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Introduction 

ADs were introduced in the health care system of the Region of Madrid in 2005. Despite an 

extended and specific legislation, their use is scarce and the number of citizens who 

expressed their wishes about a future healthcare plan is low. In the Region of Madrid the rate 

of ADs per inhabitants is consistently lower (0,4%) than in other regions, such Navarra 

(1,1%), the Basque Country (1,1%) or Catalonia (1,1%) (Ministry of Health, April 2019), 

though regional legislations follow the same national legal framework.  

Madrid’s 3/2005 Law is part of a national strategy to harmonize health care legislation of the 

EU Member States in matters of human rights and patient's dignity in medicine, defined in 

Oviedo Convention1 2 3. ADs offer patients the opportunity to express themselves in order to 

inform clinical decision-making when the circumstances do not allow it due to lack of 

capacity4. In the context of their use patients can have a discussion with their physician about 

death, end-of-life care preferences5, the use of body and organs after death6 and express their 

preferences through a written declaration available to healthcare providers7.  

The implementation of a national legislation regulating ADs in Spain increased the number of 

empirical studies in the last decade across the country. Some of them have explored the role 

of patients4 6 8 9 10 and family,11 and others the role of healthcare professionals7 12 13 14 15 16. All 

these studies show an insufficient knowledge of ADs documents both among professionals 

and patients, as well as infrequent use of them in Spain, specifically in the Region of Madrid. 

We performed a qualitative study to explore professionals’ perceptions in order to improve 

the understanding of the lack of success of ADs among doctors and patients from Madrid.  

Methods 

We performed a focus group (FG) study to explore participants’ perspectives toward the use 

of ADs in 4 public Hospitals of Madrid: University Hospital Fundación Alcorcon, University 

Hospital Rey Juan Carlos, University Hospital Clínico San Carlos and University Hospital 

Infanta Cristina.  

Sample 

Sample procedure was carried out following the literature criteria, recommending a small size 

of participants in each FG to allow enough data saturation and at the same time account for 

the complexity of the research question17. We included between 5 and 10 participants in each 

FG, recruited in the hospital units where the use of ADs could have been feasible due to the 
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patients’ clinical circumstances. We envisaged 2 FGs per hospital to obtain within-group and 

between-group saturation18. Lead investigators administered a questionnaire in each hospital 

to recruit health-care professionals of interest (Table 1). From a survey of 135 questionnaires 

a purposive sample of 60 participants of different specialties (Table 2) was recruited with the 

following criteria: 1) employment as medical doctor, resident or nurse in one of the hospitals 

included; 2) professional experience of at least 1 year in a public hospital of Madrid; 3) 

clinical expertise in decision making processes where ADs can be potentially used; 4) ages 

between 25 and 65.  

Our FG study started in September 2013 and concluded in June 2014. The aim of the 

discussion was to ascertain attitudes toward and experiences with the use of ADs. Groups 

were led by an experienced moderator using a topic guide (Table 3) designed to explore 

topics identified in a previous literature review, and supported by an observer who took note 

about the circumstances of the discussion to clarify and support the data analysis when 

required. Recruitment was performed through the role of a coordinator assigned to each 

hospital, who collected a list of professionals, identified those corresponding to the selection 

criteria, and contacted them by email in order to invite them to participate and elucidated the 

aim and the methods.  

The project was assessed by the Research Ethics Committee (REC) of the University 

Hospital Fundación Alcorcon, who approved the protocol and the informed consent form 

(n.11/46). All the participants who accepted to participate previously signed the informed 

consent.  

The moderator started the discussion inviting participants to introduce themselves and next 

asked the following questions: What are your thoughts on ADs? What clinical experience do 

you have with ADs? Have you had patients with ADs? How did your patients become aware 

of the possibility ADs? After a moderated discussion, three case vignettes (showing an 

increasing clinical complexity) were presented in order to stimulate reflection about ADs 

practical application. Using the projection technique, we represented an external scenario to 

direct healthcare professional. Participants expressed freely what they would have done in the 

same circumstance. The moderator explored the attitudes of professionals following the topic 

guide and using the Socratic method to clarify opinions and perceptions related to agreement 

and disagreement between the members. 

Data analysis 
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FGs were recorded and the audio files transcribed by a researcher who uploaded them on 

QSR N-Vivo 10. The analysis started immediately and was ongoing and iterative19. 

Transcripts were coded line-by-line and processed iteratively to categorize the most relevant 

codes.  In order to verify the feasibility of the categories identified a second reading was 

performed by 2 independent researchers, who analysed 4 transcripts each and verified the 

feasibility of codes and themes identified.   

Codes selected were between 82% and 95% of agreement among all the researchers involved 

in the analysis (EV, BH, JM) and codes where there was a disagreement between researchers 

eliminated. A second reading consisted in refining themes identified, collecting significant 

quotes and eliminating redundancies. A steering meeting among the researchers involved in 

the team project and hospital coordinators discussed the findings and validated the themes 

extracted. The data analysis was performed through thematic analysis20, and the coding 

strategy was focused on inductive approach21, patterns coded were organized as themes and 

emerged directly from transcripts in the first and second reading.  

Results 

The analysis of findings consists in identifying three main themes related to the healthcare 

professionals' views about the use of ADs: meaning, decision-making and appraisals.  Table 5 

contains a summarised description of quotes related to the meaning of ADs. Many healthcare 

professionals expressed concern over their perception of patients’ misconceptions of ADs. 

Some patients have negative views on ADs because they associate them with organ donation, 

with the rationalisation criteria to allocate resources and reduce costs or with euthanasia or 

medical aid in dying. Healthcare professionals’ appraisals of the use of ADs are focused on 

the circumstances of the information shared with the patient, the quality and duration of the 

clinical relationship and the confidence in the professional competence (summarised in Table 

6). Many professionals consider primary care is the most adequate context to talk about ADs, 

while others think specialized care is more appropriate for chronic patients with degenerative 

illnesses and for patients at the end of life.  

ADs are perceived as a legally and ethically useful tool to improve the quality of decision-

making, but the lack of clarity and operationalised procedures to fill in and consult the 

document is regarded as a barrier for its implementation. Due to the lack of information, 

patients tend to use informal decision planning through family or relatives. On the other hand, 

physicians generally do not consult ADs because consultation procedures are frequently too 
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complex or because the keywords to access the online database have expired or are available 

only to a small number of clinicians who cannot be present at the moment its use is required. 

These circumstances contribute to some professionals’ belief that ADs are a mere 

bureaucratic procedure without real impact on clinical practice.  

Medical education and training programs available for healthcare professionals are 

considered insufficient to increase awareness about the usefulness of ADs. Some participants 

believe the responsibility to promote the use of ADs and improve patients’ education lies 

with the healthcare authorities and policymakers.  

The role of the family in decision-making is matter of concern because ADs contents can be 

different than relatives’ wishes and as a consequence, healthcare professionals can be a 

potential target of complaints and reports.  On the other hand, healthcare professionals who 

are knowledgeable on the subject know ADs are a way to avoid conflict with the family 

because the legal regulation supports their use and protects patient’s rights. Some physicians 

consider patients’ fear can be a barrier to talk about the subject. 

Physicians and nurses believe that some families perceive the discussion about ADs as 

something potentially harmful to the patient, because the subject can scare them, fosters 

uncertainty or because ADs are perceived as a tool to downscale or withdraw therapeutic 

measures for patients. Cultural factors associated with familial influence in decision-making, 

especially in patients with a lack of capacity, are relevant in Spain, even though some 

religions support the use of ADs because they can be a tool to respect the believer's 

convictions or can be an argument to strengthen the refusal of treatment when this is required 

by their value systems.  

Discussion 

This study is the first instance of qualitative research about the use of ADs in Spain with 

healthcare professionals and aims to explore the subject from a new angle. As noted, the 

meaning of ADs is blurry and unclear to healthcare professionals and patients. This can be a 

key issue in the promotion of their use in clinical practice, and in order to offer patients all 

the guarantees that they are in their best interests. 

The suitable place for the patient to discuss the content of the document can be in primary 

care, but should also be addressed in specialized care. More than the place where information 

about ADs is given, the key issue is to do it in accordance with the clinical situation and the 
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patient's needs. All physicians should have a user-friendly access to consult ADs and, in 

addition, should explore whether patients have provided any kind of important information 

related to decision-making, both to relatives or to other healthcare professionals. In Madrid, 

to check if a patient has ADs, health professionals must do it through a computer system 

whose passwords expire after three months, a Spanish particularity, since this computer 

registry does not exist in other countries like USA or Germany. Healthcare authorities and 

policymakers in Madrid must provide adequate training programs to professionals, design 

more operational procedures to improve the use of ADs and promote suitable information 

about ADs for patients. 

The lack of information and training related to ADs for healthcare professionals is an issue in 

the whole of Spain6 15, and this phenomenon extends to patients both at a national 4 8 22 and 

international level23 24 25 26. The quality of the clinical relationship is positively associated 

with the information about and implementation of ADs27, even though for some physicians it 

is difficult to discuss this subject with patients28 29 and family30. The need to identify groups 

of patients with a potential interest to fill in an AD is an aspect previously explored6 15 31 and 

could be considered as part of the strategy to increase the rate of ADs in Madrid. Though 

some professionals consider the discussion about ADs should be opened on the patient’s 

initiative5, many studies establish it is the physician’s responsibility to start the discussion on 

ADs with patients, some of them in primary care13 32 33 and others in specialized care34. 

Healthcare professionals consider the enactment of Law as necessary but not sufficient to 

improve awareness about the benefits produced by ADs in clinical decision-making. If health 

policies are required to improve the availability of information among citizens and strengthen 

training programs for healthcare professionals, a bottom-up approach is essential to provide 

policymakers with evidence-based support and design empirically informed procedures to 

facilitate the use of ADs.  

The FGs were carried out in 4 of the 24 public hospitals of Madrid Region and, though the 

perspectives identified are common in the 4 hospitals involved, findings cannot be 

extrapolated to be representative of all the procedures available to obtain or consult ADs in 

Spain. 

In conclusion, ADs are not integrated in the clinical practice of Madrid´s healthcare specialist 

services because its application is exceedingly complex and due to a lack of clarity in the 

whole procedure. As consequence healthcare professionals are not aware of how they impact 
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clinical decision-making, when and for whom their use is appropriate, and who has the 

responsibility to provide ADs-related information to patients. These circumstances contribute 

to patients’ lack of interest in filling in and signing these documents and to physicians’ 

sceptical views about the usefulness of ADs. 
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