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Objective. To find out if the activity of
palliative care support teams (PCST) does not
negatively influences the performance of the
primary care “care of terminally ill patients”
service.

Participants. Terminally ill patients cared for at
home.

Design. Multicentre observational study.

Main measurements. The observed variable is
the increase in the number of registered
patients in primary care, and the number of
patients covered between the years 2002 and
2003 and the 4 intervention variables are: total
visits, joint visits, assessments, and teaching
sessions.

Results. The number of patients covered in
2002 was 41.19%, increasing to 45.44% in
2003. The activity rate of the PCST for each
100 000 inhabitants was 526 home visits in
2003, 86.15 joint visits, 313.68 professional
assessments, and 23.14 teaching sessions. The
joint visits and the teaching sessions were
strongly associated with an improvement in
the coverage of primary care (Pearson
correlation of 0.784 and 0.759, respectively).
The total visits were moderately associated
(0.525) and the assessments were weakly
associated (0.245).

Conclusions. Joint visits and teaching sessions
of a PCST are associated to an increase in the
activity of primary care teams. Assessments
and total visits did not have a negative
influence.

Key words: Palliative care. Primary care.
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Assessment.
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EQUIPOS DE SOPORTE DE
CUIDADOS PALIATIVOS Y
DEDICACION DE LOS EQUIPOS DE
ATENCION PRIMARIA A PACIENTES
EN SITUACION TERMINAL EN SUS
DOMICILIOS

Objetivo. Comprobar si la actividad de los
equipos de soporte de cuidados paliativos
(ECP) influye negativamente en el
cumplimiento del servicio de «atencién a
pacientes terminales» en atencién primaria.
Participantes. Pacientes en situacién terminal
atendidos en el domicilio.

Disefio. Estudio observacional,
multicéntrico.

Mediciones principales. La variable observada
es el aumento en el nimero de pacientes
registrados en atencién primaria, y la
cobertura de cartera entre los afios 2002 y
2003 y las 4 variables de intervencién son:
visitas totales, visitas conjuntas, asesorias y
sesiones docentes.

Resultados. La cobertura de cartera en el afio
2002 fue del 41,19%, aumentando al
45,44% en 2003. La tasa de actividad de los
ECP por cada 100.000 habitantes en 2003
fue de 526 visitas a domicilio; 86,15 visitas
conjuntas; 313,68 asesorias a profesionales
y 23,14 sesiones docentes. Las visitas
conjuntas y las sesiones docentes se
asociaron fuertemente con una mejora de
cartera de atencién primaria (correlacién de
Pearson de 0,784 y 0,759, respectivamente).
Las visitas totales tuvieron una asociacién
moderada (0,525) y las asesorias, una
asociacién débil (0,245).

Conclusiones. Las visitas conjuntas y las
sesiones docentes de un ECP se asocian con
un aumento de la actividad de los equipos
de atencién primaria. Asesorias y visitas
totales no influyen negativamente.

Palabras clave: Cuidados paliativos.
Atencién primaria. Evaluacién del
programa. Visitas domiciliarias. Formacién.
Asesoria.
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he Law of Cohesion defines the provision of

palliative care in the National Health System as a
service which must be provided by primary care as well
as specialised care.!
Bosanquet, in 1999, set out to find a model in which the
roles between primary and secondary care settings were
well defined.? The Spanish Society of Family and
Community Medicine (semFYC) has a working group
on Palliative Care and has defined the important role of
primary care in the caring for terminally ill patients in
the communi'cy.3
An editorial was published on this subject in 2001, where
it emphasised that the creation of primary care support
units (palliative care) has to be an exception and, where
applicable, to be justified by a detailed analysis.*
Nowadays, different axioms are accepted in the care of
terminally ill patients:

— Palliative care has to be offered according to need and,
therefore, symptomatic control and not make any
differences between the basic illness (oncological or not),
age, gender, the location, or care setting.5

—The palliative care models have to pursue integrated
systems. It is not about developing palliative care in the
home or in acute hospitals, in residences or long stay
hospitals, but about developing a model that enables it to
be offered.®

—The role that the different professionals and care
settings must develop has to be according to the
symptomatic complexity and of the case in question, it
must never try to duplicate the functions of primary care
teams, since this leads to inefﬁciency.7

—There are different levels of palliative care provision:
primary (all health professionals), secondary (complex
cases that can be resolved between disciplines), and
tertiary (requires hospitalisation).®

— Likewise, there are different levels of intensity in
specific training which can prepare professionals to
practice at levels of complexity of patients with a
terminal illness.?10

The degreee of development in each setting is very
diverse in our country. Whilst training at primary level
has been advanced, at tertiary level, the number of
hospitals that have specialised teams or units is still
insufficient.11,12

Coordinated and shared care has repeatedly been
mentioned as the relationship format which can best lead
to adequate support, always at the request of the
professionals responsible for the case, and make the
secondary level of palliative care possible.13

When faced with difficult cases, a team specially
qualified in the treatment of complex symptoms can help

to control the situation without the need for hospital
admission. The role of the secondary PCST can be
applied in the hospital setting as well as in the clinic or
home setting.l“’15

After many years of debate, there is another more
developed and accepted criteria of the need for
specific care in complex cases, but there remains an
unresolved underlying question: is it really possible to
develop a secondary level that can support and not
replace the primary level of care? The lack of response
to this question, and the logical concern and caution
it provokes, has meant that such support may not
have been adequately developed previously. Non-
structured, non-organised palliative care teams in a
health area can lead to a poor distribution of
resources and, on the other hand, not offer solutions
for all the needs.16

In 1991, Insalud established the basic service provisions
that the users should receive from the primary care field.
The service “Care of terminally ill patients” (Service No.
314) has always remained and is still one of only 13
which remain in the 8 current service lists.1”

In January 2003, and after 10 months of intense work in
preparing the project with the agreement of all parties,
the Extremadura Regional Palliative Care Program
began, with the objective that all patients would be able
to receive the best care according to their level of
complexity, offering them, primary, secondary, and
tertiary care, equally throughout the region, and creating
palliative care teams in each one of the 8 health areas.
They are specific support teams of the process and act as
support for the rest of the professionals, whether in
hospitals, chronic centres or in the community. Besides
the care of cases where their activity is required, one of
their main functions is the teaching and training of other
health professionals.ls’lé’18

The principal objective of this study is to demonstrate
that the activity of palliative care support teams in
Extremadura does not negatively influence the
performance of the primary care “care of terminally ill
patients” service.

A multicentre observational study has been designed, based on
the comparing the variables of the activities of palliative care
teams obtained from the Primary Care Information System
(SiAP) of the Extremadura Health Service (SES) with those ob-
tained by the coordination of the Extremadura Regional Pallia-
tive Care Programme (PRCPEx).

Using the data obtained from SiAP, the variable selected was the
increase in the percentage of registered terminally ill patients
(2003 as compared to 2002) in the provision of primary care ser-
vices as regards those expected, taking an expected rate of 3 pa-
tients for every 1000 health cards as standard. The data is shown
broken down into health areas in Table 1.
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Primary Care List 2002
(1279 Registered Patients)

Impact of the Palliative
Care Support Team
Total Visits
Joint Visits
Assessment
Teaching Sessions

v

Primary Care List 2003
(1411 Registered Patients)

Multi-centre, observational study comparing data
obtained from the Primary Care Information System and
the Extremadura Regional Palliative Care Program.

Percentage Compliance to the Different Technical
Standards of Service 314 “Care of the Terminally IlI”

of the Extremadura Health Service Primary Care Provision
List in the Years 2002 and 2003 for the Whole

of Extremadura

Standard 3141 3142 3143 3144 3145 3146 3147 Total
2002 100.00 81.29 83.00 73.86 83.00 73.00 68.35 80.36
2003 100.00 85.67 88.00 77.58 87.00 73.00 72.02 83.35
Difference  00.00 04.38 05.00 03.72 04.00 00.00 03.67 02.99

As regards the data obtained from PRCPEXx, 4 variables have been
used: total number of visits by the palliative care teams, number of
joint visits by PCST in consultation with the professionals who re-

Palliative Care Support Teams and the Commitment of Primary Care Teams to Terminally Il Patients in Their Homes

quested the visit, number of assessments (recommendations, usual-
ly by telephone), and number of teaching sessions.

The normality of the 5 variables analysed have been checked
using Kolmogorov-Smirnov test (Lilliefors correction) and the
Saphiro-Wilk test.

The Pearson correlation has been used to estimate the associa-
tion between the variables.

In recent years, the primary care teams in Extremadura
have attended increasingly more terminally ill patients and
with a higher compliance to the technical guidelines of the
service provision list (Table 1).

In 2002, the number of terminally ill patients was esti-
mated to be 3099, and in 2003 it was 3105 (3 for every
1000 health cards). In the SiAP, in Extremadura, 1279 ter-
minal patients were registered in the provision of services
list in 2002 and 1411 in 2003, with a percentage cover rate
of 41.19% and 45.44%, respectively (Table 2).

This meant that, according to the monthly activity statis-
tics collected by the Regional Palliative Care Programme
during 2003, which was the first year of activity of the spe-
cific palliative care teams, they assisted 1676 patients. In
that year, the rates for each 100 000 health cards in Ex-
tremadura were 526.00 home visits; 86.1 joint home visits
with the primary care team; 313.7 professional evaluations
and 23.14 teaching sessions (Table 3).

The mean total of home visits for Extremadura was 526
for every 100 000 health cards. The rates ranged from,
Navalmoral (224.02) to Plasencia (1095.50). This variable
is positively associated with the improvement in the num-
ber of registered patients (r=0.52) (Figure 1).

The mean number of joint visits for Extremadura was
86.15, ranging from 37.55 in the Llerena area to 180.97 in
the Don Benito area. There was a strong association with
the improvement in numbers registered and primary care

(=0.78) (Figure 2).

Expected Patients, Registered Patients, Percentage Cover, and Percentage Improvement of the Cover Between 2002 and 2003
in the Service 314 “Care of the Terminally lII” of the Extremadura Health Service Primary Care Provision List

Area Badajoz Mérida Don Benito Llerena Caceres Plasencia Coria Navalmoral Extremadura
2002
No. of cards 241 842 152 919 138 830 103 101 183 935 111989 48 381 52 002 1032 999
Expected patients 726 459 416 309 552 336 145 156 3099
Registered 187 116 245 142 267 150 62 110 1279
Cover rate 25.77 25.29 58.82 45.91 48.39 44.65 42.72 70.51 41.19
2003
No. of cards 243 241 153 497 138 783 102 949 184 190 112 072 48 129 52 164 1035 025
Expected patients 730 460 416 309 553 336 144 156 3105
Registered 198 128 277 147 286 165 80 130 1411
Cover rate 27.13 27.80 66.53 47.60 51.76 49.08 55.41 83.07 45.44
Rate improvement 1.36 2.51 7.1 1.69 3.37 443 12.69 12.56 425
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Activity Rate per 100 000 Health Cards of the Specific Palliative Care Teams in Extremadura.
Year 2003
Area Badajoz Mérida Don Benito Llerena Caceres Plasencia Coria Navalmoral Extremadura
Total home visits 382.31 1056.10 949.15 438.65 557.95 1095.50 483.70 224.02 526.00
Joint visits 139.35 122.42 180.97 37.55 44.48 94.20 161.23 50.84 86.15
Professional assessments 711.92 284.26 498.64 414.16 58.21 318.55 292.82 190.54 313.68
Teaching sessions 39.29 49.61 42.31 8.7 16.35 21.34 21.61 23.16 23.14
Influence of PCST on the PCT Provision Influence of Joint Visits on the PCT Provision
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Influence of palliative care support team visits on the
primary care team provision.

The association with the variable “professional evalua-
tions” was weaker (7=0.25), with values ranging from
58.21 in the Caceres health area to 711.92 in Badajoz
(Figure 3).

Lastly, there was also a strong positive association with
training sessions (r=0.76) (Figure 4) and ranged from 8.7
(Llerena) to 49.61 (Mérida).

Taking into account that the investigation exclusively
analyses procedure indicators, the data obtained shows
that the joint visits along with the teaching sessions are as-
sociated with an improvement and a higher performance
of the primary care service provision. The total visits (not
joint) are associated, although to a lesser extent. These re-
sults are in agreement with those that some professionals

Percentage Increase of the PCT Provision

r=0.784
Rho Spearman=0.786

Influence of joint Visits on the primary care team
provision.

had already indicated in 1999: “The requirements for pri-
mary care to take on palliative care is summed up in 3
main fields: coordination with other specialties,!*?" easy
access to resources and continuous education.””»21,22

Also in 1999, Bruera established that the increase in par-
ticipation by family doctors in the care of the terminally ill
patients was one of the aims of a regional palliative care
programme, and concluded that palliative care teams were
not required for basic care, provided that the primary care
teams had good training, pay, and support of clinical
teams.?3 In the year 2000, the same author, after studying
the invoicing statistics, found that after a period of imple-
menting a regional programme, the participation by fami-
ly doctors in palliative care had been much higher (going
from 33% to 90% of the care in only 5 years).>* Other
authors have reported on the impact of palliative care
teams, but we have not found any previous publications
which measure the influence on the activity of primary
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Influence of Professional Assessments
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r=0.245
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Influence of professional assessments on the pri-
mary care team provision.

care teams. For example, in a review carried out Critchley
it was established that patients controlled by hospices
without beds (specific home care) spent more time in their
homes, died more often in their own homes and were less
costly.25

In our study it is thought that the slight improvement in
the indicators (introduction period) could be due to the
positive confounding deterrent effect owing to the prima-
ry care professionals being aware that the care of termi-
nally ill patients was to be an assessed element, particular-
ly in the provision of services list in 2003 (Hawthorne
effect).

The short study period (owing to the activity of the pal-
liative care teams starting in 2003) limits the validation of
the study. However, the preliminary figures of the provi-
sion list in 2004, a year in which there had not been any
exhaustive measurement of the service, (cancelling out the
Hawthorne effect), the increase was not only maintained
but has tripled (a total of 1770 cases has been reached).
Few authors have published the number of registered ter-
minally ill patients in primary care. Alonso, in 1997, stu-
died the activity in health centres in the Arganzuela dis-
trict (in Health Area 11 in Madrid). With a population of
123 877 inhabitants and a mortality of 226 patients due to
cancer, 139 of them were registered according to the clin-
ical history, that is, 61.5% of those expected, a slightly
higher figure than that registered by the primary care
teams in Extremadura in 2003, taking into account that
the bias of the measurement system was very different.?
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Influence of teaching sessions on the primary care
team provision.

It would have been desirable to set up this same study
with the data broken down into at least basic health
zones. With the palliative care information system in
2003, this level of detail could not be obtained. Through-
out this year, an accumulated register of palliative care
cases (RACIAL), which allowed the data to be broken
down in more detail and, during the next 3 years, the in-
tegrated information system “JARA,” which will include
an electronic clinical history common to all care settings,
will enable other, more detailed studies to be carried out
where structural, procedure and results data may be com-
pared.27

Two of the variables studied: joint visits and teaching ses-
sions, have shown a higher association with improved pri-
mary care. The joint visits were already mentioned in
SECPAL-semFYC consensus document in 2001 as one of
the recommended forms of communication between pro-
fessionals.3?® Requena et al, in 2001, reported the acti-
vity of a primary care support team in its first year of func-
tioning and stated that 29% of the patients had a joint
follow up with the support team and the primary care
team, although no details were given on the percentage of
joint visits made.?’

A study, presented at the Palliative Care Congress in San-
tander (1998), described a primary care programme in
Pamplona with a support team which made 57 visits in the
first 10 months of going into operation, all of them joint.
Of the 19 health centres who took part in a satisfaction
survey, 13 gave a very positive response. The number of
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joint visits in that study (57 in 10 months), for a reference
population of around 180 000 inhabitants, was lower than
the figure registered in Extremadura in 2003 (86 for every
100 000 inhabitants).3°

The teaching sessions also appear to be associated with a
positive impact. In 2001, the Palliative Care National Plan
was published by the Ministry of Health and Consumer
Aftfairs already pointed out that “training in palliative care
is a priority for the whole care system (social and health)
that is involved in this end of life care,” “universities,
scientific societies, and administrations should be involved
to achieve a more efficient use of resources and imple-
mentation guarantees.” Among the structure evaluation
indicators that this plan suggests, is the percentage of tar-
get primary care and hospital services doctors and nurses,
out of the total health personnel, with specific training, as
well as the number of training activities in the different
types of programmes.3!

In 2001, Gémez and Gorchs described the activities of the
Catalonian Centre for Palliative Care Studies, which of-
fered 93 basic and 16 intermediate courses, as well as oth-
er activities, which were attended by 4681 health profes-
sionals between 1993 and 2001.32:33

Although the effect has not been well quantified, there are
many studies which have predicted that, currently, the
most effective measurement to ensure minimum care is to
train the primary care professionals so that they can carry
out a package of basic palliative care activities included in
their service provision list.34-3

Some countries, including Spain, have begun continuous
education training in palliative care for doctors and nurses
from other specialties, knowing that this is the main tool
to bring about a rapid change in the provision of palliative
care. %0

The total home visits showed a positive association near
the expected limit on the activity of primary care teams.
The total number of home visits by the palliative care
teams in the first year of operation was 526 per 100 000
health cards, somewhat higher than that previously pu-
blished by Cabrera in 1998, regarding a unit of the Span-
ish Association of the Fight Against Cancer, which was
416.41’42

The professional assessments were one of the most fre-
quent activities of the PCSTs (313 per 100 000 inhabi-
tants). They were weakly associated with the improvement
in primary care and to a certain extent similar to those
published in 1998 by the Pamplona team (615 calls per
180 000 inhabitants in 10 months).30

We conclude that the activity of palliative care teams does
not appear to be associated with a decrease in primary care
activity with terminally ill patients, and in fact the joint
visits and the teaching sessions, in particular, are positive-
ly associated with an improvement in primary care.
Future studies should analyse the impact in more depth,
study at which level of complexity higher efficiency is

AN

Key points T

There are doubts on the need and functions
that a palliative care support team has
to take on.

The “care of terminally ill patients” service of the
primary care provision defines terminally ill
patient care.

Some authors and societies defend a role of
support teams for the treatment of more complex
cases.

Despite the existence of support teams, primary
care increasingly attends to more patients and
with a higher quality.

Certain activities of the support teams
(joint visits and teaching sessions, and to
a lesser extent total visits) are strongly
associated to an improvement in activity
of primary care.

None of the activities of the support team
negatively influences the compliance with the
primary care service provision list.

reached in each of the health settings, and measure the re-
sults obtained in the control of symptoms and the quality
of life of the patients in each one of them.
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