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The concept of a comprehensive and person-centred approach in healthcare is not new and it is the basic principle that is
embedded in the International Classification of Functioning, Disability and Health (ICF) framework. However, the implementation of
a comprehensive and person-centred approach has not been fully translated into research development in people living with spinal
cord injuries (SCl). This approach in research is important as the perspectives of persons living with SCl should be equally valued
drivers in any research intended to provide a direct or indirect outcome to people living with a SCI. This perspective paper will
discuss some of the limiting factors and provide some examples of previous and current successful steps being taken towards the
worldwide implementation of this approach. Finally, this paper will suggest some of the steps needed to implement this person-

centred model in research in people with SCI.
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INTRODUCTION

The concept of a comprehensive and person-centred approach in
healthcare is not new and it is the basic principle that is embedded
in the International Classification of Functioning, Disability and
Health (ICF) framework. This person-centred approach provides a
humanising aspect in the delivery of healthcare and puts the
person’s needs as a priority over tasks of care or other anonymous
collective priorities [1, 2]. This approach emphasises the need of a
partnership, putting the person with healthcare needs at the same
level as the healthcare worker. This approach allows to having the
person’s voice being authentically heard, including their individual
preferences, values, and beliefs, leading to co-creation, active
engagement, and decision making in the healthcare context [3].

However, the implementation of a comprehensive and person-
centred approach has not been fully translated into research
development, and specifically in people living with spinal cord
injuries (SCI). This approach appears to be relevant when research
development aims to investigate new assessments, interventions,
technologies, and techniques that may benefit individuals directly.
The most prevalent worldwide research models in SCI appear to
be detached from this person-centred approach, as the person’s
perspective and partnership in research seems only to be adopted
occasionally, rather than systematically.

The perspectives of persons living with SCI should be equally
valued drivers in any research intended to provide a direct
or indirect outcome to people living with a SCI. In this case,
the lived experience perspective can provide objective and
practical information to strengthen the design and methods and
potentially maximise the utilisation and benefits that would
derive from the research outputs. This person-centred approach
would help improve translation from knowledge to practice and

would allow people with SCI to have better and quicker access to
research outcomes.

LIMITING AND FACILITATOR FACTORS

Some of the limiting factors identified in the implementation of
this comprehensive and person-centred approach in the health-
care setting may be similar to the limiting factors that are
preventing this type of approach in the research development and
academia setting. Some of these limiting factors are related to the
hegemonic culture that has generated policies and procedures
based on the “average” person ignoring issues such as individual’s
context, cultural diversity and backgrounds, structural inequalities,
and environmental and social circumstances among others [3, 4].
In order to enable a comprehensive and person-centred approach,
the World Health Organisation (WHO) has suggested some
strategies that may need to be implemented so research
development can be smoothly and quickly translated into tangible
and objective outcomes and benefits for people with SCI. The
WHO global strategy on integrated person-centred health services
may be a model to follow to help researchers implement the
inclusion of people with SClI systematically throughout the
research process [5]. The first strategic goal should be directed
towards empowering and engaging individuals with healthcare
needs. Some of the policies that may be implemented for this
previously mentioned purpose include education on the research
process, shared decision making, and the implementation of
partner satisfaction surveys to evaluate the level of inclusion of
people with SCI in the research stages [5]. The second strategy
should be focused on strengthening governance and account-
ability at systems and team levels, in order to formulate and
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evaluate policies together with citizens, communities, and other
stakeholders [5]. In this case, research institutes, universities, and
governmental and community organisations should be collabor-
ating with individual researchers and research teams to formulate
and evaluate policies towards the common goal of a person-
centred approach.

Implementing the person-centred approach into SCI research
worldwide at systems and team levels within health policies,
visions and mission statements [6] is paramount to translate any
advances in biomedical and engineering into generating tangible
benefits and improve the quality of life of people with SCI. One
step towards the direction of person-centred approach is the one
used by the Swiss model [7]. This model captures a full range of
relevant information that matters from people with SCl, such
as usage of health services and limitations in areas of participa-
tion, and informs recommendations to the Swiss Paraplegic
Foundation [8]. These recommendations can then help close the
gap of what should be implemented so people with SCI get the
same opportunities as the general population [7]. However, this
approach did not specify if it involved people with SCI for
consultation and being part of these research projects from the
early stages.

Another important aspect of this person-centred approach is to
adopt collaboration systematically and not just as a “ticking the
box" and “fancy term” to be included in all research organisations,
including education centres, such as Universities. This can be
classified as tokenism and has been identified when research
partnerships go against the principles of integrated knowledge
translation (IKT) [9, 10]. Tokenism is a practice in which people
with SCl are asked to be part of a research project without having
any control over it and with the solely purpose of endorsement in
such research project [11]. Therefore, to avoid tokenism it is
mandatory to rigorously implement the IKT guiding principles for
conducting and disseminating SCI research in partnership [12]
at every organisational level starting from the educational
organisations, such as tertiary level education.

PREVIOUS, CURRENT, AND FUTURE STEPS

This person-centred model has also already been implemented
in some research studies in people with SCI. Some of these
research studies have implemented the collection of information
based on needs and priorities of people with SCI ahead of the
design of new research projects in this area [13, 14]. Recently,
guiding principles were created describing how to meaningfully
engage people living with SCl in research partnerships [9, 10, 12].
These examples in addition to organisations including the Swiss
Paraplegic Research, the Praxis Institute, and the North American
SClI Consortium, have been working to shift research from lab-
based perspective to person-centred.

These examples can generate a powerful shift towards the
systematic implementation of research partnerships including
people with SCI as part of the research team. However, this
translation into practice requires a combination of efforts from
different sectors and a commitment to a plan of action, such as
the IKT guidelines [12] in which the person with SCl involved in
the early stages of research should have access to the potential
benefits of the intended research outcomes. Creating evidence-
based guidelines by themselves has very limited impact in
people with SCI, as a widespread change in behaviour, cultures
and implementation practices at system and team levels [6] must
occur before those guidelines can make a tangible difference in
multiple people’s lives.

Another important aspect is how people with SCI have access to
information about experimental therapies and clinical trials. A
recent study revealed that only around half of people with SCI had
access to SCI specialists (in the US) and that 89% of people had
sought online for information about experimental therapies [15].
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Thus, disseminating information online about current experimen-
tal and clinical trials seems imperative if we would like to have
people with SCI involved in research for the ultimate purpose of
empowering people with SCl. Some of these attempts to
disseminate information among the community are based on
some research Journals, which have started to implement action-
oriented research for transformations in social, political, and
economic systems [16]. Some others, like The Patient- Centred
Outcomes Research are strictly oriented to promote development,
evaluation, and implementation of therapies, technologies, and
innovations towards the enhancement of the patient experience.
This journal encourages articles in which the patient comments
are the main focus to validate research outcomes. Thus, the next
step would be to make these research articles openly available
and in an easy-to-read format, such as a one-page poster or
infographic. By doing this, we would allow access to this valuable
information to more people in the community with an interest in
physical disabilities.

Finally, some of the steps needed to implement this person-
centred model in research would be as follows: [17]

(1) Qualified researches with a strong commitment to equity
and desire to collaborate with other disciplines sharing the
same identity;

(2) Research environment, infrastructure, and culture promot-
ing collaboration and incentivising scientific training and
mentorship;

(3) Funding towards medical rehabilitation research at federal,
local, and individual levels, including promotion and
dissemination of funding opportunities to junior researchers
that may not be aware;

(4) Partnerships with other disciplines, institutions, academic
departments, community organisations, and people with
disabilities for the purpose of meaningful research;

(5) Assessment of the research capacity to measure progress
over time;

(6) Authentic leadership by example: Train and mentor
inspirational people who want to be involved in research
as authentic leaders, so they can drive person-centred
approach using storytelling based on their life experiences
[10, 18].

CONCLUSION

In conclusion, there are many challenges to implementing a
comprehensive and person-centred approach at a research
development level, but one of the main challenges is to start
considering a new structure, organisation, and mindset of how we
think about people living with SCl. They are not just patients
waiting to be healed. They are experts in living with a chronic
disease.
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