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ABSTRACT

Although law 219 of 2017 was the first end-of-life legislation in Italy, it still struggles to
take root and be fully implemented more than two years since entering into force. Our work
focuses on the preliminarily analysis of this legislation and then quantifies the number of
advance care planning (ACP) dispositions filed in the municipal offices of the territory
examined. We focus on three provinces of central Italy, Ascoli Piceno, Fermo and Teramo, to
verify the deposition of ACP dispositions. Then, we analyze how many dispositions for advance
care planning are deposited in the municipal registers. The research reveals critical barriers to
the full implementation of this law. Only a small percentage of the 118 municipalities monitored
have opened a municipal register to deposit ACP dispositions. There are also shortcomings in
the establishment of a national database for the depositing of ACP dispositions, there has been a
lack of inclusion of ACP dispositions in electronic health records, and hospitals still do not have
real-time access to documents that disposers have made on their end of life plans.
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INTRODUCTION

Italian law n. 219/2017, “Norms on informed consent and advance care planning
dispositions”, enables the patient to self-determine his end-of-life plan with the tool of advance
care planning dispositions. It was the first law to regulate this matter in Italy, and it came into
force on January 31, 2018. Before the law, Italy was one of the few European countries that still
did not expressly provide the opportunity for a person capable of self-determination to determine
the treatment to be undertaken or not at the end of life and designating, if necessary, a person to
ensure compliance. This legislation had been awaited for more than 35 years (Nurra, 2019). With
this new law, the legislature regulated, along with ACP dispositions, informed consent (Viola et
al., 2020).

These two fundamental issues of modern medicine were not regulated in Italy before this
law. The subject of informed consent was regulated by the constitutional charter and by specific
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laws governing particular aspects of medical practice (e.g., organ donation, procreation, and
abortion). Nevertheless, organic and homogeneous legislation on informed consent alone was
absent. On the other hand, the end of life was “managed” by jurisprudential pronouncements of
the courts of merit and legitimacy following the appeals of users who asked to interrupt their
therapies (Vergallo & Spagnolo, 2019). The law marks the evolution of norms already widely
established in Italian law but especially in medical deontology.

With law 219/17, the health care world had to deal with legislation on the end of life that
affects a deontological context, an area that had already been governed for years by the Code of
Medical Ethics. Article 38, “Advance Directives of Treatment”, had already substantially
anticipated much of the law under consideration (Vergallo et al., 2016; Cecchi, 2016). Therefore,
this new normative reality regulates informed consent, advances treatment dispositions,
establishes the figure of the trustee and advances care planning. By their nature, ACP
dispositions are a controversial tool on which to legislate. The temporal diversity between the
documents’s drafting and its implementation is the expression of a future will. However, their
interpretation and concrete application still present some limitations, especially in a reality that
faces this regulation for the first time. However, respecting self-determination in health care
choices is a complex area. It involves many subjects, such as the patient, the caregiver, the
family, the team, and the trustee, and each of these subjects has unique values (Vergallo et al.,
2018).

At present, some implementation and practical aspects of ACP dispositions are not fully
realized. From this, our survey focuses on verifying whether the users benefit from the end-of-
life law and whether the municipalities included in our surveyed territory have opened registers
to file ACP dispositions. We also verify how many dispositions for advance care planning have
been delivered according to the modalities provided by the law in the surveyed territory of three
provinces of central Italy: Fermo and Ascoli Piceno in the Marche region and Teramo in
Abruzzo.

Acp Dispositions In The End-Of-Life Law 219/2017: Law 219/2017 establishes that the
patient must be of legal age to be able to make an advance disposition of treatment. With ACP
dispositions, the disposer can express their wishes regarding health treatments, investigations,
and therapeutic choices (Ciliberti et al., 2018). Due to the nature of the ACP dispositions, the
able subject will decide, today and tomorrow, on a future and uncertain situation. To give
concrete implementation abilities to the will of the patient, the figure of the “trustee” is
established and identifiable in the subject who enjoys the trust of the disposer and who is
authorized by him to represent him in relations with the doctor and with health facilities when he
is no longer able to do so independently (Walker et al., 1995).

The trustee must formally accept the appointment by signing the document, which will be
in the same form as that chosen by the settlor. The trustee will receive a copy of the appointment
containing their duties for when the settlor is in a state that prevents him or her from expressing
his or her wishes. The trustee may refuse the appointment and it may be revoked by the settlor
without explanation. The ACP dispositions may also not indicate a trustee or that the trustee is
no longer present or has become incapacitated. In this case, ACP dispositions remain effective
with regard to the will of the writer, and if other needs arise, the judge may appoint a support
administrator (Di-Paolo et al., 2019). The ACP dispositions can take the form of a public act, a
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notarized private writing or a private writing personally delivered to the disposer at the civil
status office of the municipality of residence. The municipal administration will provide for its
annotation and submission to the national ACP dispositions register accessible to health
facilities. The establishment of registers with which to deposit the ACP dispositions is a due act
by the local government to allow citizens of the municipality of residence to deposit their wills
on the end of life. According to the law, there are other ways to deposit ACP dispositions, such
as at hospital, notaries, and Italian consulates for Italian citizens abroad.

The doctor is obliged to respect the ACP dispositions; he can disregard them, with
adequate motivation, in agreement with the trustee, in whole or in part, if they appear clearly
incongruous or not corresponding to the current clinical condition of the patient or if there are
therapies not foreseeable at the time of signing capable of offering real possibilities of improving
the conditions of life. In case of a conflict between the doctor and the trustee, the tutelary judge
will decide. These provisions can always be revoked or modified by the disposer (Botti &
Vaccari, 2019). Once drafted, all ACP dispositions are transmitted and entered into the National
Database established at the Ministry of Health as required by the 2018 budget law. The ACP
dispositions database, regulated by Ministerial Decree no 168 of December 10, 2019 (Official
Gazette of the Italian Republic, General Series n. 13 of 17/01/2020), was activated as of
February 1, 2020. Our research attempts to identify the state of the establishment of municipal
registers in the municipalities of central Italy, namely, Fermo and Ascoli Piceno in the Marche
region and Teramo in Abruzzo.

The Table 1 below illustrates the different types of APC dispositions that exist

Table 1
TYPES OF ACP DISPOSITIONS (SOURCE: ITALIAN MINISTRY OF HEALTH)

ACP dispositions without

. The disposer submits ACP dispositions without naming the trustee.
appointment of trustee

The settlor makes ACP dispositions while also appointing a trustee who
ACP dispositions with appointment accepts the appointment at the same time. Appointment of the trustee in

and acceptance of trustee this manner replaces any previous trustees appointed in the system
(whether they accepted or not).

The disposer makes a disposition by also indicating a trustee who does not
accept the appointment at the same time. The database accepts the
disposition without making the appointed trustee active, who therefore
cannot consult the disposer’s ACP dispositions until he or she has accepted
the appointment by specific deed. Appointment without acceptance of the
trustee does not invalidate any associated and active trustees for the settlor
but replaces in the system any appointments pending acceptance.

ACP dispositions with appointment
of trustee not yet accepted

The disposer, with this act, appoints a trustee who accepts the assignment
at the same time. It is necessary for the presence of at least one valid ACP
Appointment of trustee with disposition already be signed and present in the National Data Bank. The
acceptance system, upon receipt of the disposition, will associate the newly appointed
trustee with the disposer. The appointment of the trustee in this way
replaces in the system any previous trustees appointed previously.
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The settlor, with this act, appoints a trustee who has not yet accepted the
appointment. The database accepts the appointment without, however,
making the appointed trustee active, who will therefore not be able to

consult the disposer’s ACP dispositions until he or she has accepted the

appointment by special act. The appointment without acceptance of the
trustee does not invalidate any associated and active trustees for the settlor
but replaces in the system any appointments awaiting acceptance.

Appointment of trustee without
acceptance

The disposer revokes a single ACP disposition transmitted previously. To
be able to cancel a single ACP disposition, the disposer must provide the
“act number” assigned by the system when accepting the original
disposition. When there is more than one disposition for the disposer, the
links to the eventual trustee will remain valid.

Revocation of ACP dispositions

With this type of act, the settlor revokes the previously appointed trustee
Revocation of trustee appointment and invalidates the links between himself and the same trustee in the
National Data Bank.

This type of act includes any type of act not already provided for by
the previous types. The description of the type of document must be clearly
and concisely specified

Revocation of all previously
transmitted ACP dispositions

Objective of the Research

The objective of this work is to verify the state of municipal ACP dispositions registers
almost three years after the enactment of the Italian law and therefore whether citizens can
actually dispose of this right by depositing ACP dispositions in their municipalities of residence.
Advanced treatment dispositions, drawn up in the manner of law 219/17, have been transmitted
and entered into the National Database established at the Ministry of Health active since
February 1, 2020.

In October 2019, the Luca Coscioni Association conducted a similar survey throughout
the country to verify which municipalities had set up municipal registers and the number of ACP
dispositions actually delivered. At present, this is the only survey to have been carried out since
the enactment of the law. Throughout Italy in 2019, only 73 municipalities responded to the
survey of the Luca Coscioni Association, among which 39,337 ACP dispositions were deposited.
The survey showed an increase in the filing of ACP dispositions of 22% in the first three months
of 2019 relative to the same months of the previous year. In addition, the association highlighted
a lack, in all Italian regions, of the inclusion of ACP dispositions in health records, as required by
Article 1 of law 219/17. In the same study, poor, if not nonexistent, information on the subject
emerged, identifying this as a possible cause of citizens’ lack of success in depositing their own
provisions. The study also highlighted the 20 “worst” municipalities in terms of the ratio of
advance treatment instructions deposited/population (Trapani, Ragusa, Viterbo, Catanzaro, and
Lamezia) and the “best” municipalities (Pesaro, Matera and Varese) for the number of advance
treatment instructions deposited in relation to the population. In the province of Pesaro, 712 ACP
dispositions were filed with an incidence of 1 every 133 inhabitants; in the province of Matera,
413 ACP dispositions were filed, equal to 1 in every 146 inhabitants; and in the province of
Varese, 523 ACP dispositions were filed, equal to 1 in every 154 inhabitants. In the survey of the
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Luca Coscioni Association, the provinces of our research had not produced a response, so we
thought it would be interesting to see if there had been any change in the ACP disposition
municipal registers a year later.

METHODOLOGY

Our survey examines 118 municipalities of central Italy belonging to the provinces of
Ascoli Piceno, Fermo and Teramo. This work represents a first analysis designed to extend the
previous survey to other Italian provinces and regions. The research was carried out during a
unique period of a year ravaged by the COVID-19 emergency, which severely tested municipal
administrations, forcing many employees to work remotely from home and creating a backlog of
work to be carried out in person, further overburdening municipal offices. The survey was
conducted in multiple phases during the months of June through December 2020.

The phases of our work proceeded as follows:

1. Verification of the opening of ACP disposition registers in the studied municipalities (June-August, 2020).
2. Ascertaining the number of ACP dispositions filed (September-November, 2020).

The research was carried out personally by some of the researchers. The first phase was
carried out online to check whether the institutional site of the municipality mentioned the
possibility of filing ACP dispositions as required by law 219/17. After the first verification, we
proceeded to contact each municipality by email, indicating the purpose of the research and
asking for the number of ACP dispositions deposited on August 31, 2020. This email was
answered by a small number of municipalities. This phase ran from August 2020 to the end of
September 2020. Due to the limited response from the municipal offices, an additional email was
sent in August, since we had received several responses that were not considered adequate.

The second phase involved telephoning the municipalities that had not responded to the
email sent in September. Over the telephone, we asked for the number of ACP dispositions
deposited in the municipal registers to be provided via email. After this phase, many of the
administrations contacted sent the data. We considered it necessary to carry out a second sub-
phase, concluding the survey carried out between October and November. We again telephoned
municipalities requesting confirmation of the number of advance treatment agreements filed. The
final and conclusive data of the survey were obtained in the first days of December 2020.

RESULTS

The data collected in our survey are not encouraging in terms of the number of registers
set up or in terms of the number of ACP dispositions deposited. Regarding the number of
municipalities that have set up municipal registers, despite the substantial number of
municipalities within the provinces considered, few have set up a register for ACP dispositions
(Table 2 and Figure 1, 2 & 3).
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Table 2
NUMBER OF MUNICIPALITIES WITH REGISTERS FOR ACP PROVISIONS IN THE 3
ITALIAN PROVINCES EXAMINED IN OUR STUDY

Province Total [\Il_me_e.r of Number of Municipglitie_s yvith %
Municipalities registers for ACP dispositions
Ascoli Piceno 33 9 21,4
Fermo 40 7 14,9
Teramo 45 7 13

Teramo Province

= Municipalities ister for ACP
dispositions

= Municipalities provided with register for ACP
dispositions

FIGURE 1
NUMBER OF MUNICIPALITIES WITH REGISTER FOR ACP DISPOSITIONS
IN THE TERAMO PROVINCE
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Ascoli Piceno Province

= Municipalities with no register for ACP dispositions

= Municipalities provided with register for ACP dispositions

FIGURE 2

NUMBER OF MUNICIPALITIES WITH REGISTER FOR ACP DISPOSITIONS
IN THE ASCOLI PICENO PROVINCE

Fermo Province

= Municipalities with no register for ACP dispositions

= Municipalities provided with register for ACP dispositions

FIGURE 3
NUMBER OF MUNICIPALITIES WITH REGISTER FOR ACP DISPOSITIONS
IN THE FERMO PROVINCE
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Of the 40 municipalities in the province of Fermo, 7 have established registries, equal to
14.9%. Among these are the most populous municipalities in the province, including Fermo,
Porto Sant’Elpidio, Sant’Elpidio a mare, Porto San Giorgio, Montegranaro, Montegiorgio, and
Amandola. In the province of Ascoli Piceno, of 33 municipalities, 9 have instituted the ACP
dispositions registry, representing 21.4%. Additionally, in this province, the most populous
municipalities have opened registers; six have populations of more than five thousand units
(Ascoli Piceno, San Benedetto del Tronto, Grottammare, Monteprandone, Spinetoli, and Cupra
Marittima). In the province of Ascoli, however, a town with only 922 inhabitants, Cossignano,
has instituted the register.

In the province of Teramo, of 47 municipalities, including the municipality of Teramo,
only 7 (13%) have established the ACP dispositions register. In this province, some small
municipalities have established the register while some much larger municipalities have not, and
among these, the municipality of Teramo stands out at both the provincial and municipal levels.
The most populous municipalities that have instituted the registry are the coastal municipalities
Roseto degli Abruzzi, Martinsicuro and Alba Adriatica, with populations of over ten thousand
units, and those with populations of less than ten thousand units include Castellalto, Notaresco,
Torricella Sicura, and Penna Sant’Andrea. Alba Adriatica has set up the register but has not
provided the number of ACP dispositions deposited. The same applies for Porto Sant’Elpidio and
Sant’Elpidio a mare.

While the municipality of Silvi was proceeding with the establishment of the register
from verbal communications in June 2020, the municipality had not completed the task at the
time of data verification. Regarding the number of ACP dispositions delivered by the population
in the registers of the municipalities of residence, 292 documents had been delivered in Fermo,
573 had been delivered in Ascoli Piceno and 546 had been delivered in Teramo.

The Table 3, 4, & 5 below present the statistics for the municipalities. The Tables show
in red those municipalities that have set up ACP disposition registers but that have not disclosed
the number of ACP dispositions included in these registers.

Table 3
NUMBER OF ACP DISPOSITIONS DEPOSITED IN THE REGISTERS OF MUNICIPALITIES OF THE
FERMO PROVINCE

Municipalities in the Fermo province Number of APC dispositions
Amandola 7
Montegiorgio 13
Montegranaro 37
Fermo 186
Porto San Giorgio 49

Chart-1. Immune-related Hypothyroidism and Hyperthyroidism

frequencies (%) under different ICls. Unknown
Chart-1. Immune-related Hypothyroidism and Hyperthyroidism Unknown
frequencies (%) under different ICls.
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Table 4

NUMBER OF ACP DISPOSITIONS DEPOSITED IN THE REGISTERS OF MUNICIPALITIES OF THE

ASCOLI PICENO PROVINCE

Municipalities in the Ascoli Piceno province Number of APC dispositions
Ascoli Piceno Unknown
San Benedetto del Tronto 276
Grottammare 131
Monteprandone 128
Spinetoli 17
Cupra Marittima Unknown
Cossignano 5
Maltignano 11
Castorano 5

Table 5

NUMBER OF ACP DISPOSITIONS DEPOSITED IN THE REGISTERS OF MUNICIPALITIES OF THE

TERAMO PROVINCE

Municipalities in the Teramo province Number of APC dispositions

Roseto 347
Martinsicuro 78

Alba Adriatica Unknown
Notaresco 49

Torricella Sicura Unknown

Penna Sant’ Andrea Unknown
Castellalto 72

In the Tables 6, 7 & 8 below, the populations by age group for the 3 provinces included
in this study are shown. The data were processed by the Italian Institute of Statistics (ISTAT)

and refer to the population as of January 1, 2020.

2020 POPULATION DISTRlBUTIC-)rNat;IISI §|_HE ASCOLI PICENO PROVINCE
Age groups Males Females Total
%
20-24 5?23;50 27724; 10.054 4.9%
2529 5?256?& 57043;; 10.614 5.1%
3034 o0.5% by 11.097 5.4%
3539 o0.5% o 11.825 5.7%
044 9% 51.15% 13725 6.7%
45-49 19727;, 5?005(;) 15.808 77%
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8.142 8.546

204 48.8% 51.2% 16.688 8.1%
o559 5% s1.5% 16.155 7.8%
o004 fé.%)zm g;g;) 14.356 7.0%
009 a7.3% 55,79 12.790 6.2%
o 46.3% 5,796 11.861 5.79%
ik 46.0% i 0821 oo
o084 22.9% o715, 0078 a6
o589 B2 o o0 5.768 2 %
094 2% S 6% 2,686 1%
9599 2:2L%2% 7?_113;/0 665 0.3%
100+ 191.2% 805_2% 62 0.0%
Total 12;?;)6 15016530907 206,363 0o
Table 7
2020 POPULATION DISTRIBUTION IN THE FERMO PROVINCE
Age groups Males Females Total o
2024 5315 5% eott | 50w
25-29 ;f;ci fﬁi 8.668 5.0%
034 505% 5% oa01 | 54w
3539 50.3% 20.1% 008 | 8%
40-44 5600550 5003(; 12.039 7.0%
45-49 ffgoz/o 5165’;) 13.013 7.5%
°0-54 ff;i, gfg;) 13.622 7.9%
55-59 f;f;) 56076302 13.320 7.7%
60-64 jé?;;, 512302 12.136 7.0%
65-69 hryin o 10.634 6.1%
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70-74 s o 9.749 5.6%
75-79 ey o 7.621 4.4%
80-84 e s 7.879 4.6%
85-89 o Ny 4.869 2.8%
90-94 N ) 2277 1.3%
95-99 pao el 530 0.3%
100+ 14.79% 85%2% 4 0.0%
Total PApo o 1730004 | 100.0%
Table 8
2020 POPULATION DISTRIBUTION IN THE TERAMO PROVINCE
Age groups Males Females Total %
20-24 gzgf& 1716205/0 14.981 4.9%
2529 iy ey 16.831 5.5%
30-34 iy e 17.517 5.7%
35-39 oo e 19.058 6.2%
40-44 o e 21.321 6.9%
45-49 o o 24.040 7.8%
50-54 Lo o0 25,773 8.4%
55-59 o o 23.320 7.6%
60-64 PR Lo 20.695 6.7%
65-69 e e 18.199 5.9%
70-74 o T 16.685 5.4%
75-79 4?6.124;) o 13.293 4.3%
80-84 o e 11.906 3.9%
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o509 7.5 S5 1655 | 25

o004 a1 sB.0 ss | L1

%99 2;%@ 7%7% 831 0.3%

100 141.5% 857.:5L% 83 0.0%

Total 12?'5’028 15517 f(;)“ 307.412 100.0%
DISCUSSION

A first piece of evidence that emerges from the data is that in the more populous
municipalities, the APC dispositions register has generally been set up, while in municipalities
with smaller populations, it seems that the opening of registries is not yet a priority. The more
resident citizens there are, the more frequently APC disposition registers have been opened. A
further finding concerns the geographic distribution: from the data, it seems that maritime
municipalities are more inclined to set up registers, while inland municipalities appear less
sensitive to the opening of registers. In the province of Ascoli Piceno, maritime municipalities
represent three out of six of those with populations of over five thousand units, while in the
Teramo area, all coastal municipalities have populations over ten thousand units. In contrast, in
the Fermo area, there is substantial homogeneity between coastal and inland municipalities in the
establishment of APC disposition registers. Another consideration relates to the relationship
between the age of the population and the establishment of registers. Upon analysing the ages of
the resident populations of the municipalities in which the registries are established, we find that
where the prevailing population is between 40 and 54 years of age, more registries have been
opened.

From the ISTAT Tables for the population age cohorts of the provinces, in the province
of Fermo (Table 7), there is a large population ranging from forty to fifty-four years of age with
the majority of the population being over 50 years of age: 7.0% of the population is 40-44 years
of age, 7.5% is 45-49 years of age, and 7.9%, the largely segment, is 50-54 years of age. The
situation is the same in the province of Ascoli Piceno (Table 6); while 6.7% of the population is
40-44 years of age and 7.7% is 45-49 years of age, the 50-54 year old cohort makes up the
largest proportion of the population, equal to 8.1%. The province of Teramo (Table 8) has a
similar situation. The 40-44 age bracket makes up 6.9% of the population, the 45-49 age bracket
makes up 7.8%, and the 50-54 age bracket includes the most residents, equal to 8.4%. For the
three provinces, from a demographic perspective and in terms the scarcity of the APC
dispositions filed, we find a population composed mainly of persons of 50 to 54 years of age and
with few APC dispositions relative to the number of inhabitants in each municipality.

The advance care planning (ACP) dispositions provided by law 219/2017 represent one
of the most important milestones achieved by Italian legislative production in recent decades.
However, it seems that there is still a long way to go before its full implementation. The
establishment of the national database for the registration of APC dispositions (law No.
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205/2017) did not determine by which subjects and in what manner the APC dispositions should
be transmitted to the same bank. This was provided by a regulation of the Ministry of Health
issued on December 10, 2019, which in art. 11 have provided that, within sixty days of the
activation of the data bank, the names of the disposers must be transmitted to the bank along with
the copy of their APC dispositions within one hundred and eighty days. Upon analysing annual
reports to the Chambers of Parliament required by law 219, 62,030 DATs were found to be
delivered to the civil status offices of municipalities as of March 31, 2018 according to data
provided by the Ministry of the Interior. Despite this important milestone, users are still
struggling to take advantage of this opportunity in large numbers.

From our investigation, we identify two impediments to the full implementation of the
law: one of a normative-organizational nature at the expense of public administration and
another of an informative-social nature with respect to users. Regarding regulatory-
organizational issues, it can be highlighted that the implementation of the entire procedure
required a series of decrees outlining modalities of the transfer of APC dispositions from
municipalities to health facilities. This is fundamental determining in real time whether the
subject arriving at the hospital facility, even in an emergency, has drawn up APC dispositions.
The multiyear budget law of 2018-2020 in art.1, paragraph 419 provided that within 180 days of
the law’s entry into force, the Ministry of Health should issue a decree to establish procedures
for the registration of APC dispositions in the national database. The same report also raised
interpretative doubts about the correct application of the rule, such as in terms of investing in the
advisory competence of the Council of State expressed in Opinion No. 1991 of July 31, 2018.
The Council of State, stressing the complexity of the regulatory framework, provided elements
for effectively implementing the legislative precepts.

On the basis of these clarifications, an outline of a ministerial decree was formulated that
would regulate the procedures for registering the APC dispositions in the national database set up
at the Ministry of Health and its updating in the event of renewal, modification or revocation; the
functioning and information content of the national database; procedures for accessing the
database by the legitimated parties (the attending physician and the trustee in the event of a case
of an inability to self-determine); subjects delegated to contribute to the database (the civil status
offices of municipalities of residence of the disposers; the Italian diplomatic or consular
representations abroad; and notaries and heads of competent organizational units in the regions
that have adopted telematic methods for managing medical records, electronic health files or
other forms of computerized data management of those enrolled in the National Health Service);
online technical modalities or PEC acquisition of the APC dispositions collected by the
authorized subjects; the succession of declarations by the same disposer, both in the substitution
of the previous ones and in terms of the modification or integration of declarations previously
made; and the transitional regime concerning the declarations made prior to the creation of the
national database. Otherwise, informational-social issues refer to the fact that the population
should have been informed extensively about this law and right to formulate APC dispositions.

Unfortunately, as we were able to ascertain, registers for the filing of APC dispositions
have still not opened in many municipalities. In some municipalities observed by our survey,
there have been information campaigns and public conferences to raise awareness about the
possibility of formulating APC dispositions but only for insiders and failing to disseminate the
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legislation. Following our survey of three provincial capitals, Ascoli Piceno, Teramo and Fermo,
only two had opened municipal registers for APC dispositions (Fermo and Ascoli Piceno).
Among the three provinces, the highest percentage of APC disposition register activation is in
Ascoli Piceno at 21.4%, while the figures for Fermo and Teramo are 14.9% and 13%,
respectively. These levels frighteningly low relative to the population. We wondered whether the
failure to set up the registers is attributable solely to a mere failure on the part of the municipal
administration or to substantial indifference on the part of public opinion and politics on the end
of life.

Alternatively, as many believe that the end of life is a condition that affects only sick
and/or elderly people, the issue is not recognised by most potential users, confirming a lack of
information. It would be cynical to believe that since a certain condition does not concern
someone specifically, then it is not worthy of interest, as if the APC dispositions were written
only by those in pathological and serious circumstances. One could speculate that the lack of
awareness of law 219/17 may be cultural in nature: for a full application of the legislation, it will
be necessary to overcome the concept that death as something unrelated to life and adopt a new
perspective. Regardless of what happens after death, whether mere decomposition or new
existence, the human being is the holder of a quality that cannot be denied and that is the dignity
of existence, and when existence itself is no longer dignified for the subject who suffers a certain
disease or condition, then and only then must this subject be able to decide about his own life.
The issue of law 219/2017 is much more complex than one of mere written consent or of seeing
the doctor-patient relationship in a new light, as it affects a current issue and one that will
become increasingly cogent with constant advances in medicine that prolong the life of the
patient (Veshi & Neitzke, 2015).

CONCLUSION

Finally, we note a social consideration: what we seem to notice is a lack of preparation
and information in the community about the possibility of drawing up APC dispositions. A few
meetings and conferences have been held, especially for professionals, but it would be better for
each community to provide real information on people's rights, on the possibility of expressing
their wishes, on treatment arrangements and on shared care planning, which is also possible and
regulated by the same law, so that people can freely determine whether to exercise a right due at
the end of life or allow science and doctors to continue to exercise, in science and conscience,
the art of medicine even at the end of life.
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