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Editorial
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Public and patient participation in  health has evolved consid-
erably since the World Health Organization’s Alma Ata Declaration
asserted people’s “right and duty to participate individually and col-
lectively in the planning and implementation of their health care”
in  1978.1 The expansion of neoliberal policies in the 1980s, and
mounting disillusionment with the “democratic deficit” observed
in the 1990s, prompted social movements across the world to
demand greater public accountability and the inclusion of lay
citizens in decision-making processes.2 At  the same time, govern-
ments in several countries began to  look for strategies that could
bring them closer to  the people. One of the methods used to  pro-
mote dialogue between the state and ordinary people was the
creation of institutional participatory spaces in  which lay citizens
could come together with policy-makers, managers, profession-
als, and other members of the public, to  discuss policy and service
provision.3 This move towards participatory governance was  also
extended to the health sector. The idea that participation “makes for
better citizens, better decisions and better government”,4 together
with increasing evidence that participation can improve the quality
of health research, health care and public health interventions,5–7

fostered investment in public and patient participation in health
across a variety of countries throughout the 2000s.

At present, participation is  both a  means to facilitate an interface
for  state-citizen dialogue and a  goal in its own right.8 More-
over, it is considered a fundamental element of patient-centred
care, i.e. the process by which health professionals and patients
establish fruitful partnerships to put people at the centre of the
system by identifying and valuing patients’ needs, preferences and
values, while supporting them in  making informed decisions.9

Ultimately, public participation aims to  produce transformative
change. In other words, it aims to elicit alternative forms of knowl-
edge and expertise that can help identify and implement strategies
to address the root causes of health inequities.10

Public and patient participation can take multiple forms and
enable different degrees of power sharing regarding decision-
making processes. At one end of the continuum are one-off
participatory spaces, such as listening exercises or health consul-
tation events, in which citizens are asked to contribute their views
without further commitment to follow-up action. At  the other end
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of the continuum are more durable participatory spaces, including
health councils and national health bodies, in  which citizens can
engage in shared leadership. Countries tend to  navigate through
this continuum as they achieve their goals or switch between
priorities.11 In Brazil, for example, public and patient participation
in health care policy is  a  right enshrined by the Constitution.12 In
the Netherlands, health care services are entrusted the responsi-
bility of creating participatory spaces to involve patients and their
family members in care planning and evaluation. Canadian citizens
participate at various levels across the health care system, includ-
ing in health technology assessment.13 Several funding agencies
in  the UK demand researchers to  state how they plan to  involve
lay citizens in research projects.14 And online platforms such
as Patient-innovation.com facilitate dialogue between patients
and caregivers and enable the sharing of solutions, treatments
and devices, which often result from patients own capacity for
innovation.

Public and patient participation is also gaining pace in Portugal.
Initiatives aimed at fostering the implementation of  new partic-
ipatory spaces15 that can enable lay citizens to have a  voice in
health decision-making have recently emerged. In 2016, the forum
Mais participaç ão, melhor saúde coordinated by GAT – Grupo de
Ativistas em  Tratamentos was  held at the Portuguese Parliament.
It gathered representatives of patient and civil society organisa-
tions, decision-makers, service managers, health professionals and
researchers with the goal of increasing support and advocacy for
developing a  partnership between government and the citizenry
to share responsibility over health care governance. Showcasing a
critical mass of stakeholders, the forum set the tone for reinvigorat-
ing the goal proposed by the National Health Plan (2012–2016) to
promote health citizenship, namely through citizen participation
– an idea supported by the Minister of Health who has recently
stated that “the individual should be  considered an ally in transfor-
ming the system”.16 The recently launched National Mental Health
Council and the Community Councils at Agrupamentos de Centros
de Saúde (Health Centres Clusters) are two examples of  consul-
tative health participatory spaces through which this goal can be
achieved.17,18

Researchers in  Portugal, and elsewhere, are also increasingly
resorting to innovative methods (e.g. creative visual methods, think
tanks, social fora) to  involve people who would otherwise be
inappropriately excluded from research due to speech or  cogni-
tive disabilities, the inability to disclose personal identities to the
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public (e.g. gamete donors), physical distance, or any other con-
straints that impede them from participating through conventional
methodologies.19,20 These innovative methods carry potential to
increase the inclusiveness of research, as well as of other participa-
tory initiatives.

Taking part in  health participatory spaces for consultation
and shared decision-making will require a  new dynamics of
collaboration and co-production between the various stakehol-
ders. Moreover, it will require the dissemination of knowledge
about and the acquisition of skills for participation. Lay citizens,
decision-makers, service managers, health professionals, students
and researchers should all be entitled to receiving training adapted
to the specificities of the health participatory spaces and initia-
tives in which they are expected to participate. Future research,
practice and policy should therefore focus on allocating human and
financial resources to  participatory initiatives, designing trainings
and building stakeholder capacity for participation, and adaptating
participation impact assessment tools to  the Portuguese context.
Despite the financial constraints levied on the National Health Care
Service by the financial crisis,21 it is of utterly importance that pub-
lic authorities and civil society organisations join efforts to address
these needs in  order to promote transformative participation in
health.
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