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Name of the Case

PATIENT INNOVATION
Abstract
Patient Innovation is an online platform and community dedicated to the sharing of
solutions developed by individuals afflicted with a health disorder as well as by their
caregivers. The patients and caregivers can connect to share and create solutions they
developed themselves or had the help from collaborators to cope with a health-related
problem. Is based upon a social network that enables any user to share and look for
information about innovative developments in the health care field and establish an account
in order to post solutions for medical conditions. The website also provides rating tools and
the solutions can be evaluated by the community. Founded in 2014 in Portugal, it allows
patients and caregivers around the world to connect and share innovations, ranging from
3D-printed prosthetics to clothing and smartphones apps.
Website
https://patient-innovation.com
Contacts (SIKE team)
Partner: SCML
Researchers: Gustavo Freitas, Madalena Sousa
E-mail: gustavo.freitas@scml.pt
madalena.sousa@scml.pt
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SECTION 2: Case description

PATIENT INNOVATION
Objectives
Patient Innovation aims to create an international, multilingual, non-profit platform and
social network to connect patients and caregivers, and enable the sharing of their solutions.
If not shared, these strategies, treatments, devices and knowledge would probably remain
unknown to many patients, not fulfilling the potential they encapsulate to change other
people's lives. The Patient Innovation-platform has brought forward many revolutionary
ideas for dealing with all kind of diseases. They’ve been developed by affected people who
are non-experts but found creative solutions. Before being published, solutions are screened
and cleared by the medical team. Patient Innovation also cooperates with more than twenty
patient associations in many countries, including Portugal, UK, Australia, Malaysia, Croatia
and Serbia.
EXAMPLES:
Michael Seres from UK was diagnosed with Crohn's disease at the age of 10. After several
surgeries, he was submitted to an ileostomy and has stoma bag. Michael had to deal with
the discomfort of not being able to know the volume of the bag, without looking at him. He
decided to create his own solution, with a sensor (from Wii glove) and a batter (from
Blackberry) he created his first volume sensor. Ostom-i™ Alert Sensor and can be attached to
any ostomy bag, sending messages via Bluetooth® to a mobile app to warn the patient when
the bag is close to full. He ran a number of clinical trials across the UK, US and India. The
device has been approved by the FDA as a Class 1 medical device and is commercially
available through 11 Health, a firm founded by Michale Seres.
https://patient-innovation.com/post/1208
Joaquina’s son, Gonçalo, suffers from Angelman Syndrome. Despite of being six and able to
walk, her son refused to stand up. One day, at a party, Joaquina Teixeira noticed that the
helium balloons on the ceiling were getting the boy’s attention, making him to try to grab
the balloons. On that very day, Joaquina put helium balloons all over her house and watched
her son jump and walk, trying to grab the balloons.
https://patient-innovation.com/node/466
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Ivan Owen, an artist who makes entertainment products, posted on YouTube a video
featuring a “mechanical hand”. A southern African carpenter, who lost some fingers while
working in his shop, contacted him and asked if Ivan could help him to design and make a
low cost prosthetic hand. Ivan accepted the challenge and started making low cost
prosthetic hands for children.
https://patient-innovation.com/post/613
Clients, audience
•
•
•

Creative patients and caregivers who want to share the solutions they made.
Patients and caregivers looking for solutions they cannot find anywhere.
Collaborators who partner with patients and caregivers to help them create new
solutions.

Position along the SI Spiral
- Changing systems.
The relationship between health professionals (doctors, nurses, etc.) and patients is
traditionally asymmetric, placing patients in a subordinate position and dependent on the
knowledge and skills of health professionals. This project gives patients and their caregivers
the power and ability to participate in the discovery of the solution and in the healing
process or treatment, balancing the balance of power in the doctor / patient relationship.
This change occurs through a global community that already involves innovative solutions
created in different parts of the world and disseminated by the different health systems. The
project contributes to systemic change because it alters the attitudes, behaviors and
responsibilities of patients and health professionals. This alteration leads to changes in the
processes and organizational structures of health, services delivery and tasks of health
institutions and linkages between the different stakeholders, including the patient
associations.
Relationship with HEI(s) (High Education Institutions)
Patient Innovation started as an academic research project at a business and a medical
school aiming at studying user innovation by patients and their non-professional
caregivers, funded by The Portuguese Science and Technology Foundation (FCT), CarnegieMellon Portugal Program and Pieter Pribila Foundation. The project was founded by
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Professor Pedro Oliveira from Católica Lisbon School of Business & Economics and Professor
Helena Canhão rheumatologist in Centro Hospitalar de Lisboa Central and Professor at the
NOVA Medical School, NOVA University, Lisbon.
Finance model and resources
Patient Innovation is a non-profit organization and the operating costs are currently
supported through research grants, philanthropy and donations from companies. The main
fund providers are the Fundação para a Ciência e Tecnologia (Portuguese Science and
Technology
Foundation),
Gulbenkian
Foundation
(Portugal), Peter
Pribilla
Foundation (Germany) and the Carnegie Mellon Portugal Program. The project is supported
by a number of distinguished individuals, including Nobel Laureate Sir Richard J. Roberts, Eric
von Hippel, Nobel Laureate Aaron Ciechanover, Katherine Strandburg, Robert Langer, and
Lee Fleming – who serve on the Advisory Board.
Methodology
1- The platform is open and free to all users.
2- Search of solutions can be done by disease, symptom, location, activity, device or
therapy.
3- Registration is only required to publish solutions in the platform.
4- The users can share the solutions and strategies or give feedback to those already
posted, by commenting and rating. They can upload pictures, documents and videos
for discussions get richer, more colorful, and more valuable for everyone.
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Products, results
1- Website and Social communication (Facebook, Twitter, LinkedIn and YouTube).
•

Easy and Intuitive Interface

Patient Innovation website allows to share text, images and videos and to collectively
comment solutions and ideas.
•

Smart Algorithms

Solutions are sorted using smart algorithms bringing new and more voted solutions being
shown on top, using inputs such as the number of comments, user ratings and sharing
activity.
•

Intelligent Language System

Patient Innovation website is in English, Portuguese and German versions and some
solutions are also translated in Chinese. This is key to overcome language barriers and
maximize the knowledge spread.
•

Secure Data

The connection to Patient Innovation is always encrypted and secure.
•

Terms of use

To enforce the terms of service, all the submitted solutions go through a screening by the
project's medical team, who check whether the submission complies with the terms and
services advertised on the Patient Innovation site. Only the validated solutions are
posted on the platform.
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2- Patient Innovation Awards
The Patient Innovation team promotes the annual Patient Innovation Awards to celebrate
the achievement and contribution of patients, caregivers and collaborators who have
developed innovative solutions in the health field. These awards provide the opportunity to
recognize any person who developed a solution to help him/her deal with a health condition
or disease and posted it on the Patient Innovation platform. The Patient Innovation Awards
distinguish innovators in three separate categories, according to their solutions’ novelty and
relation with need:
•

Patient Innovation Award – Innovation developed by a patient, improving his/her
own health condition.

•

Caregiver Innovation Award – Innovation developed by a caregiver, to help improving
the health condition of a loved one.

•

Collaborator Innovation Award – Innovation developed by a collaborator, to help
improving the health condition of someone outside the family of friend’s circle.
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In the 3 editions of these Awards (2015, 2016 and 2017) were distinguished 17 persons from
all over the world. The ceremony of the 2017 edition was held on November, 28, in Lisbon in
the context of the European Commission Conference “Opening up to a new era
of Social Innovation” and included 2 new categories: “Developing Country Innovator” and
“Patient Innovation Lifetime Achievement Award”.

Image: https://patient-innovation.com/
Impact and results
Since 2014 more than 800 solutions from more than 50 countries have been published on
the Patient Innovation website.
In February 2016, Patient Innovation was one of eleven innovations from all over the world
distinguished by the office of Prime Minister of Dubai and Vice-President of the United Arab
Emirates (UAE) featured at the 4th World Government Summit, in Dubai (February 8 –
February 10, 2016). The World Government Summit was a global event that gathered more
than 3000 attendees from over 90 countries. Patient Innovation had a prominent presence
in the summit, where a number of its solutions were on display.
Patient Innovation was one of 5 projects featured at the "Summit on Science and Technology
Enablement for the Sustainable Development Goals" (November 29, 2016) as an example of
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"Commitments to Collective Action". This was because "Patient Innovation is already
contributing to two of the UN's Sustainable Development Goals: 3- Good health and WellBeing & 9- Industry, Innovation and Infrastructure." Secretary General Ban Ki-moon (United
Nations) opened the Summit.
In December 2016 Patient Innovation won the Healthcare Startup Awards and was named
"Non-Profit Startup of The Year” by the HealthCare Startup Society.
The London Science Museum has selected this project as one of seven case studies to be
featured in the exhibition 'Beyond the Lab: The DIY Science Revolution' which opened on
July 7, 2016 and will visit 29 European countries until the end of 2018.
Overall impact
Patient Innovation is about empowering patients, caregivers and collaborators, by showing
how their knowledge and experience is valuable and can help other persons. It allows to
build a global community based on the sharing system and the user innovation in the
medical field (by individual end-users or user communities, rather than by suppliers). The
innovative solutions for health-related problems are independently developed by users or
with collaborators and not by traditional methodologies. Innovators can thus overcome the
barriers to diffusion of their solutions and be part of a large community of health innovators.

Images
https://patient-innovation.com/
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Other resources
•
•
•
•
•
•

https://www.youtube.com/channel/UCJ-ZiSuZ9CWo0_eZ68Kdg6w
https://ojrd.biomedcentral.com/articles/10.1186/s13023-015-0257-2
https://de.slideshare.net/CLICresearch/patient-innovation16464287?next_slideshow=1
https://ars.electronica.art/aeblog/en/2017/05/08/beruehrende-geschichten-eineronline-patientenplattform/
https://www.agendadigitale.eu/sanita/quando-e-il-paziente-a-innovare-la-sanita-icasi-piu-importanti/
https://forskning.no/2017/06/pasienter-lager-hjelpemidler/produsert-og-finansiertav/universitetet-i-stavanger
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