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Abstract

Context. The current gap in access to palliative care requires the expansion of palliative care services worldwide. There is lit-
tle information about the structural components required by palliative care services to provide adequate end-of-life care. No spe-
cific tools have been developed to assess the structural quality of these services.

Objective. To develop and validate a tool to assess the structural quality of palliative care services.

Methods. A scoping review of literature was performed to identify structural quality indicators of palliative care services.
National experts participated in a two-round Delphi method to reach consensus regarding the importance and measurement
feasibility of each proposed indicator. Consensus was reached for each indicator if 60% or more considered them both impor-
tant and feasible. The selected indicators were tested among Chilean palliative care services to assess instrument psychometric
characteristics.

Results. Thirty-one indicators were identified. Thirty-five experts participated in a two-round Delphi survey. Twenty-one indi-
cators reached consensus and were included in the structural quality of palliative care services tool (SQPCS-21). This instrument
was applied to 201 out of 250 palliative care services in Chile. Achievement for each indicator varied between 8% and 96%
(mean 52%). The total SQPCS-21 score varied between 3 and 21 points (mean 11 points).

Conclusion. The SQPCS-21 tool to assess structural quality of palliative care services, has good content and construct validity
and its application provides information about institutions at the individual and aggregated level. This tool can provide guid-
ance to monitor the structural quality of palliative care worldwide. ] Pain Symptom Manage 2023;000:1—10. © 2023 American
Academy of Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.
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What is already known about the topic?

® Structure indicators are considered the first step
for the achievement of the expected processes and
outcomes indicators in health care.

® Quality indicators are useful tools to assess the
characteristics of healthcare services and the effect
of quality improvement policies.

in the work to take public responsibility for appropriate por-
tions of the content.
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® Most available palliative care quality indicators are
oriented to assess processes and outcomes, and
from a macrolevel, not a local perspective.

What this paper adds?

® This project develops, after a literature review and
a consensus process, a tool of indicators to assess
the structural quality among palliative care service
(PCS).

® The set includes 21 structural indicators with
dichotomic response options, distributed in six
domains: registers, access, dignity, human resour-
ces, clinical management, and quality manage-
ment.

® Through its application to a sample of PCS within
a single country, we demonstrate that the instru-
ment is valid and reliable to assessing the structural
quality of PCS

Implications for practice, theory, or policy

® The proposed set of indicators can serve as a mini-
mal standard for the development and promotion
of access to PCS in developing countries and pro-
vide guidance for quality improvement.

Introduction

With an aging population and an increase in the
burden of noncommunicable diseases the need of pal-
liative care (PC) has grown worldwide."” It is estimated
that about 60 million individuals require PC per year,
most of them in lower- and middle-income countries,
and it is expected that this number will continue
increasing during the next decades.”" However, only
12% of total PC requirements is currently met, evidenc-
ing a gap in access that needs to be urgently closed.””
Expanding PC training, easing access to medications,
and increasing availability of PC services have been pro-
posed as strategies to close the coverage gap.”’

Although increasing palliative services is an essential
step to ease access, quality of care should also be con-
sidered as another fundamental component to ensure
that optimal person-centered compassionate care is
appropriately delivered to suffering patients and their
families.” Quality of care is defined as the degree to
which health services for individuals and populations
increase the likelihood of a desired health outcome
and are consistent with current professional knowl-
edge.” In the context of PC services, quality of care
assesses how PC is delivered regarding its effectiveness,
safety, timeliness, and equity, providing relevant infor-
mation to take specific actions for quality improve-
ment.” As a recent WHO document describes, “quality
of care and PC are inextricably linked and both vital
for achievement of Universal Health Coverage.””

To improve quality, it is essential to intervene at dif-
ferent levels, including national, district and local lev-
els.” Many publications have assessed PC development
at the national level—as a measure of quality—focusing
on specific aspects of PC delivery, such as the existence
of specific laws or the proportion of medical and nurs-
ing schools with mandatory training.””'" For example,
the WHO published in 2021 a document proposing a
new framework to assess PC development worldwide,
including six domains and 18 indicators, that aim to
monitor and assess—at the country level—the develop-
ment of PC.'” Although these measures are useful to
assess quality globally, they can seldomly be used by
local leaders to assess quality at their institutions.

International and country-level PC associations have
suggested the utilization of different measures to assess
the quality of PC at the local level. For example, the
National Consensus Project for Quality PC in U.S., pub-
lished a set of standards to improve quality of PC serv-
ices, including a variety of domains, such as availability
of interdisciplinary team, PC assessment, among
others."” Likewise, the Department of Health of U.K.
published an End-of-Life Care strategy—that included
quality indicators and measures for end-of-life care—to
support teams to improve service delivery.'* Similar ini-
tiatives have been implemented in Europe, Africa, Aus-
tralia, and other regions.'””'” The heterogeneity in
indicators among countries reflects that there is no
unanimous consensus regarding which measures are
critical and will impact the experience of patients and
caregivers. Identifying key quality of care indicators at
the point of service level that are relevant and culturally
appropriate is required to better guide the growth of
PC worldwide.

Quality improvement literature recommends that
before using process or clinical outcome variables,
structural components should be addressed first, as
they constitute the platform over which clinical pro-
cesses and outcomes occur.'™? Structural quality
indicators describe the type and number of resour-
ces available to deliver services at the institutional
level, and are usually expressed as an aggregated
value (number, percentage).”””" Most of the litera-
ture assessing quality of PC services has assessed
jointly all types of quality of care indicators (struc-
ture, process, and outcome), rather than observing
structural quality indicators alone before analyzing
processes or outcomes.”” *? One of the challenges
in the interpretation of quality of care findings
when assessing structural, process, and outcome
indicators together, is that the latter depend on the
availability of the former. Therefore, when processes
or outcomes are not achieved it can be either due
to processes failures or due to inadequate infrastruc-
ture. Identifying validated structural indicators will
enable leaders at PC services to measure the
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achievement of the required elements to provide
quality PC and to develop strategies for
improvement.'®

To our knowledge, there is little information regard-
ing the required structural components that should be
in place to guarantee high quality PC services, and no
internationally validated instruments have been devel-
oped to this aim. Also, very few publications have used
Latin American data. Therefore, the aims of this
research project are to describe the development of a
tool to assess structural quality indicators of PC services
in a single country and to describe the validation pro-
cess of this tool in a national sample of services.

Methods

Phase I: Development of the Instrument

We first conducted a literature review of scientific
databases including MEDLINE, PubMed, Web of Sci-
ence, the Cochrane Library, PsycINFO, and Embase,
and international protocols, guidelines, or standards
for end-of-ife care, to specifically identify structural
quality indicators of PC services. We defined structural
quality indicators as indicators related with standards
available—such as trained staff available, equipment,
or availability of protocols or guidelines—that enable
the delivery of PC, particularly focusing on end-oflife
care. Articles in English and Spanish were reviewed,
and all identified indicators were extracted, and
defined.

We then convened three virtual focus groups,
including 11 Chilean PC experts with different profes-
sional backgrounds and from a variety of geographical
locations, and two virtual interviews with Latin Ameri-
can PC leaders, to collect their perception about rele-
vant structural quality indicators and to suggest
possible indicators to be included in an instrument.
These focus groups and interviews were recorded and
transcribed verbatim to identify possible themes, topics,
and candidate indicators. Experts verbally consented to
voluntarily participate and their anonymity was assured
throughout the process

The research team synthesized the collected infor-
mation and created a list of all possible structural qual-
ity indicators published or used in international
guidelines. During a one-day workshop, the research
team grouped all similar indicators and then, by con-
sensus, proposed an initial set of structural quality indi-
cators that were able to assess all the areas that were
identified in the literature process or in the focus
groups. Each indicator was characterized by a code, a
name, an extended definition, a rationale to measure
it, a specific question to assess the indicator, a source,
and a way to confirm its achievement. These indicators
were grouped into seven domains used by the Chilean

Health Superintendence, a public institution in charge
of accreditation of health care institutions.”’ This set of
indicators was considered the first version of the instru-
ment and they are described in Supplemental Material
1 and 2. These indicators, were then presented again
to international experts to confirm that we included all
relevant variables.

Phase I1: Selection of Structural Quality Indicators
Through Consensus Process

To assess content validity, the proposed structural
quality indicators were presented to a panel of national
PC experts from different disciplines and geographical
regions, with three or more years of clinical experience
in the field. Through a consensus process, the experts
were asked to identify the indicators that were impor-
tant to provide end-of-ife care and that were feasible to
be measured. This consensus process was performed
using an on-line questionnaire with a two-round modi-
fied Delphis methodology designed in accordance with
the Conducting and Reporting Delphi Studies
(CREDES) guideline for PC (The flowchart of the con-
sensus process and the CREDES checklist are described
in Supplementary Material documents 3 and 4).30 In
the first round, and after consenting to participate,
experts were presented with the definition of each indi-
cator, and were asked to rate each indicator, in a 1—9
scale, regarding two perspectives. First, the importance
of the indicator to measure the quality of PC services
and second, the feasibility of measuring the indicator
in Chile. Higher scores represented higher importance
and feasibility. Experts had three weeks to complete
the survey. After completion, summary scores for
importance and feasibility of each indicator were
obtained. Due to the high variability in the responses
from round 1, the research team decided to include
again all the proposed indicators in round 2. In the sec-
ond round, experts were asked to rate again each indi-
cator using the same scales, but now we included the
summary scores for each indicator obtained from the
first round. Consensus was defined for each indicator if
more than 60% of the participants rated the indicator
with a score of 7 or higher for its importance and feasi-
bility after the second round. Items that did not reach
consensus were omitted from the final instrument.
(The questionnaire used for round 2 is available in
Supplemental Material 5 and the complete list of par-
ticipants in the consensus process is available in
Supplemental Material 6).

Phase III: Assessment of Psychometric Characteristics of
the Instrument

To assess the instrument’s construct validity, we
tested it among PC services in Chile. We first per-
formed a National Palliative Care Census, identifying
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all existing PC services within the country. A PC service
was defined as a group of clinicians with protected time
to provide PC to patients in any clinical context (inpa-
tient, outpatient and home care) and that were allowed
to prescribe opioids. This definition aimed to be inclu-
sive and not to focus exclusively on specialist PC serv-
ices/teams.

We then contacted PC service leaders from each
institution and invited them to provide information
about their characteristics, including type of institution
(public vs. private; primary, intermediate, or complex
care) and types of patients assessed (adult vs. pediatric;
cancer vs. noncancer). We then invited them to sched-
ule an interview to assess the structural quality of their
PC service using the selected indicators. The instru-
ment was sent to all participants prior to the interview,
to enable them to collect the information in advance.
During the interview, the local PC leader confirmed
whether the service achieved each one of the items. We
then calculated the total score obtained for that spe-
cific PC service. Data was recorded using the RedCap®
(Research Electronic Data Capture) software, an elec-
tronic data capture software system that is browser
based and metadata driven.

After data was collected, we estimated the percent-
age of achievement for each indicator, and summary
statistics for the total score. We then compared the pro-
portion of achievement for each indicator and the
mean (standard deviation [SD]) of the total score by
type of institution (public vs. private; primary, interme-
diate, or complex care). To assess reliability and inter-
nal consistency of the instrument, we used the Kuder-
Richardson 20 test, which could be described as the
dichotomous version for Cronbach’s Alpha, which is
used for binary variables representing correct or incor-
rect responses. The Kuder-Richardson test is a reliabil-
ity coefficient obtained from a multivariate correlation
test and range between -1 and 1, with a coefficient
greater than 0.7 considered reliable.

This work was reported in accordance with Revised
Standards for Quality improvement Reporting Excellence
(SQUIRE 2.0) and Guidance on CREDES in PC.*"*

RESULTS

Phase I: Development of the Instrument

From the literature review, we selected 47 articles
and compiled 167 possible structural quality indicators.
The research team synthesized the data and developed
an initial proposal of 31 structural quality indicators,
which were grouped into the seven domains following
the Chilean Health Superintendence framework: dig-
nity (4), quality management (4), clinical management
(5), access (7), human resources (6), records (3) and
infrastructure (2). The indicators are described in

Supplementary Material 1 and 2 (English and Spanish,
respectively).

Phase II: Selection of SOI Through Consensus Process

First Round. For the first Delphi round, 35 of 40
national experts (85%) completed the questionnaire.
Participant characteristics are summarized in Table 1.
Summary data of importance and feasibility scores
were estimated for each indicator (Table 2). Using the
criteria, all but one of the 31 possible indicators were
considered important and 13 were considered feasible
to be measured, with 12 indicators considered to be
both important and feasible to be measured (Table 2).

Second Round

The second questionnaire included summary data
(mean; SD) of the importance and feasibility scores
obtained after the first round and were submitted to
the experts. Thirty-four experts participated in the sec-
ond round. Among the 31 proposed indicators, all of
them were considered important and 21 were consid-
ered feasible to be measured, therefore reaching con-
sensus. This set of 21 indicators was renamed as the
structural quality of palliative care services tool
(SQPCS-21) and included the following domains

Table 1
Delphi’s Participants Sample
Demographic Data Total N = 35
n (%)
Gender
- Female: 26 (74.3)
- Male: 9 (25.7)
Profession
- Physician 24 (68.6)
- Nurse 6 (17.1)
- Other 5 (14.3)
Region of residence
- Northern zone 3 (8.6)
- Central zone 19 (54.3)
- South zone 13 (37.1)
Experience in palliative care
- Less than 3 yrs 2 (5.7)
-3-5yrs 2 (5.7)
- More than 5 yrs 31 (88.6)
Prior training in PC
- No formal academic training 1(2.9)
- Diploma level 3 (8.6)
- Masters—PhD 10 (28.6)
- Clinical training—speciality 21 (60.0)
Health care sector in which you work
- Public 21 (60)
- Private 7 (20)
- Both 7 (20)
Area of palliative care to which you dedicate MOST
of your working hours n
- Hospital
- Homecare 5 (14.3)
- Outpatient consultation 16 (45.7)
- Hospice 12 (34.3)
2 (5.7)
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Table 2
Results Delphis Rounds
Domain DELPHI ROUND #1 N=35 ROUND #2 N=34
Indicator Name Importance Feasibility Importance Feasibility

Mean (SD) >60%“ Mean (SD) >60%“ Mean (SD) >60%“ Mean (SD) >60%"“

Dignity DIG]. Family structure and 8.3 (1.03) Yes 7.4 (1.50) No 8.5 (0.66) Yes 7.4 (1.35) Yes
decision maker
documentation.
DIG2. Preferred place of death 8.1 (1.29) Yes 7(2.13) Yes 8.3 (0.76) Yes 6.6 (1.35) No
documentation
DIG3. Documentation of care 8.3 (0.93) Yes 7 (1.75) No 8.5 (0.66) Yes 7.0 (1.00) Yes
preferences.
DIG4. Respect for the cultural 8.1 (1.19) Yes 7.3 (1.79) No 8.2 (0.83) Yes 7.3 (1.15) Yes
diversity of patients and
families.
Quality management ~ QM1. External referral 7.7 (1.58) Yes 6.7 (1.95) No 7.6 (1.17) Yes 6.6 (1.31) No
QM2. Case review by 8.8 (0.47) Yes 7.1 (1.80) No 8.9 (0.32) Yes 7.3 (1.40) Yes
interdisciplinary team.
QM3. Coordinated referral of 8.3 (1.07) Yes 6.8 (1.84) No 8.5 (0.62) Yes 6.9 (1.25) Yes
patients between levels of care.
QM4. Ministry of Health PC 7.2 (2.07) No 7.8 (1.61) Yes 7.2 (1.04) Yes 7.8 (0.90) Yes
annual indicator registry.
Clinical management CMI1. EOL symptom 8.4 (1.17) Yes 7.7 (1.76) Yes 8.6 (0.55) Yes 7.4 (1.13) Yes
management: Assessment.
CM2. EOL symptom 8.3 (1.05) Yes 7.5 (1.58) Yes 8.6 (0.50) Yes 7.4 (1.18) Yes
management: Treatment.
CM3. Family education on the 8.7 (0.68) Yes 7.0 (1.77) No 8.6 (0.36) Yes 6.9 (1.24) Yes
EOL process: End-of-life
process.
CM4. Family education on the 8.6 (0.65) Yes 7.5 (1.99) Yes 8.6 (0.74) Yes 7.5 (1.17) Yes
EOL process: Subcutaneous
via.
CMB5. Plan for emergency 8.6 (0.7) Yes 6.6 (2.20) No 8.5 (0.61) Yes 6.7 (1.43) Yes
situations.
Access ACCL. 24/7 availability of 8.6 (0.81) Yes 6.3 (2.52) No 8.8 (0.43) Yes 6.1 (1.58) No

essential services for everyone
who needs them

ACC2. Access to hospital PC 8.5 (0.89) Yes 6.5 (2.69) No 8.6 (0.70) Yes 6.3 (1.25) No
services during the end of life.
ACC3. Access to PC services at 8.9 (0.49) Yes 7.2 (2.16) Yes 8.9 (0.38) Yes 7.2 (1.18) Yes
home during the end of life.
ACCA4. Access to morphine for 8.9 (0.24) Yes 8.7 (1.05) Yes 9.0 (0) Yes 8.6 (0.96) Yes
symptomatic EOL
management.
ACCb. Access to midazolam for 8.9 (0.37) Yes 8.4 (1.31) Yes 9.0 (0.17) Yes 8.4 (0.89) Yes
symptomatic EOL
management.
ACC6. Access to medical supplies 8.7 (0.72) Yes 8.4 (0.98) Yes 8.8 (0.41) Yes 8.4 (1.13) Yes
and equipment: Subcutaneous
via.
ACC7. Access to medical supplies 8.4 (1.22) Yes 7.6 (1.66) Yes 8.8 (0.50) Yes 7.7 (0.84) Yes
and equipment: Oxygen.
Human resources HRI. Palliative care staff training. 8.7 (0.71) Yes 7.2 (2.08) No 8.9 (0.29) Yes 7.2 (1.16) Yes
HR2. Availability of doctors and 8.8 (0.57) Yes 7.8 (1.60) Yes 8.9 (0.36) Yes 7.7 (1.26) Yes
nurses in the team
HRS3. Existence of an 8.7 (0.68) Yes 7.1 (2.15) No 8.9 (0.33) Yes 7.3 (1.38) Yes
interdisciplinary team.
HR4. Team self-care and burn 8.4 (0.95) Yes 6.4 (2.27) No 8.6 (0.61) Yes 6.0 (1.24) No
out prevention.
HR5. Volunteer participation 7.3 (1.74) Yes 6.1 (2.21) No 6.9 (1.15) Yes 5.5 (0.99) No
HRG6. Spiritual assistance. 8.1 (1.19) Yes 6.1 (2.27) Yes 7.9 (0.83) Yes 5.7 (1.14) No
Records RECI. EOL patient registry. 8.3 (1.09) Yes 6.9 (2.17) No 8.3 (0.59) Yes 7.0 (1.28) Yes
REC2. Single clinical record. 8.3 (1.23) Yes 7.3 (2.01) No 8.4 (0.89) Yes 7.4 (1.26) Yes
RECS3. Plan of care 8.5 (0.85) Yes 6.5 (2.21) No 8.7 (0.54) Yes 6.6 (1.16) No
Infrastructure INF1. Own private physical space 8.1 (1.39) Yes 6.7 (2.41) No 8.5 (0.56) Yes 6.3 (1.46) No
INF2. Mobilization for home 8.5 (1.42) Yes 7.1 (2.28) Yes 8.5 (0.66) Yes 6.5 (1.48) No
visits

DIG = dignity; QM = quality management; CM = clinical management; ACC = access; HR = human resources; REC = records; INF = infrastructure.
“Indicators scored >7 by more than 60% of the professionals who participated in each Delphis round.
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Fig. 1. Number of PCS by region and by public vs. private status. PCS = palliative care service.

(number of items): dignity (3), quality management
(3), clinical management (5), access (5), human
resources (3), records (2) and infrastructure (0).

Phase III: Psychometric Characteristics of the Instrument
Between April 2021 and January 2022, we success-
fully applied the SQPCS-21 Tool to 201 (80.1%) of 251
Chilean PC services. The number and characteristics of
services in Chile are described in Fig. 1 and Table 3.
The percentage of achievement for each indicator
varied between 8% and 96%, reflecting response vari-
ability among all items. The mean (SD) percentage of
achievement for the whole set of items was 52% (30%).

Table 3
Characteristics of PCS in Chile

National Level N = 251

Sample N =201

N (%) N (%)

North“ 31 (12) 23 (11)
Center” 39 (16) 29 (14)
South-Center" 73 (29) 64 (32)
South” 50 (20) 38 (19)
Patagonia® 13 (5) 10 (5)
Metropolitan/ 45 (18) 37 (19)
Public 168 (67) 141 (70)
Private 83 (33) 60 (30)
Primary care 136 (54) 110 (55)
Intermediate care 26 (10) 20 (10)
Complex care 89 (36) 71 (35)
Adult (N =239) 228 (95) 193 (96)
Pediatric 124 (52) 104 (52)
Cancer (N =233) 230 (99) 199 (99)
Noncancer 30 (13) 27 (13)

“Arica y Parinacota, Tarapacd, Antofagasta, and Atacama.
bCoquimbo and Valparaiso.

€O’Higgins, Maule, Nuble, and Biobio.

9La Araucania, Los Rios, and Los Lagos.

“Aysén and Magallanes.

fMetropolitan region.

Given that the SQPCS-21 tool had 21 items, the total
possible score obtained varied between zero and 21
points. The mean (SD) total score was 11 (3.7) points
with a range between 3 and 21 points. The Shapiro-
Wilk test for normality showed that the total score was
not normally distributed (Pvalue <0.001). These find-
ings demonstrate that the instrument was sensitive to
capture variability in structural quality among PC serv-
ices. Total scores are summarized in Fig. 2.

To assess whether the items were able to detect dif-
ferences between categories of PC services, we com-
pared the proportion of achievement for each item
and the total score, between public/private status and
between level of complexity. We found significant dif-
ferences in achievement in 16 items when comparing
public vs. private institutions and in 13 items when
comparing level of complexity (Table 4). We also
found differences in the total scores when comparing
public and private institutions (mean [SD] 12.5 [2.7]
vs. 7.6 [3.5], respectively; P < 0.001] and between level
of complexity (primary, intermediate, and complex
care, mean [SD]: 9.7 [4.0] vs. 12.6 [2.1] vs. 12.7 [2.6],
respectively; P < 0.001). The Kuder-Richardson test sta-
tistic was equal to 0.81 reflecting good reliability with
high internal consistency.

Discussion

Identifying the key structural characteristics of PC
services required to provide adequate end-of-life care is
a relevant challenge for Service Delivery Implementa-
tion. In this study, we report the development of the
SQPCS-21 tool to assess the structural quality of PC
services, and its validation through its application to a
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Fig. 2. Total scores distribution (n =201).

national census of such services. We demonstrate that
this tool has good content and construct validity and
that it is a reliable tool to describe the characteristics of
PC services at the individual and national level. To our
knowledge, this is the first instrument specifically devel-
oped to assess structural quality of PC services and
nationally validated in the Latin American region. This
works aims to contribute to the discussion regarding
the existing recommendations to promote the expan-
sion of PC worldwide.™’

This instrument has several strengths. First, its devel-
opment followed an extensive literature review that

input of local and international experts, and complied
with international recommendations for its develop-
ment, supporting its content validity. Second, the final
version includes a relatively small number of items
through a variety of domains that were identified by a
high rate of consensus among Delphi participants,
reaching a good balance between depth and extension.
Third, it is simple to complete—almost all interviewees
who participated in the validation phase did not report
challenges in fulfilling the items—each item has a clear
criterion for achievement, and it can be completed
both either on site or telematic, highlighting its ease of
use. Fourth, as it focuses only on structural characteris-
tics, it could be used as a starting point to provide guid-
ance for quality improvement for local PC service
leaders.

Another strength of the instrument is that it was able
to capture variation—both in item achievement and in
total scores—across different characteristics of PC serv-
ices such as public vs. private institutions and according
to level of complexity, reflecting the ability of the
instrument to be sensitive to change. Moreover, the
direction of these variations was expected, detecting,
for example, higher scores among public vs. private
institutions. Public PC services in Chile follow direct
guidelines from the Ministry of Health that provides a
clear organizational framework and direct funding to
Regional Health Services to secure provision of PC,

included a variety of candidate indicators, collected the whereas the private sector has less supervision
Table 4
Performance Results by Indicator and Type of PCS
Health System Complexity Level
Items  Achievement Public PCS Private PCS Primary Care Interm. Care Complex Care P
N =201 N=141 N =60 PCSN=110 PCSN =20 PCSN =71
N (%) N (%) N (%) N (%) N (%) N (%)

DIG1 123 (61) 98 (69) 95 (42) 0.000 52 (47) 14 (70) 57 (79) 0.000
DIG3 17 (8) 14 (9) 3 (5) 0.256 10 (9) 1(5) 6 (8) 0.832
DIG4 60 (30) 56 (39) 4(7) 0.000 26 (24) 7 (35) 27 (38) 0.116
QM2 106 (52) 82 (57) 24 (40) 0.024 42 (38) 11 (55) 53 (74) 0.000
QM3 67 (33) 54 (38) 13 (22) 0.024 39 (35) 4 (20) 24 (33) 0.402
QM4 147 (73) 132 (93) 15 (25) 0.000 69 (63) 19 (95) 59 (82) 0.001
CM1 38(19) 34 (24) 4(7) 0.004 18 (16) 4 (20) 16 (22) 0.607
CM2 16 (8) 14 (10) 2 (3) 0.117 6 (5) 1(5) 9 (13) 0.200
CM3 32 (16) 30 (21) 2 (3) 0.002 11 (10) 5 (25) 16 (22) 0.043
CM4  27(13) 24 (17) 3 (5) 0.023 8 (7) 2 (10) 17 (24) 0.006
CM5 160 (79) 116 (82) 44 (73) 0.181 74 (67) 19 (95) 67 (93) 0.000
ACC3 191 (95) 183 (94) 58 (97) 0.390 110 (100) 20 (100) 61 (85) 0.000
ACC4 148 (73) 140 (99) 8 (13) 0.000 67 (61) 20 (100) 61 (85) 0.000
ACC5 138 (68) 181 (92) 7(12) 0.000 63 (57) 18 (90) 57 (79) 0.001
ACC6 164 (81) 188 (97) 26 (43) 0.000 76 (69) 19 (95) 69 (96) 0.000
ACC7 174 (86) 135 (95) 39 (65) 0.000 88 (80) 20 (100) 66 (92) 0.014
HR 1 46 (23) 38 (27) 8 (13) 0.035 8 (7) 7 (35) 31 (44) 0.000
HR2 195 (96) 185 (94) 60 (100) 0.062 106 (96) 19 (95) 70 (97) 0.815
HRS3 157 (77) 98 (69) 59 (98) 0.000 81 (78) 16 (80) 60 (83) 0.251
REC1 38 (19) 34 (34) 4(7) 0.004 15 (14) 7 (35) 16 (22) 0.052
REC?2 187 (93) 141 (99) 46 (77) 0.000 96 (87) 19 (95) 72 (100) 0.005

P-values were estimated using chi-square test statistic.

P-values < 0.05 are highlighted in bold.
DIG = dignity; QM = quality management; CM = clinical management; ACC = access; HR = human resources; REC = records.
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regarding the organization and delivery of PC among
health institutions. Differences in the role of stakehold-
ers could explain the observed variation between pub-
lic and private PC services detected by the SQPCS-21
tool. We also found higher scores among PC services
attached to high complexity health care institutions
compared with intermediate or low complexity institu-
tions. We hypothesize that this difference could be due
to a higher number of professionals with PC training
available at complex health care institutions who could
have more knowledge and experience about strategies
to improving quality of service provision. In summary,
these findings demonstrate that the instrument is sensi-
tive to variation among baseline characteristics of PC
services supporting its construct validity.

As previously highlighted in the introduction, other
published articles have attempted to develop quality of
care indicators, including not only structural outcomes
but also both process and outcomes variables. For
example, Woitha et al.” validated a set of quality indi-
cators for the organization of PC in Europe and identi-
fied 56 quality indicators that included both structural
and process outcomes. Likewise, Tripodoro et al.?’
tested 23 process, structure, and outcome indicators in
a sample of services in Argentina. These publications
include some structural indicators related to the avail-
ability of medications, the structure of teams, or the
existence of specific registries and guidelines or proto-
cols, jointly with process and clinical outcomes. As pre-
viously mentioned, when process outcomes are not
attained, this could occur either due to the lack of
structural elements required to the process to occur or
due to failure in the implementation of the process,
providing challenges in the interpretation of results. As
it is reported in this publication, the SQPCS-21 tool
focuses exclusively on structural factors, including a
wide variety of indicators, across six domains, position-
ing it as a potential tool for PC services that are being
in their initial phases of development.

In our sample, we had a high response rate, allowing
the instrument to help map the status of PC provision
in Chile, identifying both the strengths and gaps in ser-
vice structure within the country. For example, we
found that the Access domain showed a high level of
achievement, with all items reaching more than 65%.
This could be explained by the emphasis of medication
availability, and implementation of home visits in the
National Palliative Care Plan. On the other hand, the
Clinical Management domain had the lowest achieve-
ment, reflecting the lack of relevance of standardizing
the protocols for management of end-of-life care or for
family caregiver education. Regarding the Human
Resources domain, it is interesting that although most
services have physicians, nurses and multidisciplinary
teams available, the majority of clinicians working in
these institutions lack specialist training in PC, which is

consistent with the lack of specialist level training pro-
grams through Latin America.”’ Although Chile is cate-
gorized as a country with a preliminary stage of PC
integration, positioning the country as among the most
advanced ones in PC development within Latin Amer-
ica, this instrument provided relevant insights about
the strengths and weaknesses of the provision of PC in
Chile.”

Limitations were identified during this research.
First, this is a single country study, which can limit the
use of the instrument to other countries. However, as
the instrument is simple to use, includes a variety of
domains and has clear criteria for achievement, it is
plausible to propose that it could be applied in other
regions. Second, the SQPCS-21 includes items only
related to the basic elements required to provide end-
ofife care, limiting its assessment scope. It is relevant
to highlight that perhaps other aspects of structural
characteristics relevant to other PC services were not
included. PC delivery varies across the world, so it is
not possible to create a one-fits-all instrument. Finally,
the assessment of achievement was performed mostly
by telematic assessment due to travel restrictions dur-
ing the COVID-19 pandemic context, which could
have increased response bias.

In conclusion, this study proposes a tool to evaluate
the structural quality of PC services at the local level.
The application of the SQPCS-21 tool could help indi-
vidual PC services to develop strategies for quality
improvement. Also, the aggregated information could
help Ministries of Health to prioritize the establish-
ment of recommendations or guidelines regarding
indicators with lower scores. Further research is
needed to assess the changes of these indicators over
time and to explore the association between the
achievement of structural indicators with process and
outcome variables, such as the impact on patients and
caregiver’s quality of life during the end of life.

Data sharing

Data are stored on a secure server at Pontificia Uni-
versidad Catdlica de Chile. Reasonable requests for
access to aggregated data can be provided by the corre-
sponding author after seeking approval from the
responsible data protection officer at Pontificia Univer-
sidad Catdlica de Chile.
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Supplementary Material 1

Definition of structural quality indicators. In Bold, all the items that were included in the final version of the instrument.

CODE INDICATOR

DEFINITION (and description)

POTENTIAL QUESTION TO
EXPLORE THE INDICATOR

RESPONSE OPTIONS
// MEASUREMENT
UNITS

SOURCE OF
INFORMATION

ACHIEVEMENT CRITERIA

DIGNITY

#DIG1 Family structure and
decision maker
documentation

#DIG2 Preferred place of death
documentation

#DIG3 Documentation of care
preferences

#DIG4 Respect for the cultural
diversity of patients and
families.

QUALITY MANAGEMENT

#QM1 External consultant

#QM2 Case review by

interdisciplinary team

Patients with advanced cancer at the end of life need
support to perform basic activities of daily living. In
addition, it is possible that during their illness, they
may present alterations of consciousness, which may
hinder the decision-making process. In these cases,
the family is the one who must look after the patient’s
welfare in case they are unable to participate in the
decision-making process. Therefore, for an adequate
end of life, aligned with the patient’s needs and
wishes, it is essential to have a specific decision-maker
identified in case the patient is unable to do so.

One method of respecting the patient’s dignity is to
respect the patient’s choices regarding its preferences
of care. One simple preference to address is its
preferred place of death. Before the palliative care
team can ensure compliance with this preference, it is
essential to be able to identify it.

One way to respect the patient’s dignity is to respect
their decisions regarding his or her preferences for
care. A relevant patient preference has to do with the
adequacy of therapeutic measures according to their
values and preferences, which should be aligned with
the implemented treatments.

Another way of respecting the patient’s dignity has to do
with adapting care to the patient’s own cultural
characteristics. To achieve this, it is essential to
document cultural aspects. Cultural aspects include
nationality, religious and spiritual beliefs, language,
gender, among others.

The possibility of continuous improvement is essential
for the proper functioning of clinical teams.
Especially in young teams or teams without specific
training in all its members, it is sometimes necessary
to consult with external experts on clinical questions
or practical guidance for the proper management of
patients at the end of life.

End-oflife process can sometimes be complex, not only
related to physical symptoms, but also from
psychological, spiritual, family, social and/or cultural
aspects. Reviewing complex clinical cases with an
interdisciplinary team is a strategy for continuous
improvement and quality of care. It also promotes
team learning and optimize services.

Is there a specific section in the
patient’s admission or clinical
record, for the identification
of the decision-maker in case
the patient is unable to
participate?

In the patient’s admission or
clinical record, there is a
specific section for
documentation of
preferences regarding the
place of death.

Is there a specific section for
the documentation of patient
preferences and/or values in
relation to end of life in the
clinical record?=

Is there a specific section for
the documentation of
spiritual and/or cultural
aspects in the clinical report?

The team has an identified
external consultant to resolve
complex end-oflife clinical
cases.

Does the interdisciplinary team
has a formal instance to
review clinical cases of
complex patients at the end
of life?

Yes
No

Yes No

Yes
No

Yes
No

Yes No

Yes
No

Palliative Care Service (PCS)
manager
Clinical Record

PCS manager

Clinical Record

PCS manager
Clinical Record

PCS manager
Clinical Record

PCS Manager
External consultant data

PCS Manager
Scheduling of interdisciplinary

meetings and attendance list.

Clinical record incorporates at least
one pre-established section to
assess family structure (e.g.,
genogram) and/or surrogate
decision-maker or responsible
caregiver/guardian.

Clinical record has a pre-stablished
section to address and registers
the patients preferred place of
death.

Clinical report includes at least one
pre-established section to
evaluate the patient’s preferences
for care or advance directives (e.
g., desired place of death).

Clinical report includes at least one
pre-established section to assess
religious, spiritual, cultural and/
or social aspects of the patient (e.
g. nationality, religion, ethnicity,
other).

The service has defined and
identified an external consultant
for complex clinical cases. The
consultant’s contact information
is available to the entire clinical
team either within a protocol,
flowchart, or other service
document.

There is a meeting where
professionals from at least three
different disciplines participate to
discuss specific aspects of the
management of patients under
control in the PCS. These
meetings are held periodically
and are scheduled.

(Continued)
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CODE INDICATOR DEFINITION (and description) POTENTIAL QUESTION TO  RESPONSE OPTIONS SOURCE OF ACHIEVEMENT CRITERIA
EXPLORE THE INDICATOR  // MEASUREMENT INFORMATION
UNITS

#OQM3 Coordinated referral of ~ Sometimes end-of-life patients need to be transferred Is there a local protocol for the  Yes PCS Manager There is a local protocol or written
patients between levels from one level of care to another to provide the best referral of end-of-life patients No Referral protocol or documents flowchart (from the PCS or
of care possible care. For an adequate patient management, among the different levels of institution) for transferring

it is necessary to have referral strategies that contain care? patients between levels of care,
useful information according to the palliative needs ensuring continuity of care.
of the patient.

#QM4 Annual Ministry of The Ministry of Health annually requests all PCS to send Your PCS annually sends the Yes PCS Manager PCS sent the annual indicators
Healths Indicators information and indicators that have been defined as information and the No Indicator registry requested by the Ministry of
registry priorities for adequate delivery of PCS at the national indicators requested by the Health at least for the last period.

level. The teams should create strategies that allow Ministry of Health?
them to have this information complete and updated

and send it in a timely manner to the ministerial

advisors each year.

CLINICAL MANAGEMENT

#CM1 End-of-ife symptom PCS has protocols that guarantee the correct symptoms Is there a protocol or do you Yes PCS documents. There is a local written protocol,
management: assessment and comprehensive care for patients at use scales to assess symptoms ~ No PCS manager. use of ESAS or 2 or more specific
Assessment the end-of-life stage. These should allow a systematic in end of life patients? symptom assessment instruments

evaluation and active follow-up, responding to the incorporated in the chart from

biopsychosocial and spiritual needs of the patient and the same PCS or institution, for

his or her close environment, to achieve the best symptom assessment in end-of-life

quality of life during the final phase of the disease. patients. It is not valid when the
clinical record includes only VAS
and/or ECOG-PPS.

#CM2 End-oflife symptom PCS have protocols that guarantee the correct There is a protocol for end-of- ~ Yes PCS documents. a) There is a local written protocol
management: assessment of symptoms and comprehensive care of life symptom management? No PCS manager. for the management of symptoms

Treatment end-oflife patients. These should allow a systematic in patients at the end of life or,
evaluation and active follow-up, responding to the b) There are 2 or more protocols
biopsychosocial and spiritual needs of the patient and for different symptoms that
their environment, in order to achieve the best quality specify their management at the
of life in the final phase of the disease. end of life.

#CM3  Family education on the  Palliative care teams provides continuous and Is there a program with Yes PCS documents There is a standardized and
end-of-life: End-of-Life interdisciplinary education to the patient’s main educational activities with No PCS Manager structured educational program
Process caregiver and his or her environment, with a workshops and/or for end-of-life education. It may

proactive approach to the end-of-life process, educational material include workshops, counseling,
considering end-of-life symptoms, management, care (brochure, videos, nursing consultation, or written
and post-mortem procedures (funeral and documents, etc.) for family material with protocolized
formalities). members about end-of-life delivery.
care? Incidental education per se is not
considered an educational
program.

#CM4 Family education on the  Palliative care teams provide continuous and Is there a program with Yes PCS documents There is a standardized and
end-of-life: interdisciplinary education to the patient’s main educational activities with No PCS Manager structured educational program
Subcutaneous caregiver and his or her environment, with a workshops and/or for subcutaneous education. It
Administration proactive approach to the end-of-life process, educational material

considering end-of-life symptoms, management, care
and post-mortem procedures (funeral and
formalities).

(brochure, videos,
documents, etc.) for family
members about
subcutaneous
administration?

may include workshops,
counseling, nursing consultation,
or written material with
protocolized delivery.

Incidental education per se is not
considered an educational
program.

(Continued)
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CODE INDICATOR DEFINITION (and description) POTENTIAL QUESTION TO ~ RESPONSE OPTIONS = SOURCE OF ACHIEVEMENT CRITERIA
EXPLORE THE INDICATOR ~ // MEASUREMENT INFORMATION
UNITS
#CM5  Emergency Plan In case of symptoms that are difficult to control at home Is there a clear flow/protocol  Yes PCS documents PCS provides all patients and
or acute complications, the PCS has a standardized for assisting end-of-life No PCS Manager families with a clear plan for

response plan, which is made known to patients and
families. It considers assistance both during working
and non-working hours.

ACCESS

#ACC1 24/7 availability of
essential palliative care
services for everyone
who needs them

The end-ofife period tends to cause significant
caregiving and emotional burden for caregivers and
family. Prompt and timely access to the palliative care
team is essential to provide quality care. Continuity of
care features can include: telephone support,
availability for spontaneous consultations, flexible
scheduling of home visits, and rapid response to inter-
consultations in hospitalized patients.

#ACC2 Access to hospital
palliative care services
during the end of live.

End-ofilife care for hospitalized patients by a palliative
care team is essential for adequate symptom control,
therapeutic proportionality, and family care. This is
particularly important in cases where home stay is not
possible or where symptoms are difficult to manage.
The availability of an in-hospital mobile team allows
for timely attention when other teams request inter-
consultation or referral, providing quality end-of-life
care to these patients and families.

Most cancer patients die at home. Having access to
home PC at the end of life is necessary both for
symptom control and for educating the family in the
care of the patient.

#ACC3 Access to palliative care
services at home during
the end of life.

#ACC4 Access to drugs for
symptomatic end-of-life
management:
Morphine.

Adequate symptom control allows for a good quality of
life, especially at the end-of-life stage. To achieve this,
it is fundamental to have access to an essential basket
of drugs. Among these are opioids such as morphine,
which allows both pain relief and dyspnea.

patients in emergency
situations?

Does the palliative care team

have services available during

business and non-business
hours for end-of-life patients
and their caregivers?

Yes, home visits are
available 24/7 Yes,
telephone assistance
is available during
non-business hours.
No, there is no
assistance during
non-business hours.

Palliative care professionals ora Yes No

palliative care team are
available to care for patients
requiring inpatient
management during the end
of life.

If an end-of-life patient is at
home or requires home care,
is it possible that they may be
evaluated by a home PC
team?

Is parenteral morphine
available in your PCS among
the minimum stock drugs to
be considered?

Yes
No

Yes
No

PCS Manager Clinical protocol
for non-business hours
assistance or phone number
of clinical assistance

PCS Manager Professional or
in-hospital care team and
weekly hours available are
identified.

PCS manager The homecare
PC provider is identified.

PCS Manager
Pharmacy manager

contacting the team in case of
need during working and non-
working hours. It may include
contact telephone numbers or
places to consult in case of
emergency.

The PCS has 24/7 home visits and/
or 24/7 telephone assistance
provided by its clinical staff or
other healthcare professionals
who are in knowledge of the
current clinical state, plan of care
and pharmacological indications
to end-of-life patients and
families.

PCS have at least one physician
available to care end of life
patients in inpatient services.

The PCS provides home visits by at
least one member of the clinical
team to assist end-of-life patients.

PCS performs direct dispensing of
morphine in ampoules to patients
for self-administered use under
medical indication. This can be
delivered by the PCS itself or at
the pharmacy of the same facility.
There is no need for patients or
caregivers to go to another
location to pick up medications
(e.g. private pharmacy or General
Hospital).

In institutions with closed care only,
they comply with those that have
the ampoules that the patient
requires during their stay for
treatment.

(Continued)
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#ACC5 Access to drugs for Adequate symptom control allows for a good quality of  Is parenteral midazolam Yes PCS Manager PCS performs direct dispensing of
symptomatic life, especially at the end-of-life stage. To achieve this, available in your PCS among  No Pharmacy manager midazolam in ampoules to
end-of-life a fundamental aspect is to have access to an essential the minimum stock drugs to patients and/or caregivers, for
management: basket of drugs. Among these are opioids such as be considered? self-administered use under
Midazolam. morphine, which allows both pain relief and dyspnea. medical indication. This can be

These include benzodiazepines such as midazolam, delivered by the PCS itself or at

which is essential, for example, for initiating palliative the pharmacy of the same facility.

sedation. There is no need for patients or
caregivers to go to another
location to pick up medications
(e.g. private pharmacy or General
Hospital).

In institutions with closed care only,
they comply with those that have
the ampoules that the patient
requires during their stay for
treatment.

#ACC6 Access to medical Patients at the end of life stage need quality comfort Does your PCS have the Yes PCS Manager PCS provides the necessary supplies
supplies and and nursing care, as this is the minimum necessary necessary supplies No Pharmacy manager for the installation, handling and
equipment: care that every person should receive. To achieve (subcutaneous catheter, replacement of a subcutaneous
Subcutaneous adequate symptom control, one of the strategies is the ~ multipuncture plug, syringes catheter, including medication
administration. use of subcutaneous drugs, an intervention widely and fixation) for the correct administration. That is: catheter,

endorsed internationally. use of the subcutaneous adhesive dressing, multipuncture
route in end-of-life patients? cap and syringes.

#ACC7 Access to medical Patients at the end of life need quality comfort and In your PCS, do patients have Yes PCS manager The PCS makes direct delivery or
supplies and nursing care, as this is the minimum necessary care access to home oxygen in less  No Oxygen provider contract or arranges home delivery of home

equipment: Oxygen

HUMAN RESOURCES
#HR1

care

#HR2
nurses as part of in the
team.

Staff training in Palliative

that every person should receive. In the home setting,
timely access to oxygen is essential for those patients
who are deemed to need it.

and skills are recommended for professionals working
in palliative care (PC), with a minimum of them being
necessary to provide quality care.

Availability of doctors and For adequate symptom control and end-of-life care, the

presence of at least one physician and one nurse is
recommended as the basis of the team. This duo is
responsible for coordinating care and being available
for the patient and family.

than 24 hours in case of
medical indication?

At the international level, specific clinical competencies Proportion of nurses and

physicians with training in
palliative care at the diploma
level or higher.

What is the total number of

physicians, total number of
nurses, total medical hours
contracted and total nursing
hours contracted for PC?

-List of team members
by discipline, hours
contracted per week
and level of palliative
care training.

- Number of patients
treated per year in
the PCS.

-List of team members
by discipline, hours
contracted per week
and level of palliative
care training.

- Number of patients
treated per year in
the PCS.

equipment.

Personnel file in HR.
PCS Manager

PCS Manager

oxygen, either with concentrator
and/or O2 cylinders. Equipment
must be from the PCS itself or
outsourced but managed by the
PCS.

-50% or more of the physicians and
nurses on the team have received
specialized training in Palliative
Care. This can include specialized
certifications or specialization at
graduate level or higher.

- Certification in psycho-oncology
for Psychologists is valid as
specific training.

The PCS has at least one hour of
medical and one hour of nursing
time per week for direct care of
PCpatients and families.

(Continued)
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CODE INDICATOR DEFINITION (and description) POTENTIAL QUESTION TO  RESPONSE OPTIONS SOURCE OF ACHIEVEMENT CRITERIA
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#HR3  Existence of an Teamwork is a fundamental part of Palliative Care work. What is the total number of -List of team members ~ PCS Manager PCS has at least one hour of
interdisciplinary team Itis recommended that the composition of this professionals in the team? by discipline, hours medical, one hour of nursing and
teamwork be multidisciplinary and that different What is the total number of contracted per week one hour of psychosocial (social
members of the team work in an interdisciplinary hours that each professional and level of palliative worker and/or phycologist) time
manner, this is important given that the patient’s is available for the care of PC care training. for direct patient care per week
needs are multiple and may include physical, patients?: - Number of patients for PC
psychological, social and spiritual aspects. treated per year in
the PCS.
#HR4  Team self-care and burn-  Palliative care teams constantly face situations of stress There is a self-care and burnout Yes, there is a self-care ~ PCS Manager The palliative care team has access
out prevention and suffering. The self-care of the team and the prevention program in your program, local or Self-Care program o activities to at least once a year self-care
prevention of burn out are fundamental for the PCS? institutional strategy. calendarization. activity with protected time for
adequate provision of services. Periodic activities Yes, there are isolated such purposes.
guided by trained persons are recommended for the annual scheduled
adequate management of the group and of the self-care activities.
emotions that may arise. No, there are no self-
care activities or
strategies.

#HR5  Volunteer participation The participation of the community through Is there a volunteer program Yes (Number of PCS Manager Availability of at least one hour of
volunteering facilitates the relief of people’s suffering for the accompaniment of volunteers and Volunteer coordinator volunteering per week, which is
by accompanying them and their families. Volunteers palliative care patients and weekly hours approved by the service chiefs,
must be guided by the guidelines of the institution in their families? available). organized and supervised by one
which they participate and have access to training No of the members of the clinical
programs. team.

#HR6  Spiritual Assistence Spiritual care is an essential part of the palliative care Does your PCS have a list of Yes, there are pastoral PCS Manager The PCS have at least one pastoral
model. Spiritual and/or pastoral agents, with the spiritual and/or pastoral and spiritual List of pastoral and/or spiritual or spiritual accompaniment agent
proper training in end-of-life accompaniment, are agents to contact in case of accompaniment accompaniment. available to provide spiritual
fundamental to collaborate in alleviating the need? agents. assistance to end-of-life patients
existential suffering of people. Yes, there are pastoral and their families.

agents

Yes, there are spiritual
accompaniment
agents.

No, there is no spiritual
or pastoral assistance.

RECORDS

#REC1 End of life patient registry Before offering quality clinical care at the end of life, it Do you have a record of end of ~ Yes PCS Manager There is a specific record or clear
is essential to be able to identify these patients in a life patients in Palliative No Specific record or identification  identification mechanism for
timely manner. In palliative care services, its Care? for end of life patients. end-of-life patients.
recommended to have an updated list of patients at
the end of life stage.

#REC2 Single clinical record In order to provide coordinated care, it is essential to Is there a single clinical record  Yes PCS Manager PCS has a single clinical record
have a single clinical record that can be accessed by per patient in Palliative Care? No Specific records accessible to all clinical staff, to

all professionals in the PC team. With this record, it is
possible to coordinate the care of end-of-life patients.

record patient care and ensure
continuity of information. It may
be specific to the PCS or
institutional.

(Continued)
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#REC3 Plan of care In patients who are at the end of life, the plan of care For end-oflife patients, thereis  Yes PCS Manager There is a specific clinical registry to
should be clearly documented in the clinical record, a written plan of care in the No Specific records document aspects of the end-of-
indicating, for example, the goals of care, a clinical record. life care plan. For example,
medication management plan, or a family support objective of care, medications,
plan. nursing care plan, family support
and education plan, among
others. The registry must have at
least two specific aspects of the
patient’s end-oflife care plan.
INFRASTRUCTURE
#INF1 ~ Own private physical The PCS has its own physical space for psychosocial Is there a room or physical Yes PCS Manager The PCS has at least one private
space interventions, family meetings or difficult space available in the PCS for No Physical space revision

#INF2 Mobilization for home
visits

conversations with the patient and/or family. This
place must guarantee proper privacy and be a

welcoming space for the realization of such instances.

To ensure a continuum of care, palliative care teams
must be able to travel to the homes or residences
where patients with advanced illnesses and in end of
life are located.

the care of families and/or
patients?

Does the PCS have its own or an
institutional vehicle available
for home care or,
alternatively, does it provide
funding for the mobilization
of health professionals?

Yes, the PCS has its own PCS Manager

or an institutional
vehicle.

Yes, the PCS provides
funding for the
transportation of
health professionals.

No, the PCS does not
have strategies to
support the
mobilization of its
teams.

No, the PCS does not
make home visits.

room available for psychosocial
interventions, family meetings or
the execution of difficult
conversations.

The PCS has one or more hours per
week of a vehicle for the
mobilization of its professionals
to home visits or provides a
financial allowance to team
members to cover this item.
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Supplementary Material 2

Definition of structural quality indicators. In Bold, all the items that were included in the final version of the instrument (Original Spanish Version).

CODIGO INDICADOR

DEFINICION (y descripcién)

PREGUNTA PARA RESPUESTAS
EXPLORAR CUMPLIMIENTO POSIBLES//

FUENTE DE INFORMACION

CRITERIO DE CUMPLIMIENTO

DE INDICADOR UNIDADES DE
MEDIDAS
DIGNIDAD
#DIG1 Documentacién sobre En pacientes con cancer avanzado en fin de vida, los En el ingreso del paciente, Si / No Jefe Servicio de Cuidados La historia clinica incorpora al
estructura familiar y tomador ~ pacientes necesitan apoyo para realizar sus existe un acapite especifico Paliativos (SCP) menos una seccion
de decisiones actividades diarias. Ademads, es posible que para la identificacién del Registros Clinicos preestablecida para evaluar la
durante su trayectoria de enfermedad, presenten tomador de decisiones en estructura familiar (p. €j.,
alteraciones de conciencia, lo que puede caso que el paciente no genograma) y/o tomador de
dificultar el proceso de toma de decisiones. Por pueda participar? decisiones sustituto o cuidador/
otro lado, la familia es quien debe velar por el tutor responsable
bienestar del paciente en caso que el paciente no
pueda participar en la toma de decisiones. Por lo
anterior, para un fin de vida adecuado, alineado
con las necesidades y deseos del paciente, es
fundamental y tener identificado un tomador de
decisiones especifico en caso que el paciente esté
inhabilitado.
#DIGY Documentacién sobre lugar de  Una manera de respetar la dignidad del paciente es En el ingreso del paciente o en  Si / No Jefe SCP La historia clinica tiene una seccién
deceso preferido respetar sus elecciones respecto de preferencias. la ficha clinica, existe un Registros Clinicos preestablecida para registrar y
Una preferencia simple de abordar tiene que ver acapite especifico para certificar el lugar de preferencia
con la eleccion respecto de cudl seria el lugar de documentacién sobre del fallecimiento del paciente.
preferencia de fallecimiento para el paciente. preferencias respecto del
Antes de poder promover el cumplimiento de lugar del deceso
esta preferencia, es esencial poder identificarla.
#DIG3 Documentacién sobre Una manera de respetar la dignidad del paciente es Existe un acapite especifico Si / No Jefe SCP La historia clinica incluye al menos
preferencias de cuidado respetar sus elecciones respecto de preferencias. para la documentacién de Registros Clinicos una seccion preestablecida para
Una preferencia relevante del paciente tiene que preferencias y/o valores de evaluar las preferencias del
ver con la adecuacién de las medidas terapéuticas  pacientes en relacién al fin de paciente sobre la atencién o
de acuerdo a sus valores y preferencias las que vida en ficha clinica. sobre las directrices anticipadas
deberian estar alineadas con los tratamientos (por ejemplo, el lugar de muerte
implementados. deseado).
#DIG4 Respeto a la diversidad cultural Otra manera de respetar la dignidad del paciente,  Existe un acépite especifico Si/ No Jefe SCP La historia clinica incluye al menos
de los pacientes y familias- tiene que ver con adecuar el cuidado a para la documentacién sobre Registros Clinicos una seccién preestablecida para
caracteristicas culturales propias del paciente. aspectos espirituales y/o evaluar aspectos religiosos,
Para lograr este respeto es esencial documentar culturales en la ficha clinica. espirituales, culturales y/o
aspectos culturales. Dentro de los aspectos sociales del paciente (por
culturales se encuentra la nacionalidad, creencias ejemplo, nacionalidad, religion,
religiosas, espirituales, idioma, género entre etnia, otros).
otras.
GESTION DE CALIDAD
#QM1 Referente externo La posibilidad de mejora continua es fundamental  El equipo tiene un referente Si / No Jefe SCP El servicio ha definido e

para el adecuado funcionamiento de los equipos
clinicos. Se requiere en algunas ocasiones
consultar con expertos preguntas clinicas u
orientacién préctica para el adecuado manejo de
pacientes en fin de vida.

externo identificado para
resolver casos clinicos de
pacientes en fin de vida
complejos.

Informacién de contacto
referente externo.

identificado un interconsultor
externo para casos clinicos
complejos.

La informacién de contacto del
interconsultor estd disponible
para todo el equipo clinico, ya sea
dentro de un protocolo,
diagrama de flujo u otro
documento de servicio.

(Continued)
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CODIGO INDICADOR DEFINICION (y descripcién) PREGUNTA PARA RESPUESTAS FUENTE DE INFORMACION  CRITERIO DE CUMPLIMIENTO
EXPLORAR CUMPLIMIENTO POSIBLES//
DE INDICADOR UNIDADES DE
MEDIDAS

#QM2 Revision de casos por equipo El proceso de fin de vida de las personas en El equipo interdisciplinario Si / No Jefe SCP Hay una reunién donde participan

interdisciplinario ocasiones puede ser complejo, no solo desde el tiene una instancia formal Calendarizacién de reuniones profesionales de al menos tres
aspecto de sintomas fisicos, sino que también para revisar casos clinicos de interdisciplinarias y lista de disciplinas diferentes para
desde lo psicoldgico, espiritual, familiar, social y/ pacientes complejos en fin de asistencia. discutir aspectos especificos del
o cultural. La revisién de casos clinicos complejos vida. manejo de pacientes bajo control
por el equipo interdisciplinario es una estrategia en el SCP. Estas reuniones se
de mejora continua y de la calidad de la atencién realizan periédicamente y estdn
para favorecer el aprendizaje del equipo y programadas.
optimizar los servicios.

#OQM3 Derivacion coordinada de En ocasiones los pacientes en fin de vida necesitan ~ Existe un protocolo local para  Si / No Jefe SCP Existe un protocolo local o
pacientes entre niveles de ser trasladado desde un nivel de atencién a otro, la derivacién de pacientes en Protocolos o documentos para flujograma escrito (del SCP o
atencion. con el objetivo de brindar el mejor cuidado fin de vida entre los distintos la derivacién. institucional) para el traslado de

posible. Para un adecuado manejo del paciente es  niveles de atencién. pacientes entre niveles de
necesario contar con estrategias de derivacién atencion, asegurando la
que contengan informacién util y acorde a las continuidad de la atencién.
necesidades paliativas del paciente.

#QM4 Registro indicadores CP El MINSAL anualmente solicita a todas los SCP de  Su unidad envia anualmente la  Si / No Jefe SCP SCP envio los indicadores anuales
MINSAL cuidados paliativos que envien informacién de informacién de los Registros de Idicadores solicitados por el Ministerio de

indicadores que se han definido como indicadores solicitados por el enviados. Salud al menos para el dltimo
prioritarios para una adecuada entrega de MINSAL. periodo.

servicios de cuidados paliativos a nivel nacional.

Los equipos deben crear estrategias que les

permitan tener esta informacién completa y

actualizada, y enviarla oportunamente a los

asesores ministeriales cada ano.

GESTION CLINICA

#CM1 Manejo de sintomas de fin de El SCP cuenta con protocolos que garanticen la Existe una escala para la Si, existe una escala Jefe SCP Existe un protocolo escrito local,
vida — valoracién correcta valoraciéon de sintomas y atencién valoracién de sintomas del de valoraciéon del  Documentos o protocolos del uso de ESAS 0 2 o més

integral de los pacientes en fin de vida. Estos paciente en fin de vida. paciente en fin SCP instrumentos especificos de
deben permitir la evaluacién sistematica y de vida. evaluacién de sintomas
seguimiento activo, dando respuesta a las No, no esta incorporados en los documentos
necesidades biopsicosociales y espirituales del protocolizado. del mismo SCP o institucién, para
paciente y su entorno cercano, para lograr la la evaluaciéon de sintomas en
mejor calidad de vida en la fase final de pacientes al final de la vida.
enfermedad. No es vélido cuando la historia
clinica incluye tinicamente EVA
y/0 ECOG-PPS.
#CM2 Manejo de sintomas de finde  El SCP cuenta con protocolos que garanticen la Existe un protocolo para el Si, existe un Jefe SCP a) Existe un protocolo escrito local

vida - manejo

correcta valoraciéon de sintomas y atenciéon
integral de los pacientes en fin de vida. Estos
deben permitir la evaluacién sistematica y
seguimiento activo, dando respuesta a las
necesidades biopsicosociales y espirituales del
paciente y su entorno cercano, para lograr la
mejor calidad de vida en la fase final de
enfermedad.

manejo de sintomas de fin de
vida

protocolo sobre  Documentos o protocolos del
el manejo de SCP
sintomas del
paciente en fin
de vida.
No, no esta
protocolizado.

para el manejo de sintomas en
pacientes al final de la vida o,

b) Existen 2 o mds protocolos para
diferentes sintomas que
especifican su manejo al final de
la vida.

(Continued)
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Continued
CODIGO INDICADOR DEFINICION (y descripcién) PREGUNTA PARA RESPUESTAS FUENTE DE INFORMACION  CRITERIO DE CUMPLIMIENTO
EXPLORAR CUMPLIMIENTO POSIBLES//
DE INDICADOR UNIDADES DE
MEDIDAS

#CM3 Educacién de familia sobre el  El equipo de cuidados paliativos ejecuta educacién  Existe material educativo Si, existe un Jefe SCP Existe un programa educativo
proceso de fin de vida — fin continua e interdisciplinaria al cuidador principal (folleto, videos, documentos, protocolo sobre Documentos o protocolos del estandarizado y estructurado para
de vida del paciente y su entorno, con un enfoque etc.) para los familiares sobre educacién en el SCP la educacion al final de la vida.

proactivo sobre el proceso de fin de vida, el manejo de fin de vida. proceso de fin de Puede incluir talleres, consejeria,

considerando sintomas propios de dicha etapa, vida. consulta de enfermeria o material

forma de manejo, cuidados y procedimiento post No, no esta escrito con entrega

mortem (cuidados y tramites funerarios). protocolizado. protocolizada. La educaciéon
incidental per se no se considera
un programa educativo.

#CM4 Educacion de familia sobre el El equipo de cuidados paliativos ejecuta educacién  Existe material educativo Si, existe un Jefe SCP Existe un programa educativo
proceso de fin de vida — via continua e interdisciplinaria al cuidador principal (folleto, videos, documentos, protocolo sobre Documentos o protocolos del estandarizado y estructurado para
subcutanea del paciente y su entorno, con un enfoque etc.) para los familiares sobre educacién en via SCP la educacién subcutdnea. Puede

proactivo sobre el proceso de fin de vida, el uso de la via subcutdnea. subcutdnea. incluir talleres, consejeria,

considerando sintomas propios de dicha etapa, No, no esta consulta de enfermeria o material

forma de manejo, cuidados y procedimiento post protocolizado. escrito con entrega

mortem (cuidados y tramites funerarios). protocolizada. La educacién
incidental per se no se considera
un programa educativo.

#CM5 Plan para situaciones de En caso de sintomas de dificil control en el Existe un flujo/protocolo claro  Si, existe un Jefe SCP EI SCP brinda a todos los pacientes
emergencia. domicilio o complicaciones agudas, el SCP cuenta  de asistencia a pacientes en protocolo en caso  Documentos o protocolos del y familias un plan claro para

con un plan de respuesta estandarizado, el cual fin de vida en situaciones de de situaciones de SCP comunicarse con el equipo en

estd en conocimiento de los pacientes y las emergencia. emergencia. caso de necesidad durante las

familias. Considera asistencia tanto en horario No, no esta horas laborales y no laborales.

habil como inhdbil. protocolizado. Puede incluir teléfonos de
contacto o lugares para consultar
en caso de emergencia.

ACCESO

#ACC1 Disponibilidad de servicios El periodo de fin de vida tiende a causar una carga  En su unidad dispone de un Si, las visitas a Jefe SCP EI SCP cuenta con visitas
esenciales 24/7 para todo asistencial y emocional importante para los servicio telefénico que domicilio estan domiciliarias 24/7 y/o asistencia
aquel que los necesite cuidadores y familia. El acceso rdpido y oportuno permita a los familiares de disponibles 24/7 Documentos o protocolos telefénica 24/7 proporcionada

al equipo de cuidados paliativos es esencial para pacientes en fin de vida Si, la asistencia clinicos para la asistencia o por su personal clinico u otros
brindar un cuidado de calidad. Entre las contactarse de forma directa telefénica esta teléfono de contacto para la profesionales de la salud que
prestaciones para dar continuidad en la atencién con el equipo, tanto en disponible fuera atencioén fuera del horario conocen el estado clinico actual,
se encuentran: atencion telefonica, horario hdbil como inhabil. del horario laboral. el plan de atencién y las
disponibilidad para consultas espontdneas, laboral. indicaciones farmacolégicas a los
posibilidad de agendar visitas al domicilio con No, no hay pacientes y familiares al final de
flexibilidad y dar respuesta a interconsultas en asistencia fuera su vida. .
pacientes hospitalizados con rapidez. del horario
laboral.
#ACC2 Acceso a servicios de atencién  La atencién al final de la vida de pacientes En caso que un paciente en fin  Si / No Jefe SCP El SCP tiene al menos un médico

paliativa hospitalaria durante
el fin de vida.

hospitalizados por parte de un equipo de
cuidados paliativos es fundamental para el
adecuado control de sintomas y proporcionalidad
terapéutica. El disponer de un equipo mévil
intrahospitalario permite una atencién oportuna
ante la solicitud de interconsulta o derivacién por
parte de los otros equipos.

de vida hospitalizado o que
requiere hospitalizacién,
puede ser evaluado por un
equipo de paliativos
intrahospitalario.

Identificacién de profesionales

o equipo de salud
intrahospitalario y la

disponibilidad de horarios de

trabajo semanal.

disponible para atender a
pacientes al final de su vida en
servicios de hospitalizacién.

(Continued)
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Continued
CODIGO INDICADOR DEFINICION (y descripcién) PREGUNTA PARA RESPUESTAS FUENTE DE INFORMACION  CRITERIO DE CUMPLIMIENTO
EXPLORAR CUMPLIMIENTO POSIBLES//
DE INDICADOR UNIDADES DE
MEDIDAS

#ACC3 Acceso a servicios de atencion  La mayoria de los pacientes con cancer fallecen en  En caso que un paciente en fin ~ Si / No Jefe SCP EI SCP ofrece visitas domiciliarias
paliativa en el domicilio su domicilio. Tener acceso a atenciéon de vida se encuentre en el Identtificacién del proveedor de al menos un miembro del
durante el fin de vida. domiciliaria al final de la vida es necesario tanto domicilio o que requiera de servicios de atencién equipo clinico para ayudar a los

para el control de sintomas como para la atencién domiciliaria, puede paliativa en el domicilio. pacientes al final de su vida.
educacion a la familia en el cuidado del paciente. ser evaluado por un equipo
de paliativos domiciliario.

#ACC4 Acceso a farmacos para el El adecuado control de sintomas permite una En su unidad dispone de Si/ No Jefe SCP El SCP dispensa directamente
manejo sintomatico de fin de buena calidad de vida, sobre todo en el periodo morfina parenteral entre los Jefe de Farmacia. morfina en ampollas a pacientes
vida — morfina. de fin de vida. Para lograr esto entre uno de los farmacos de stock minimo a para uso autoadministrado bajo

aspectos fundamentales es tener acceso a una considerar. indicacién médica. Este puede
canasta esencial de firmacos, entre los que se ser entregado por el propio SCP
encuentran los opidceos como la morfina, que o en la farmacia del mismo
permite tanto el alivio del dolor como la disnea. establecimiento. No es necesario
que los pacientes o cuidadores
vayan a otro lugar para recoger
medicamentos (por ejemplo,
farmacia privada u Hospital
General). En instituciones con
atencién cerrada exclusiva,
cumplen con aquellas que
cuentan con las ampollas que el
paciente requiere durante su
estadia para el tratamiento.

#ACC5 Acceso a farmacos para el El adecuado control de sintomas permite una En su unidad dispone de Si / No Jefe SCP El SCP dispensa directamente
manejo sintomatico de fin de buena calidad de vida, sobre todo en el periodo midazolam parenteral entre los Jefe de Farmacia. midazolam en ampollas a
vida — midazolam. de fin de vida. Para lograr esto entre uno de los farmacos de stock minimo a pacientes y/o cuidadores, para

aspectos fundamentales es tener acceso a una considerar. uso autoadministrado bajo
canasta esencial de firmacos, entre los que se indicaciéon médica. Este puede
encuentran las benzodiacepinas como el ser entregado por el propio SCP
midazolam, esencial por ejemplo para iniciar una o en la farmacia del mismo
sedacién paliativa. establecimiento. No es necesario
que los pacientes o cuidadores
vayan a otro lugar para recoger
medicamentos (por ejemplo,
farmacia privada u Hospital
General). En instituciones de
atencién cerrada Unicamente,
cumplen con aquellas que
cuentan con las ampollas que el
paciente requiere durante su
estadia para el tratamiento.
#ACC6  Acceso a insumos y equipos Los pacientes al final de la vida necesitan un En su unidad dispone de los Si / No Jefe SCP SCP proporciona los suministros

médicos — via subcutanea.

cuidado de conforty enfermeria de calidad, ya
que son los cuidados minimos necesarios que
toda personal al final de su vida debe recibir. Para
lograr el adecuado control de sintomas una de las
estrategias es utilizar los firmacos por via
subcutdnea, intervencién ampliamente avalada a
nivel internacional.

insumos necesarios (catéter
subcutdneo, tapén multi
puncién, jeringas y fijacién)
para el uso correcto de la via
subcutdnea en pacientes en
fin de vida.

Jefe de Farmacia. necesarios para la instalacién,
manejo y reemplazo de un catéter
subcutdneo, incluida la
administracién de
medicamentos. Es decir: catéter,
apdsito adhesivo, capuchén
multipuncién y jeringas.

(Continued)
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Continued
CODIGO INDICADOR DEFINICION (y descripcién) PREGUNTA PARA RESPUESTAS FUENTE DE INFORMACION  CRITERIO DE CUMPLIMIENTO
EXPLORAR CUMPLIMIENTO POSIBLES//
DE INDICADOR UNIDADES DE
MEDIDAS
#ACC7 Acceso a insumos y equipos Los pacientes al final de la vida necesitan un En su unidad los pacientes Si / No Jefe SCP EI SCP realiza entrega directa o
médicos — oxigeno. cuidado de conforty enfermeria de calidad, ya tienen acceso en menos de 24 Contacto/contrato del coordina entrega domiciliaria de
que son los cuidados minimos necesarios que horas a oxigeno domiciliario proveedor de oxigeno. oxigeno domiciliario, ya sea con
toda personal al final de su vida debe recibir. En en caso de indicacién concentrador y/o cilindros de
el contexto domiciliario, el tener acceso oportuno  médica. O2. El equipo debe ser del propio
a oxigeno es fundamental para aquellos pacientes SCP o subcontratado pero
que se estime que sea necesario su uso. administrado por el SCP.
RECURSOS HUMANOS
#HR1 Formacion de personal en CP A nivel internacional se recomiendan competencias Nimero de profesionales de el -Listado de los Curriculum vitae disponible en  -El150% o mds de los médicos y

#HR2 Disponibilidad de médicos y
enfermeras en el equipo.

#HR3 Existencia de un equipo
interdisciplinario

y habilidades clinicas especificas para
profesionales que trabajan en cuidados paliativos,
existiendo un minimo de ellas como necesarias
para brindar un cuidado de calidad.

Para un control adecuado de sintomas y
acompanamiento del paciente en fin de vida, se
recomienda como base del equipo la presencia de
al menos un médico y una enfermera. Esta dupla
es responsable de coordinar el cuidado y estar
disponible para el paciente y su familia.

Cuidados Paliativos se caracteriza por el trabajo en
equipo como parte fundamental de su quehacer.
Este equipo se recomienda que debe ser
multidisciplinario y trabajar de manera
interdisciplinaria, ya que las necesidades del
paciente son muiltiples y pueden abarcar los
aspectos fisicos, psicoldgicos, sociales y
espirituales.

SCP que tienen formacién
/entrenamiento bdsico en

CP.

Nuimero total de médicos,
nimero total de enfermeras,
horas médicas contratadas y
horas enfermeria

contratadas.

Personas que componen el

equipo de CP, E

exceptuando médicos y

enfermeras.

integrantes del
equipo por
disciplina, horas
contratadas a la

semana y nivel de

formacién en
cuidados
paliativos.

- Numero de
pacientes
atendidos por
ano en el SCP.

-Listado de los
integrantes del
equipo por
disciplina, horas
contratadas a la

semana y nivel de

formacién en
cuidados
paliativos.

- Ntmero de
pacientes
atendidos por
ano en el SCP.

-Listado de los
integrantes del
equipo por
disciplina, horas
contratadas a la

semana y nivel de

formacién en
cuidados
paliativos.

- Numero de
pacientes
atendidos por
ano en el SCP.

oficina de recursos humanos.
Jefe SCP

Jefe SCP

Jefe SCP

enfermeras del equipo han
recibido formacién especializada
en Cuidados Paliativos. Esto
puede incluir certificaciones
especializadas o especializacion a
nivel de posgrado o superior.

- La Certificacién en Psicooncologia
para Psicélogos tiene validez
como formacién especifica.

El SCP dispone de al menos una
hora de tiempo médico y una
hora de enfermeria a la semana
para la atencién directa de
pacientes de CP y familiares.

EI SCP tiene al menos una hora de
médico, una hora de enfermeria
y una hora de psicosocial
(trabajador social y/ o psicélogo)
por semana para atencién directa
de pacientes para CP.

(Continued)
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central tener una ficha clinica tnica, a la que
todos los profesionales del equipo de CP pueden
acceder. Con esta ficha, es posible la
coordinacién de los cuidados de los pacientes en
fin de vida.

clinica unica por paciente.

Registro especifico

Continued
CODIGO INDICADOR DEFINICION (y descripcién) PREGUNTA PARA RESPUESTAS FUENTE DE INFORMACION  CRITERIO DE CUMPLIMIENTO
EXPLORAR CUMPLIMIENTO POSIBLES//
DE INDICADOR UNIDADES DE
MEDIDAS
#HR4 Autocuidado del equipo y Los equipos de cuidados paliativos enfrentan Existe en su unidad un Si, existe un Jefe SCP El equipo de cuidados paliativos
prevenci6n del burn out. constantemente situaciones de estrésy de programa de autocuidado y programa de Calendarizacion de actividades tiene acceso al menos una vez al
sufrimiento. El autocuidado del equipo y la prevencién del burnout. autocuidado, de auto-cuidado. ano a una actividad de
prevencion del burn out son fundamentales para estrategia local o autocuidado con tiempo
la adecuada prestacién de servicios. Se institucional. protegido para tales fines.
recomiendan actividades periédicas y guiadas por Si, existen
personas capacitadas para el adecuado manejo de actividades de
grupo y de las emociones que puedan surgir. autocuidado
programadas
anuales aisladas.
No, no hay
actividades ni
estrategias de
autocuidado.

#HRH Participaciéon de voluntariado ~ La participacién de la comunidad a través del Numero de voluntarios y horas ~ Si (Numero de Jefe SCP Disponibilidad de al menos una
voluntariado facilita el alivio del sufrimiento de que acompanan a pacientes voluntarios y Coordinador de voluntariado hora de voluntariado por semana,
las personas mediante el acompanamiento tanto y/o familias. horas semanales aprobada por los jefes de servicio,
a ellas como a sus familias. El voluntariado debe disponibles). organizada y supervisada por uno
ser guiado segun las directrices de la institucién No de los miembros del equipo
en la cual participa y tener acceso a programas de clinico.
formacion.

#HR6 Disponibilidad de asistencia La atencion espiritual forma parte esencial del En su unidad se dispone de un  Si, hay agentes de  Jefe SCP Los SCP cuentan con al menos un

espiritual. modelo de CP. Agentes espirituales y/o listado de agentes espirituales ~ acompanamiento agente de acompanamiento
pastorales, con la debida formacién en el y/ o pastorales para contactar pastoral y Lista de acompanantes pastoral o espiritual disponible
acompanamiento al final de vida, son en caso de necesidad. espiritual. pastorales y/o espirituales. para brindar asistencia espiritual
fundamentales para colaborar en el alivio del Si, hay agentes a los pacientes al final de la vida y
sufrimiento existencial de las personas. pastorales. sus familias.
Si, hay agentes de
acompanamiento
espiritual.
No, no hay
asistencia
espiritual ni
pastoral.
REGISTROS
#REC1 Registro de pacientes en fin de  Previo a ofrecer una atencién clinica de calidad En el SCP, tienen un listado Si / No Jefe SCP Existe un registro especifico o
vida durante el fin de vida, es fundamental tener la especifico de pacientes que se Registro especifico o mecanismo de identificacion
capacidad de identificar a estos pacientes de encuentren en fin de vida. identificacién de pacientes clara para los pacientes al final de
manera oportuna. En los SCP, seria en fin de vida. la vida.
recomendable contar con un listado actualizado
de pacientes que se encuentren en fin de vida.
#REC2 Ficha clinica unica Para ejecutar de manera coordinada la atencién, es  En el SCP existe una ficha Si / No Jefe SCP El SCP dispone de una tnica

historia clinica accesible a todo el
personal clinico, para registrar la
atenci6n al paciente y garantizar
la continuidad de la informacién.
Puede ser especifico del SCP o
institucional.

(Continued)

cr2ol

1D 12 DUDIG-INSASD]IDO)

£20¢ %xx 00 "ON 00 1°A



Continued
CODIGO INDICADOR DEFINICION (y descripcién) PREGUNTA PARA RESPUESTAS FUENTE DE INFORMACION  CRITERIO DE CUMPLIMIENTO
EXPLORAR CUMPLIMIENTO POSIBLES//
DE INDICADOR UNIDADES DE
MEDIDAS
#REC3 Plan de cuidado En pacientes que se encuentran en fin de vida, debe Para los pacientes en fin de Si / No Jefe SCP Existe un registro clinico especifico
quedar claramente documentado en la ficha cual vida, existe un plan de Registro especifico para documentar aspectos del
es el plan de cuidado, indicando, por ejemplo, los cuidado escrito en la ficha plan de cuidados al final de la
objetivos del cuidado, un plan de administracién clinica. vida. Por ejemplo, objetivo del
de medicamentos o un plan de soporte para la cuidado, medicamentos, plan de
familia. cuidados de enfermeria, plan de
apoyo familiar y educacién, entre
otros. El registro debe tener al
menos dos aspectos especificos
del plan de atencién al final de la
vida del paciente.
INFRAESTRUCTURA
#INF1 Espacio fisico propio y privado  El SCP cuenta con un espacio fisico propio parala  Existe una sala o consultaenel Si/ No Jefe SCP El SCP tiene disponible al menos

#INF2 Movilizacién para visitas

domiciliarias

realizacién de intervenciones psicosociales,
reuniones familiares o llevar a cabo
conversaciones dificiles con el paciente y/o
familia. Este lugar debe garantizar una correcta
privacidad y ser un espacio de acogida para la
realizacion de dichas instancias.

Para garantizar una atencién continua, los equipos
de cuidados paliativos deben ser capaces de
desplazarse a los domicilio o residencias donde se
encuentran los pacientes con enfermedades
avanzadas y en fin de vida.

SCP para la atencién de
familias y/o pacientes.

E1 SCP cuenta con
disponibilidad de un mévil
para realizar atenciones
domiciliarias o entrega
financiamiento para la
movilizacién de los
profesionales

Revision del espacio fisico.

Si, el SCP tiene
vehiculo propio o
institucional.

Si, el SCP financia
el transporte de
los profesionales
de la salud.

No, el SCP no
cuenta con
estrategias para
apoyar la
movilizacién de
sus equipos.

No, el SCP no
realiza visitas
domiciliarias.

Jefe SCP

una sala privada para
intervenciones psicosociales,
reuniones familiares o la
realizacién de conversaciones
dificiles.

El SCP dispone de una o mas horas
por semana de un vehiculo para
la movilizacién de sus
profesionales para visitas
domiciliarias o entrega un aporte
econdémico a los integrantes del
equipo para cubrir este item.
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Flowchart for consensus process

Core Group (5)

Literature review
3 focus groups with national

experts
> 31 items
v
Core Group (5) +
International Experts (2)
» 31 items

A 4

National Experts (40)
From both public and private
institutions, different professional
backgrounds and varied
geographical localtions

Delphi round 1 (35/40 experts)

A 4

Core Group (5)
Analysis and Selection of Items
according to pre-defined criteria

\ 4

SQPCS-21 tool
(21 items)

Delphi round 2 (34/40 experts)
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Supplementary Material 4

Recommendations for the Conducting and REporting of DEIphi Studies (CREDES). Junger et al.

Rationale for the choice of the Delphi technique

1. Justification. The choice of the Delphi technique as a method of systematically collating expert consultation
and building consensus needs to be well justified. When selecting the method to answer a particular research
question, it is important to keep in mind its constructivist nature

Planning and design

Justification is explained in the

“Methodology” section.

2. Planning and process. The Delphi technique is a flexible method and can be adjusted to the respective research
aims and purposes. Any modifications should be justified by a rationale and be applied systematically and
rigorously

3. Definition of consensus. Unless not reasonable due to the explorative nature of the study, an a priori criterion for
consensus should be defined. This includes a clear and transparent guide for action on (a) how to proceed
with certain items or topics in the next survey round, (b) the required threshold to terminate the Delphi
process and (c) procedures to be followed when consensus is (not) reached after one or more iterations

Study conduct

No modifications were implemented.

Criterions for consensus are explained in
the “Methodology” section.

4. Informational input. All material provided to the expert panel at the outset of the project and throughout the
Delphi process should be carefully reviewed and piloted in advance in order to examine the effect on experts’
judgements and to prevent bias

5. Prevention of bias. Researchers need to take measures to avoid directly or indirectly influencing the experts’
judgements. If one or more members of the research team have a conflict of interest, entrusting an
independent researcher with the main coordination of the Delphi study is advisable

6. Interpretation and processing of results. Consensus does not necessarily imply the ‘correct’” answer or judgement;
(non)consensus and stable disagreement provide informative insights and highlight differences in
perspectives concerning the topic in question

7. External validation. It is recommended to have the final draft of the resulting guidance on best practice in
palliative care reviewed and approved by an external board or authority before publication and dissemination

Reporting

We consulted two international experts to
develop and review the material.

There was no conflict of interest on the part
of any of the participants.

The “Results” and “Discussion” sections
explained the rationale behind
interpretation of the results of both
Delphis rounds.

Not performed

8. Purpose and rationale. The purpose of the study should be clearly defined and demonstrate the appropriateness
of the use of the Delphi technique as a method to achieve the research aim. A rationale for the choice of the
Delphi technique as the most suitable method needs to be provided

9. Expert panel. Criteria for the selection of experts and transparent information on recruitment of the expert
panel, sociodemographic details including information on expertise regarding the topic in question, (non)
response and response rates over the ongoing iterations should be reported

10. Description of the methods. The methods employed need to be comprehensible; this includes information on
preparatory steps (How was available evidence on the topic in question synthesized?), piloting of material and
survey instruments, design of the survey instrument(s), the number and design of survey rounds, methods of
data analysis, processing and synthesis of experts’ responses to inform the subsequent survey round and
methodological decisions taken by the research team throughout the process

11. Procedure. Flow chart to illustrate the stages of the Delphi process, including a preparatory phase, the actual
‘Delphi rounds’, interim steps of data processing and analysis, and concluding steps

12. Definition and attainment of consensus. It needs to be comprehensible to the reader how consensus was
achieved throughout the process, including strategies to deal with non-consensus

13. Results. Reporting of results for each round separately is highly advisable in order to make the evolving of
consensus over the rounds transparent. This includes figures showing the average group response, changes
between rounds, as well as any modifications of the survey instrument such as deletion, addition or
modification of survey items based on previous rounds

14. Discussion of limitations. Reporting should include a critical reflection of potential limitations and their impact
of the resulting guidance

15. Adequacy of conclusions. The conclusions should adequately reflect the outcomes of the Delphi study with a
view to the scope and applicability of the resulting practice guidance

16. Publication and dissemination. The resulting guidance on good practice in palliative care should be clearly
identifiable from the publication, including recommendations for transfer into practice and implementation.
If the publication does not allow for a detailed presentation of either the resulting practice guidance or the
methodological features of the applied Delphi technique, or both, reference to a more detailed presentation
elsewhere should be made (e.g. availability of the full guideline from the authors or online; publication of a
separate paper reporting on methodological details and particularities of the process (e.g. persistent
disagreement and controversy on certain issues)). A dissemination plan should include endorsement of the
guidance by professional associations and health care authorities to facilitate implementation

Included in the Methods section

Selection criteria are explained in the
“methodology”. The characteristics of the
sample is detailed in Table 1 and the
responses rates in the “Results” section.

The information related to the process of
planning, execution and analysis of the
Delphi rounds is explained in the section
"Methodology".

Included as an appendix
Described in the methods section.

Table 2 shows the results from each round
separately.

Limitations are included in the “Discussion”
section.

The impact of these research ad results
from both Delphis rounds are included in
the “Discussion” section.

We clearly stated the implications of the
findings and made recommendations
regarding its usefulness.

*Consolidated criteria for reporting qualitative research
**Consolidated Standards of Reporting Trials

Reference: Junger S, Payne SA, Brine J, Radbruch L, Brearley SG. Guidance on Conducting and REporting DEI-
phi Studies (CREDES) in palliative care: Recommendations based on a methodological systematic review. Palliat

Med. 2017 Sep;31(8):684-706. doi: 10.1177/026921
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