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The Academic Network of European Disability experts (ANED) was established by the European Commission in 2008 to provide scientific support and advice for its disability policy Unit. In particular, the activities of the Network will support the future development of the EU Disability Action Plan and practical implementation of the United Nations Convention on the Rights of Disabled People.
This country report has been prepared as input for the synthesis report on Access of healthcare in European Countries. 

1 Accessibility of Medical records which Patients are Entitled to Access
1.1 Obligations and Standards

1.1.1 Mandatory/Binding Accessibility Requirements applicable to Medical Health Records

While not addressing specifically the issue of Medical Health Records, the Portuguese Constitution
 stipulates in its Article 35 §1 that all citizens have the right of access to data in electronic format relating to themselves and the right to be informed of the use for which the data is intended; furthermore, they are entitled to demand that the contents of the e-files and e-records on personal data are correct and updated. 
In addition to this general obligation, law n° 12/2005
 of 26 January 2005 - concerning personal genetic information and health information - contains the following provisions regarding access to medical files: any person is entitled to take account of his/her complete medical records - except in case of justified exceptional circumstances in which the knowledge in question can be harmful or detrimental. Patients are also entitled to have their complete medical records made available to whomever they see fit by giving them their consent. Article 5 § 3 of the same law clarifies that medical records mean any kind of records, whether in electronic format or not, that contains health information about a patient.

The Portuguese law (Art. 7 law 46/2007
 of 24 August) further clarifies that the clinical record is owed by the doctor. However every patient is entitled to receive the information contained in his/her medical records through a doctor as intermediary. If patients are denied the access to their medical records, they can complain to the Commission on Access to Administrative Documents.

1.1.2 Technical Accessibility Standards or Guidance relating to Medical/Health Records
Since 2011 the Portuguese Health Ministry is developing a strategy
 to make medical records accessible online. The online platform of Personal Health Data
 provides a central system for storing and sharing clinical information which fulfils the requirements of the National Commission for Data Protection.
Furthermore a Commission (Comissão para a Informatização Clínica, CIC)
 has been established to guide the process of computerization of the National Health Service records and to develop strategic tools for future developments.
In May 2012 an online service - “Personal Health Record”
 was launched. On the online platform all citizens that are registered in the public health system can create a personal profile with their personal records and access services such as booking medical appointments or request medication for chronic health problems.
 
Since August 2013 a Clinical Record – the Unique Clinical Summary (RCU2) - is available on the online “Citizens Portal”.
 After validation by the family doctor each patient can access a summary of his/her most relevant clinical data, e.g. allergies, medications, diagnoses, surgeries and vaccinations. On January 2014 a national roadshow promoted the access to the new functions on the portal.

1.1.3 Litigation or Other Publicly Documented Complaints about Inaccessible Medical Records
In Portugal, under the anti-discrimination law (law 46/2006 ) any disabled person can file a complaint with the National Institute of Rehabilitation (INR).
 INR is responsible for publishing an annual report about all the complaints received during the year. By the time this report was drafted there was no information available about the complaints received in 2013. The report of 2012, however, indicates that 11% (14 cases) of the total number of complaints received in that period were related to health issues.
 Unfortunately, the report provides no further details about these cases. 
No cases were ever filed with the Portuguese courts related to inaccessibility to health records.
1.2 Accessiblity of Medical Records in Practice

1.2.1 Extent of Accessibility

Accessibility to medical records in practice is still fraught by a number of problems in Portugal. 

For instance, according to the evaluation of the Portuguese access monitor,
 the Personal Health Data
 online platform does not yet fully comply with the W3C standards for accessibility  and there is much room for improvement– for instance, 24 out of 33 images on the site do not have a subtitle that makes them accessible for people with a vision impairment who use a screen reader.
In more general terms, Laranjo et al. (2013)
 in a recent article published in the Review Acta Medica Portuguesa, highlighted that, although patients are entitled to full and direct access to their medical records since 2007, the deontological code of the Portuguese Medical Association (2009) still states that the medical records are the physician´s intellectual property and therefore patients’ access to their medical records is restricted by the necessity of a doctor as intermediary. The article points out that several doctors and health institutions receiving requests from patients to access to their medical records end up requesting the legal opinion of the Commission for Access to Administrative Documents. The article concludes that a growing number of patients want direct access to their medical records. Promoting and raising awareness on this topic is essential in order to allow an informed debate among all stakeholders. 

Moreover, according to the “European Hospital Survey - Benchmarking Deployment of eHealth services (2012-2013)”
 only 5% of the hospitals in Portugal allow their patients online access to certain data (e.g. results and protocols)and none of the hospitals that were part of the study offered full access while 95% reported that patients have no online access to their health record.
Another study “e-Health Innovation Portugal 2012”,
 conducted in 2012, investigated the perceptions, attitudes and levels of technological literacy of Portuguese medical professionals (n=1.507) (doctors (n=501), nurses (n=504) and pharmacists (n=502)). The information was gathered through questionnaires and the study results showed that only 50,7% of the respondents had already heard about e-health (57,1% of the doctors, 53% of the nurses and 42% of the pharmacists). Only 1/3 of the medical professionals have used e-health platforms (50.3% doctors, 34,1% nurses and 16,7% pharmacists) and only 33,7 % of this group uses e-health platforms on a daily basis, as part of their professional activity. The study participants mentioned “access to more information” (58.5%) as the main advantage for using the platform.
1.2.2 Good Practice Examples

By the time this report was conducted, there was no information available about examples of good practice.
1.3 Ongoing Developments

1.3.1 Commitments to Improvement

The National Health Plan (2012-2016)
mentions the importance of the “Access to electronic health records”. According to the Plan, citizens should have electronic access to their personal health records containing information from various healthcare providers. The further development of the platform should be based on the cooperative work between scientific societies, professionals and patient organizations (National Health Plan 2012-2016, p. 18,).

When inquired for the purpose of this report, the Coordinator of the Comissão para a Informatização Clínica stated in a personal message that the full compliance with the W3C standards of web accessibility is the goal of the Commission in the future development of the Personal Health Data Portal.

1.3.2 Campaigns (eg by DPOs) or Calls (eg in academic publications) for Accessible Medical Records
No information was found on campaigns or calls for accessible medical records led by DPOs or other organisations in Portugal.
1.4 Additional Information about the Accessibility of Medical Records 
It is worthwhile to mention that the Portuguese anti-discrimination law
 does not make any specific reference to accessibility requirements regarding medical records. It only mentions accessibility to health care.
A recently published study points out that there is not to date a validated or standardized toolset available for patients to review and manage their Electronic Health Records. Thus, the study suggests that privacy, security and usability issues are solved first before this practice is mainstreamed (Ferreira et al., 2014).

2 Communications Between Medical Staff and Disabled Patients

2.1 Obligations and Standards

2.1.1 Mandatory/Binding Accessibility Requirements applicable to Relevant Communications

Within the Portuguese legislation there is no right specifying any kind of accessibility requirements regarding general communication between medical staff and disabled patients. 
However, Art. 156 and 157 of the Portuguese Criminal Code
 outline the ‘duty of information’ that binds doctors and other legally authorized persons that carry out medical interventions or treatments. According to this legislation, any treatment or intervention that is carried out without previous informed consent can be punished with up to three years of imprisonment. The information must be provided in a simple, clear and non-technical language, tailored to the patient. Article 28 of the Portuguese Criminal Code further states that information is only considered valid when the diagnosis and nature, range, magnitude and the possible consequences of the intervention or treatment have been duly explained to the patient. Physicians are only allowed to withhold information which, if disclosed, would endanger the patient’s life or would cause serious harm to the patient’s physical or mental health.
 Furthermore, the law clarifies that in case of legal “incapacity” of the patient, it is necessary that the legal representative is fully informed and his/her consent obtained. When, for whatever reason, it is not possible to obtain the consent of the legal representative, it is incumbent for the physician to assess and decide upon the issue of knowing whether the person deemed “incapable” does or does not indeed have the capacity to reasonably understand the implications of the proposed treatment and make a proper decision on whether such treatment should or should not be postponed until a later date, so that the consent of the legal representative may be obtained.

2.1.2 Technical Accessibility Standards or Guidance relating to Relevant Communications
There is no technical accessibility standards or guidance relating to relevant communications.

2.1.3 Litigation or Other Publicly Documented Complaints about Inaccessible Communications with Medical Staff

As outlined above (1.1.3) in 2013 there were 14 complaints made to the National Institute of Rehabilitation
 that were related to health. However there is no information available about further details of these complaints. 
2.2 Accessibility of Communications with Medical Staff in Practice

2.2.1 Extent of Accessibility
Deaf people experience considerable communication barriers in their medical encounters as there are no requirements about the presence of Sign language interpreters in medical facilities. A study conducted in 2008 about the communicational experiences of nurses working with children with profound deafness
 found that the nurses interviewed experience various difficulties in the communication with children with profound deafness. The study suggests that these communication difficulties have an impact on the relationship and wellbeing of the children - while nurses developed various communication strategies to overcome the difficulties, the research concludes that training courses and awareness raising about Sign language and alternative communication strategies need to be implemented.
2.2.2 Accessibility in the Training courses of Medical Staff

In 2011, the National Institute of Medical Emergency launched a training and information for health professionals about communication between health professionals and Deaf people. 
The “Associação Nacional dos Alistados das Formações Sanitárias” offered a  basic Course of Portuguese Sign language adapted to health (7th edition) in 2013. The aim was that participants acquired some practical knowledge of Portuguese Sign language and basic information about communication between health professionals and Deaf patients .
Apart from these very voluntary training courses, we were not able to find any information about e mainstream training courses that enhance the communication between medical staff and disabled people.
2.2.3 Good Practice Examples

The Hospital Centre of Vila Nova de Gaia / Espinho
 (Hospital Santos Silva, Hospital de Gaia and Hospital de Espinho) provides an Interpreter of Portuguese Sign Language (LGP) to support consultations and appointments with Deaf patients The service is free of charge and can be requested prior to the appointment. The service exists since November 2012.

In Lisbon, the Hospital de Santa Maria, provides an online service with Portuguese Sign Language interpretation. The service is provided through a private interpretation service provider, named Serviin.
 At the central reception and at the otolaryngology department of the hospital a video call equipment is available that can be used to get in contact with the interpretation service to facilitate the communication between a Deaf patient using Sign language and the medical staff. The service is free of charge for the patients. 

The online platform “Spread the Sign” offers a teaching aid designed to make Sign language accessible to everyone. The Portuguese Sign language is included and people using Sign language can download an application that offers them the possibility to support their communication with for example medical staff.

The National Disability Strategy (2011-2013)
 introduced a “biennial award to promote innovative measures with regard to disability and non-discrimination in hospitals”. However the reports available so far on the implementation of the Strategy (2011 and 2012) do not mention whether the award has ever been granted.  
2.3 Ongoing Developments

2.3.1 Commitments to Improvement

The National Disability Strategy (2011-2013) includes a measure about the implementation of training for  medical staff in disability related issues (“Develop training for professionals working in health care services”, action 17), as well as the development of strategies to improve communication between medical staff and disabled people specifically around informed consent isues (“develop strategies to ensure informed consent and effective communication between health professionals and people with disabilities and their families”, action 41).
 However the reports available so far on the implementation of the Strategy (2011 and 2012) do not mention whether these measures have been actually put in place.

2.3.2 Campaigns (eg by DPOs) or Calls (eg in academic publications) for Accessible Communications with Medical Staff

According to a post in the Federation’s website, in 2013 the Portuguese Federation of the Deaf (FPAS) met with the Ministry of Health to raise awareness about the barriers that Deaf people experience in the health system and how to improve the situation. As described in that post, the meeting has just  been the beginning of collaboration between the Ministry of Health and the FPAS that have continued to develop in 2014. 

2.4 Additional Information about the Accessibility of Communications with Medical Staff

Despite obvious difficulties regarding accessibility to communications with medical staff, there is a gap in research that includes users’ perspectives and the experiences of Deaf people. Further research is needed in this area.
3 Generic Health-Related Information 

3.1 Obligations and Standards

3.1.1 Mandatory/Binding Accessibility Requirements applicable to Generic Health Information
According to Law 176/2006 of 30 August it is mandatory to label medication in Braille.
 This law transposes to the Portuguese legal system Directive 2001/83/CE of the European Commission.
3.1.2 Technical Accessibility Standards or Guidance relating to Generic Health Information

In order to implement Law 176/2006 related to the mandatory labelling of medication in Braille, Guidelines
 were developed by Infarmed, the public body in the Ministry of Health that is responsible for issuing permission for the commercialisation of new drugs. These Guidelines took also into consideration the suggestions made by ACAPO, the blind persons association in Portugal. The Guidelines define what information needs to be available in Braille, as well as what Braille system and font to use. They exempt from this requirement medicines that are of exclusive medical staff or hospital use. Infarmed will not approve a new drug for which the Braille information is not available in the package.
3.1.3 Litigation or Other Publicly Documented Complaints about Inaccessible Generic Health-Related Information

According to an online news, published on April 2014, the Portuguese Association of Blind and Partially Sighted(ACAPO) has publicly criticized the Portuguese health system for its “failures” in providing information accessible to blind people.
 As stated in the same source, ACAPO claimed that “the health system has several gaps in producing information that is adapted to blind users”. Furthermore the Association considers that there is an overall lack of accessible health information in the Internet and in particular a lack of information provided in Braille. As a consequence, ACAPO created a partnership with the Portuguese League against Cancer to develop accessible information about breast cancer. In the future ACAPO intends to produce accessible information about other types of cancer. The ACAPO spokesperson claimed that they are convinced that part of the [blind] population don´t do the screening tests because they have no access to information. This partnership is one of the first of its kind in Portugal and one of the first in Europe. It is integrated in the Europe Donna - a European Breast Cancer advocacy coalition.

Another public complaint was published in September 2009 by a different newspaper which reported that “the president of ACAPO regrets that the Ministry of Health has not remembered the visually impaired in the production of leaflets about flu A which led ACAPO to produce such information in Braille.

3.2 Accessibility of Generic Health Information in Practice

3.2.1 Extent of Accessibility

According to a study conducted by Cavaco and Várzea in 2010 health and its promotion are closely related to the level of education or literacy of individuals
. Health literacy can be defined as one's ability to obtain, process and interpret information about health and health services in order to make informed decisions. The main objective of the study was to experiment readability formulas, for analysing the complexity of reading and interpreting information leaflets commonly used in Portuguese pharmacies. Two formulas, the SMOG and the Flesh–Kincaid Index, were applied to a sample of four patient leaflets, estimating the number of years of schooling required for the proper understanding of these texts. The study found that for this set of patient leaflets, the minimum formal education required to read and fully understand its content would be nine complete years of schooling. However, the study also found, a significant proportion of the population using pharmacies, and in particular the chronically ill and elderly, present levels of education that are much lower than that. Consequently, the patient leaflets might not be fully understood by a broad number of recipients, thus failing to achieve their initiated aim.
3.2.2 Good Practice Examples

There are specific flyers, e.g. about “Oral Hygiene for Children and Youth with Special Health Needs”,
 available on the website of the Directorate-General of Health. Furthermore the health portal offers specific information about the Oral care for disabled people.
 

3.3 Ongoing Developments

3.3.1 Commitments to Improvement

Portugal is participating in a European pilot project “European Patients smart open services” (epSOS)
 that aims to improve the quality and safety of healthcare for European citizens travelling in Europe. Moreover, the project concentrates on developing a practical ehealth framework and ICT infrastructure that enables secure access to patient health information among different European healthcare systems.
3.3.2 Campaigns (eg by DPOs) or Calls (eg in academic publications) for Accessible Generic Health-Related Information

The Portuguese Association of Blind People (ACAPO) has been involved in the process of policy making. The legislation is in practice since 2009. Although ACAPO claims that this is a positive step forward, they stress that it is important to make further changes, for example the creation of accessible leaflets of medical products.

ACAPO also advocates for the development of further Generic Health-Related information that is accessible to blind and partially sighted people. See item 3.1.3 above.
3.4 Additional Information about the Accessibility of Generic Health-Related Information

The study conducted by Cavaco and Várzea (item 3.2.1.) highlights that making generic health related information accessible to people with disabilities also improves accessibility for the general population, such as the elderly and immigrants.
4 Medical Equipment

4.1 Obligations and Standards

4.1.1 Mandatory/Binding Accessibility Requirements applicable to Medical Equipment 
There are no mandatory accessibility requirements applicable to medical equipment in Portugal.
4.1.2 Technical Accessibility Standards or Guidance relating to Medical Equipment

4.1.3 Litigation or Other Publicly Documented Complaints about Inaccessible Medical Equipment

4.2 Accessibility of Medical Equipment in Practice
4.2.1 Extent of Accessibility

According to a study recently published (Pinto 2012),
 women with physical disabilities face particular barriers to access healthcare services, notably those related to gynaecology and obstetrics: examination tables as well as beds and cribs in maternity wards are not adjusted to their needs and this makes these women dependent on others to access care. 
4.2.2 Good Practice Examples

No information was found regarding examples of good practice.
4.3 Ongoing Developments

4.3.1 Commitments to Improvement

No information was found regarding commitments to improvement in this area.
4.3.2 Campaigns (eg by DPOs) or Calls (eg in academic publications) for Medical Equipment to be made Accessible

Pinto’s book (2012) which analyses the experiences of maternity of 21 women with disabilities in Lisbon and the policy context that shapes their lives calls on public authorities to attend to the needs of this group , notably through creating more accessible environments.

4.4 Additional Information about the Accessibility of Medical Equipment

5 Telemedicine Services

5.1 Obligations and Standards
5.1.1 Mandatory/Binding Accessibility Requirements applicable to Telemedicine Services

By the time this report was drafted there were no mandatory or binding requirements applicable to Telemedicine Services in place. However, in February 2013 the Portuguese government issued some recommendations regarding the usage of telemedicine (Despacho n.º 3571/2013).
 The recommendations refer mainly to tele-consultations and telemonitoring.
 The document points out that in the National Health Service there is a “lack of strategy” concerning this issue and affirms that it would be important to intensify the usage of information technologies and communication to promote the supply of telemedicine services to patients. The document considered the following as priority areas: Dermatology; Physical Medicine; Neurology; Cardiology; Pediatric Cardiology; and Pulmonology.

5.1.2 Technical Accessibility Standards or Guidance relating to Telemedicine Services

See item 5.1.1 for government recommendations, issued in February 2013.
5.1.3 Litigation or Other Publicly Documented Complaints about Inaccessible Telemedicine Services

By the time this report was drafted no information was found about documented complaints regarding inaccessible telemedicine services. However, as outlined above, the service is still in an early stage of development. 
5.2 Accessibility of Telemedicine Services in Practice

5.2.1 Extent of Accessibility

According to the Survey on the Use of Information Technologies and Communication in Hospitals,
 conducted in 2012 by the National Statistics Institute of Portugal, 30% of the Portuguese hospitals provide telemedicine activities: 45% of the official or public hospitals and 13% of the private hospitals. 

The main types of telemedicine activities provided are the following: 75.4% tele-radiology, 36,2% tele-appointments; 31.9% tele-cardiology, 20.3% tele-dermatology, 20.3% electronic prescription, 18.8% tele-training.

5.2.2 Good Practice Examples

The Service “True Kare”
 is a service designed to provide telephone assistance to older people and family members who live alone, people with some degree of disability or physical dependence. In case of an emergency they simply have to press a button to receive medical help.
5.3 Ongoing Developments

5.3.1 Commitments to Improvement

A Working Group on Telemedicine
 has been established in the Ministry of Health. The Working Group aims for cooperation, knowledge and information sharing and the development of activities to provide services in the areas of information and communications systems and technologies, ensuring the operating capacity and security of the technological infrastructure and information systems of the Ministry of Health. As an Operating Unit of the Ministry of Health it contributes to the modernisation and innovation of operating procedures of Hospitals and Healthcare Centres, through the integration of information and communications technologies, in coordination with national and regional policies.

The Working Group is developing a universal platform of telemedicine – PDS Live
 – that aims to facilitate an online communication platform between doctors and patients. Through the use of audio and video chat options, patients and medical staff shall be enabled to make appointments, share images and other documents. Currently the platform is being tested and it is expected that it will be implemented in the first half of 2014.

Furthermore there is a pilot project being carried out in which patients with Chronic Obstructive Pulmonary Diseases
 are testing the use of telemonitoring in practice. In total 75 patients are receiving treatments in their homes. The patients have specific devices to perform the tests and transmit and receive the intended parameters through the PDS - Health Data Platform. The Working Group on telemedicine intends to further develop and implement adapted information and communication systems for patients with heart diseases from 2015 onwards.
5.3.2 Campaigns (eg by DPOs) or Calls (eg in academic publications) for Accessible Telemedicine Services

The National School of Public Health (Escola Nacional de Saúde Pública) launched in March 2014 the second edition of the first course on “E-health and Telecare”.
 Mental health and possible eHealth solutions to mental health issues were contents addressed in this course.
5.4 Additional Information about the Accessibility of Telemedicine Services

In the area of telemedicine services in Portugal there is a variety of enterprises, products and services. The Working Group on Telemedicine claims that telemedicine services promote and advance accessibility and equality in the health care distribution.
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