend on the complexity of needs
and agreements between departments

o As the primary reference for complex cases
e To provide advice and support to other departments to improve the quality of

palliative care

Yes, the use of a palliative approach must be concomitant with all other measures
that could benefit patient survival and quality of life

No. Palliative care programs could reduce resource usage and related costs, but
only as a side benefit related to improved efficiency. However, this is not the
primary aim of the program

Note. with the tool NECPAL CCOMS-ICO*

(*)Accssible at: http://ico.gencat.cat/en/professionals/serveis_i_programes/observatori_qualy/programes/programa_necpal/index.html

Final Recommendations of the Ethics Committee

With all the information collected, the core team elaborated a
second draft document which was sent to the Catalan Bioethics
Committee for formal evaluation. After evaluation, the

Committee drew up a final document that included relevant
comments and recommendations'’ (Table 3). Finally, the defi-
nitive proposal was presented to the DoH for approval and
subsequent implementation. The main actions adopted by the
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DoH included strengthening policy strategies, such as develop-
ing protocols for care organizations, as well as creating a for-
mal document on good ethical practices.

Discussion

We provide a description of the ethical aspects, benefits,
risks, and challenges identified in the process of implemen-
tation of systematic procedures for early identification of
patients with palliative needs in conventional primary care
services in Catalonia, Spain. Several different methods were
used to identify these issues, including focus groups of rel-
evant professionals, sessions in primary care services, and
reviews performed by ethics committees to develop conclu-
sions and recommendations.

One important finding was that implementation of timely
identification of patients in need of palliative care should be
accompanied by an improvement in the model of care. This
model should be improved based on a consensus among mul-
tidisciplinary clinical experts, including ethicists, policy mak-
ers, and patients. This comprehensive approach has shown
benefits for patients, as it provides care to patients according
to their needs rather than according to their specific diagnosis.
However, providing such care is among the most relevant
recent challenges of palliative care.

Another important challenge is related to providing suffi-
cient quality training for the professionals involved. This is
essential to ensure delivery of the highest quality of care while
minimizing the risks of harming patients. Advanced care plan-
ning is one of the major areas that must be addressed after early
identification."'™'> To cover the needs of professionals in our
region, a project has been developed to improve the perfor-
mance of advanced care planning. That project is in the early
phases of implementation at present, with an initial focus on
primary care and nursing homes. In this sense, an expert panel
of 60 professionals has been created to develop a conceptual
framework adapted to our culture and health-care system.
These professionals are elaborating training material and activ-
ities at the time of the writing of the present document.

Evaluation of this early palliative care program is currently
in process. This evaluation includes both quantitative assess-
ments and qualitative surveys of professionals to investigate
relevant ethical issues, and outcomes of this assessment process
should be available soon.

The strengths of the review process described here include a
strong awareness of the ethical perspectives involved in the
implementation process and the close participation of relevant
professionals and ethics committees in developing specific
proposals to improve the program. In contrast, the lack of a
systematic evaluation and rigorous methodology is a limitation.

Conclusions

Evaluating health-care systems and applying new policies is a
complex undertaking due to the need to assess and account for a
multitude of different factors and inputs. Even though the main

aim is to benefit a diverse group of participants (primarily patients,
but also health-care professionals and policy makers, among
others), it is inevitable that many challenges will arise when any
new program is implemented. For this reason, it is essential to
identify the ethical challenges that are encountered during
program implementation. It is even more important to eliminate,
to the extent possible, any ethical issues that are identified.

An integral feature of this program is the innovative initiative
of involving ethics committees to draw up proposals on how to
address the ethical issues raised by early palliative care provi-
sion. By facing and resolving these ethical issues, the implemen-
tation of new policies is strengthened. Furthermore, the
experience described here could be adopted in other contexts
to improve the approach to palliative care, both in primary care
services and in the community. This experience can be helpful to
address ethical aspects, assure benefits, and prevent some of the
risks described here related to the timely identification of
patients in need of palliative care in conventional services.
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