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This webinar examined how European stakeholders are using citizens and collecting their feedbacks and 

needs, particularly AHA solution providers. It also aimed to discuss good practices in this field, including 

issues regarding data ethics, and how information is used and what are the key difficulties felt in the co-

creation process. Its structure was like previous webinars, with a presentation part and an open 

moderated discussion part. 
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The session started with a presentation by Carina Dantas, highlighting the importance of data ethics. 

Carina Dantas is the CEO of SHINE 2Europe, with over 20 years-experience in the fields of health and social 

care. Among many other responsibilities, Carina is a member of the Expert Team developing the European 

Ethics framework for the ICT Profession, and Team Leader of the group of experts designing the Reference 

Guidelines in the Field of Ethics, Data Privacy and Security, contracted by the AAL Programme. 

Co creation can mean many different things and shouldn’t be reduced to asking users to test 

solutions or gathering their feedback for iterations and improvements. Companies often find 

difficult to implement co-creation in their development cycles, often relying of the expertise of 

professionals. On higher level analysis, older adults, and their family/caregivers, can be asked 

about their concrete needs, wishes and values. But the involvement of users can go much further: 

not only involving stakeholder but empowering them. This means that it should go beyond 

feedback collection. To create new and transformative solutions, all stakeholders need to be 

involved in the process, for example:  payers, regulators, and experts. This creates a complex 

system of varied stakeholders, that includes the final user in a chain of value relevant to 

understand in defining a problem, developing a solution, and then being able to upscale it. If all 

these elements aren’t aligned, the results may be low satisfaction levels among end users, low 

sales, and slow uptake of the solutions. The challenge in Europe has been exactly that – that there 

are many solutions, but they aren’t being implemented/adopted, likely due to misalignment 

between all the stakeholders. 

Ethics shouldn’t just be a check list on regulation compliance (Principles, regulations, 

international standards, and national law framework). Ethics should be about providing the best 

value possible – the best way people can live. This entails involving all disciplines - anthropology, 

psychology, sociology, economics, pedagogy, sometimes politics, and even physical and dietary 

education. This approach was used in the development of the AAL programme’s Guidelines in the 

Field of Ethics, Data Privacy and Security. Citizens should be protected, and innovators should 

develop the right products for the right reasons, bringing added value, which would increase their 

chances of market success. To regulation compliance, the notion of ethical dialog needs to be 

introduced. This means having ethics as social design: not only evaluating if an innovation can be 

harmful, but also how it can be improved, how it can grow alongside with citizens, involving a 

wide scope of stakeholders. Any digital product in AHA could then be embed in the life course of 

http://www.aal-europe.eu/wp-content/uploads/2020/08/AAL-guidelines-for-ethics-final-V2.pdf
http://www.aal-europe.eu/wp-content/uploads/2020/08/AAL-guidelines-for-ethics-final-V2.pdf
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the person. Co creation isn’t a framework, but a use case for solutions. In context, the potential 

benefits and improvements of any given solution can be debated, so that it can reach its utmost 

potential. This also means that this mentality needs to be ingrained in all stakeholders developing 

solutions, such as ICT professionals, which was translated in developing the European Ethics 

framework for the ICT Profession. For companies, it can also imply extra costs and resources, that 

would be justified by the improvements in the solution’s adoption levels. 

There are many ways to implement co creation, and one of them is emphatic design, where 

developers and researchers are brought to the user’s world, and not the other way around, by 

stepping in the user’s shoes when designing an innovation. Net4Age-Friendly was a CSA intended 

to do just that, by advocating for houses and environments that grew with people, and not by 

finding ways to make people adapt to them.  

This was followed by a presentation from Ángel Rodríguez, the Head of Digital Transformation at Atendo. 

Atendo is a company that has developed a companion robot for people with mild cognitive impairment, 

called NETA. Its design was grounded in patient involvement - for instance, NETA was developed after a 

study on cognitive therapies that proved the benefits of maintaining everyday activities for these types of 

patients. 

Atendo is a technological company from Galicia, that brought a use-case of co creation in AHA 

innovations. They believe in keeping constant communication with end users when developing 

their products, catering to their and their family’s needs. The RISING study was an example of that 

– a multi-disciplinary team that aimed to create a phone app to help elderly people perform daily 

activities, which was proven to be beneficial for their cognitive health. Family members were 

required to participate, by reporting their relative’s activities, but the participation levels were 

low in this regard. So, a new path was laid out, by replacing the inputs from family members by 

artificial intelligence – and the NETA robot was developed. Its focus are active ageing and people 

living alone. The robot allowed some level of conversation, and the users’ inputs were collected 

and analysed. This user involvement was achieved via test pilots. Unfortunately, the COVID 

pandemic brought problems, causing many volunteers to drop out of the pilots. Finding new 

volunteers was difficult, both for the robot and the app. The time spent face to face was low, and 

volunteers didn’t get enough preparation. To mitigate this, phone contacts were used as 

https://www.ict-ethics.eu/
https://www.ict-ethics.eu/
https://www.net4age.eu/
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replacement for in person contacts. This aspect of lack of interpersonal interaction was 

detrimental to the pilots. 

Nevertheless, for the users that got to use the innovations in the end, the experience was very 

positive – after contact and explanations from the developing team – and allowed to test the 

robot in real life and perform some needed adjustments in its design.  

Hence, the importance of interaction between developers and users is crucial for the co-

creation process.  

Finally, there was the contribution from Ana Vasconcelos, a scientist at Fraunhofer Portugal. She is 

currently performing research within the Human-Centred Design team. The focus of her current work is 

the development of mobile solutions for seniors, particularly user experience design and evaluation. 

 Fraunhofer has an extensive track record in longitudinal studies accompanying technology 

assessment and co-creation, that has allowed them to gather a number of practical tips that can be used 

by any type of stakeholder involved in these sorts of activities. During the preparation/kick off of the 

study it was advised to set up a network of recurrent voluntary participants, to facilitate the recruitment 

phase – using already established networks and partners can help; implement an internal gatekeeper – a 

professional whose job is creating and maintaining trust relationships with these volunteers, even when 

they are not active; taking into account regulations and ethics in recruiting users (ex: doctors recruiting 

their patients); deliver the equipment and explain what is expected during the study, in one-on-one 

sessions or workshops. Then, during the study, it is important to set up a remote (consider wi-fi 

connection in the house) or in person data collection and updates system, in real time, to ensure users 

are utilizing the system, and create a direct and personal connections, via the “gatekeeper”. After the 

study, data management and privacy measures need to be re- enforced, according to the legal 

frameworks – avoid holding on to data for longer than needed, delete the data as soon as possible - a 

factory reset of the equipment’s used, especially for apps – manage user’s expectations of ownership of 

the equipment’s used during the study (a transition period may be necessary) should be done. This is also 

the moment to reflect on the study: what went good and wat when wrong. This will allow to improve the 

overall processes. Field diaries are powerful tools in this regard, allowing to gather not only the technical 

aspects of the data collection process, but also on the psycho-social aspects of the study. The information 

presented in this paragraph is available in the following paper: 
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Vasconcelos, I. Lopes, J. Ribeiro and A. Barros, "Challenges and lessons learned from implementing 

longitudinal studies for self-care technology assessment", in proceedings ACM International Joint 

Conference on Pervasive and Ubiquitous Computing (UbiComp), 2019, pp. 893-898. 

This was followed by the moderated discussion, by professor Elísio Costa.  

The first question was the tittle of the webinar “how can we capture the real needs for citizens and society, 

since the co-creation methodology is still young and in development itself”? Bridging the gap between 

people’s knowledge on what are the possibilities of a given technology, of the solutions that have recently 

been developed, and the normal dialog, was mentioned. If these issues (AHA innovations, digital solutions, 

health technology) where more discussed in daily life, users would be more understanding of the potential 

of these products, and hence, mor inclined to adopt them. In summary, bringing more knowledge to lay 

language.  Then, regarding the difficulties on “how to involve all stakeholders, not just the users”, it was 

stated that a way was to sensitize companies that without this, their solutions would be detached from 

the market. For instance, stakeholders from insurance providers need to be involved when the solution 

requires some of its financing to co-paid by such organizations. The same goes for national social security 

services and private sector health and care organizations. A product has an ecosystem. Decision makers 

and health care professionals can be engaged by proving the value and their place in this innovation 

ecosystem, that chance can’t be pinned down to a specific type of stakeholder, but to a wider community. 

This has never been more apparent that during the COVID-19 outbreak. These multidisciplinary groups 

need to routinely engage in the ethical dialog that was stated before. Another aspect to take into 

consideration is that no sample of users will be representative of the overall population (ex: national vs 

international comparison, active tech savvy older adults vs dependent institutionalized older adults). A 

very careful analysis of the samples is needed to assess which types of variables could be influencing the 

study’s metrics. A level of bias, from recruitment continence, will always exist. Nevertheless, it’s important 

to attempt to have a varied sample, to cover the expected segments of any given user population. 

Then, a chat question for Ana: “Is your “internal gatekeeper” a permanent employee and, if so, how is 

she/he employed and through what source? Have you found difficulties in maintaining such an employee 

on board during the COVID-19 crisis (since Jan 2020)?” The internal gatekeeper is a permanent position, 

a contracted researcher. That person may also work in other projects if needed. COVID-19 even increased 

her workload with calls and workshops, more with institutions that individual people. Also asked was “NHS 

England use announced that the use of its apps went up from around 2 million to 20+million (of all ages, 
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obviously). What do people think about focusing on ‘younger’ older people or adolescents/young 

people?”. The answer was that they (Fraunhofer) are already focusing on younger “older” people, because 

they will be the “seniors of the future”. If they are developing something to be ready in 10 years, testing 

it on 80-year-olds may not be the best approach. They focus on younger generations, but generally 

younger people, except in certain contexts.  

Finally, it was asked that if “During co-creation, do users have the same behavior as in real life?” There is 

always some change in behavior, that can be ameliorated by using larger samples. Also, maintaining a 

relationship with users after the project allows for them to provide more “accurate” feedback later, when 

they feel they are no longer being formally observed. Not just listing, but also observing users during these 

interactions helps contextualize them and collect even more valuable contextual data. Having a stable 

group of users that are used to this type of settings – working with technology and participating in testing 

and co-creating activities – is another beneficial setting. This diminishes user anxiety during the testing 

process, for example, and allows them to provide feedback on platforms that they are already familiar 

with.  

 

 


