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The ‘moral basis’ of PD

Fundamental principles underlying PD:

Recognizing that those who do a particular activity know most about how it gets 
done

The importance of mutual learning and the development of shared understandings 
between designers and other participants

The need to involve multiple voices and equalize their expression, of ensuring active 
and emancipatory participation, of taking a stand

Working with participants to represent their own actions – both current and desired 
future actions

Recognizing that design will always be completed in use. 

‣About ethics

‣Ethical issues of working with 
users

‣Ethical issues of technology design 
in and for use



About ethics

Ethics or moral philosophy
- How we should live to live the good life (what is the good life?)

- What kind of society we should have (how to distribute goods and burdens?)

- How we should treat others?

Theories/methods for solving particular moral problems
‣ Principled philosophical approaches: 

- Utilitarian (Mill: greatest happiness principle, consequences of an act)

- Deontologist (Kant: categorical imperative, moral duty)

- Virtue theory (cultivation of the character of individuals) 

- Common morality pluralist view based on principles such as autonomy, justice, beneficence, and non-
maleficence

‣ Feminist critique – ethics of care – paying attention to real contexts in which moral decision-making takes place

‣ Empirical ethics – supplements ethical theorizing with empirical, social scientific study

‣ Biomedical ethics as an example of applied ethics: 

- How to appropriately deal, for example, with claims derived of the principles of autonomy, promoting good, 
avoiding harm, allocation of benefits and burdens when, for example, evaluating ‘new’ technology supporting 
heart transplants?.

‣ Theories representing an absolutist or relativist view of morality:

- ‘Relativism is the perfect mirror twin of totalization in the ideologies of objectivity; both deny the stakes in location, 
embodiment, and partial perspective; both make it impossible to see well’ (Haraway 1988, 584). 



Practical, situated ethics
‣ Criticism of the principled philosophical approach to ethics-in-practice as assuming common moral 

intuitions – multiple cultural and religious traditions.
‣ Day-to-day ethical issues can rarely be phrased in the form of a dilemma
‣ Microethics (Komesaroff) – complex dynamics which unfolds in everyday situations between actors, such 

as doctor and patient, nurse and management, clinical personnel and technical support/vendor. 

Narrative ethics (Hall 2002) 
‣ Puts imagination and interpretation at the center of ethical decision-making - constructing and telling 

one‘s own story and comprehending the story of the other
‣ The imaginative capacity is revealed in the images, metaphors, and symbolisms the narrator uses, as well as 

in the small details s/he fills in.
‣ Narrative ethics and arguing on the basis of rules and principles are not mutually exclusive but can 

complement each other.

‘Clinical pragmatism’- protocol for ethical case deliberation (Steinkamp and Gordijn 2003)
‣ Requires ‘contextual factors’ to be taken into account - the perspectives of the other professional groups 

as well as their contributions to care giving”. 
‣ Narrative elements, representing moral intuitions and stories are to be included
‣ Institutional policies have to be examined. 
‣ PD fits well into this tradition - it builds its own cases for bringing out issues of use and examining 

openings into the future



Ethics and Technology

‣Hans Jonas: 'The Imperative of Responsibility: In Search of an Ethics for the Technological 
Age' (1979)

‣Argued for the ethical importance of finding ways to better predict the effects of new technologies as a 
way to strengthen and improve our decision making about their design and use: 

- 'the indefinite future, rather than the contemporary context of the action, constitutes the relevant horizon 
of responsibility. This requires imperatives of a new sort. If the realm of making has invaded the space of 
essential action, then morality must invade the realm of making, from which it had formerly stayed aloof ...' 
(Jonas 1984: 9). 

‣Technology design as becoming increasingly embedded

- in the technology itself and the social and organizational protocols surrounding its use

- in the specific embodied histories, capacities and social identities of particular people. 

‣We can recognise that some solutions to design problems are better than others because they enable 
human action differently. Some solutions enhance the possibilities for human agency, others diminish it. 



Ethical issues of working with users



Who do we engage with in PD?

‣Community projects, complex, highly politicized contexts

“those who are younger or very old, female, of low status groups 
and/or poor, deprived, disabled and weak will tend to be left out 
unless care is taken to find them and bring them in” (Chambers 
1999)

‣ Issue of “voluntary and unconstrained participation” (Byrne & 
Alexander 2006) - how do we find participants in a community 
project?

‣ ‘Right to participate’ may be limited by political power, 
organizational and professional boundaries

e.g. Collaborative urban planning (Wagner et al. 2009)

‣ ‘Norms of deliberation are culturally specific and often 
operate as forms of power that silence or devalue the speech 
of some people’ (Young 1996)

‣Distinction between ‘representatives and 
constituencies’ (Pedersen 2007) - ‘double loyalties’ (e.g. the 
need to demonstrate ‘promising results’)

Is giving voice to marginalized people or people who inhabit 
residual categories a moral obligation of Participatory 
Designers?

Cambodian children with prosthetic legs (Sofia 
Hussein 2010)

A boy (Vannak) wrote that he would like to 
have a prosthetic leg that:
. Has a big enough foot
. Has the appearance of a living leg
. The liner soft and thicker than now
. The outside socket is not too tight
. From the ankle down please make it like a natural 
foot.’



How do we engage with participants?

‣ Sharing of responsibilities and trust building as a matter of ‘practical politics’ in a PD project (Büscher et al. 2002)

- Prerequisites: membership, space for imagining, willingness to make a project work

‣The need for ‘informed consent’

- Project outcomes usually open, a project may fail

- Sensitive issues may arise

- Handling conflicts between perspectives and loyalties may need to be addressed

- Vulnerable and frail participants (children, people with disabilities, refugees, etc.)

‣ Example 1: Designing a tool for severely ill children to express their feelings (Bratteteig et al. 2010)

- Healthy children as substitute - their input was used as an inspirational resource rather than a ‘serious’ design 
option

- Ill children were protected , their perspectives and experiences excluded

‣ Example 1I: Testing of toilet facilities for people with disabilities

- How to deal with sensitive topics, avoid risk of embarrassment, how to ensure safety in the test situation, etc. ?



How do we represent participants and their work?

‣The production of representations is critical to PD

‣Example: Litigation support in a law firm (Blomberg et al. 
1996)

- The politics of systems design: work of coding as invisible to 
lawyers in the firm

- Problematic distinction between routine and knowledge work

You have, you know, 300 cartons of documents and you tear through 
them and say, I'm going to put Post-Its on the ones we have to turn over 
to the other side. And then, ideally, you hire chimpanzees to type in From, 
To, Date.  And then, ideally, you then have lawyers go through it again and 
read each document, with their brain turned on.

‣From the point of view of ethics

- Engage with users as co-producers of representation 

- Focus attention on parts of the work that may be invisible

- Question grown practices of sorting and explore ‘residual 
categories’ (Star and Bowker 2007)



Ethical issues of technology 
design in and for use



An ethical view onto IT design in support of work 
practices

‣How to represent the work - the problem of 
(in) visibility 

‣Will the design result increase the ‘power to’ 
of users?

‣ Is the system configurable to (changing) user 
needs?

‣Whose work? At the expense of what? E.g. 
data input in support of ‘secondary users’ in 
health institutions

‣ In general 

-Improving working conditions?

-Helping management to increase pressure 
on employees? Nursing classification system developed ‘bottom-up’ 

(Bowker & Star 1999)
- Category ‘Humour’:  aspects of work made visible 

that are highly personal and contingent
- What to make visible and in which ways?
- What is not made visible does not ‘count’



An ethical view onto home care technologies I

Bringing (medical) care to the home - problems of 
responsibility, accountability …

- ‘One’s home as the place where people feel best’ - would elderly 
people really want to receive blood transfusions and chemotherapies 
at home (Ruddick 1994)? 

- Which aspects of a task can be entrusted to technologies or to 
informal caregivers? 

- How does life change, not just for the patients, but also for their 
informal caregivers? 

- But also: how to identify and deal with potentially problematic 
personal dependencies

- Under which circumstances may informal carers initiate measures 
that are legally reserved to physicians? 

- To what extent can informal caregivers be held accountable for the 
consequences of errors when interpreting and operating complex 
technologies?’

- How to deal with low levels of education, anxiety, and physiological 
depression which may deter patients from benefitting from AT? 

Source: Opinion of Austrian Bioethics Commission on Assistive 
Technologies (2009)



Supporting independent living at home ….

‣ Support cognitive, mental and motoric resources 
of people (mastery) instead of ‘automating them 
away’

‣ Support configurability to (changing) needs

‣ Integrate with/embed in people’s spaces and 
routines

‣ Make technologies ‘transparent’ (easy to 
understand)

‣ Respect users’ autonomy, motivate them as an 
individual

‣ Avoid reducing issues such as patient safety to 
machine-based surveillance

‣ Take care of new dependencies of providers, 
maintenance people, call centres, etc. 

‣ and so forth

Drug intake:
Gap between everyday practices of 
remembering and computer-support 
requiring abstraction(Palen/Aaløkke, 
2006)

An ethical view onto home care technologies II



Empirical findings

‣ Most users younger, better educated; people with chronic conditions; women

‣ Consulting the Internet happens mostly in the context of a visit to the doctor

‣ Some users are looking for medical ‘facts’, others (predominantly women) are interested in support for 
coping with a disease in every-day life

‣ Online fora and blogs encourage people to share personal stories that help them and others to cope with 
difficult circumstances

‣ Clearly problematic online fora, such as pro-anorexia websites 

‣ Many doctors rather skeptical or negative towards the opportunities Internet use offers to patients

‣ Special problems, such as lack of counselling/competent interpretation of results of genetic testing

‣ New possibilities: citizen science 

Source: Opinion of the Austrian Bioethics Commission (2015)

Participative medicine and the Internet





Ethical issues
‣Empowerment versus Self care

-Empowerment as stressing the expert status of patients -  declaring patients to be experts bestows 
upon them the responsibility for self-care and implies this to be societally desirable

- If initiated and chosen by patients themselves, empowerment can improve their quality of life and often 
make healthcare more efficient.  

- If you are responsible for self-care but do not have adequate resources, this will make you powerless

-Potential transfer of responsibility from public healthcare systems to the individual (Example UK) 

‣Access
-To do with language, culture, Internet literacy, income …

‣Data quality

-Accuracy and (in) consistency of information online

-Trustworthiness

As visitors rarely enter websites via the start page (where the provider is identified), they often fail to see who is 
behind the site – this is yet another reason why they do not pay much attention to information about the provider 
or any quality labels (Mager 2010, p. 12).

‣Hotlines und sensitive health problems (abuse, HIV, etc.)

-To do with how to preserve confidentiality; ‘scripted interactions’ that make a conversation difficult; etc.



Data protection, surveillance and monitoring

‣ Problems of monitoring in ‘ubicom’ environments - ‘classic’ data protection issues

- Non-authorized access - conflict between data security and ease of use

- Patients/workers cannot control monitoring (e.g. lack of education, dementia, lack of transparency, configurability)

- Unnecessary capture of data that are not (clinically) relevant

‣ Wearable devices - problems of visibility in public spaces (e.g. unintended consequences of sound script of 
ECG recorder):

I do not like it that it makes such noise. Sometimes you really think should I make an ECG here? You walk in busy streets and 
you think, let me wait until I am home again. But then it is actually too late again. During the recording you hear wiew … wiew 
… wiew'.  You hear your heartbeat as it were, but pretty loud. Everybody can hear it. Therefore you do not walk at ease there 
anymore. If it would not make such a noise I would use it more frequently. I do not want to walk in the supermarket with such 
a siren. (Interview, man, age 28 years).  (Oudshoorn 2011).

‣ Data protection challenges of the Internet
- Many websites sell the search terms and personal information of their users to third parties, often privately 

owned companies which use these data for marketing purposes or re-sell them 

- Technically speaking, patients enter their data themselves and thus seem to provide them ‘voluntarily’ (e.g. 
PatientsLikeMe) 

- The potential utility that using these services has for patients

- Examples: patients provide information on the course of a disease or treatment for the purpose of quality 
control; data on Twitter (twitter.com) being analysed by epidemiologists and other health researchers; 
researchers recruiting respondents and study participants for medical research or to advertise a healthy lifestyle

- Suggested solutions: enable patients who wish to do so to make their data available to research projects for 
public benefit, e.g. via cooperative data repositories



Conclusions

‣Ethical analysis in PD

- How to ‘act well’ in new situations involving new technologies, new objects of design and new contexts

‣Key issues

- Achieving a participatory design result

- Overcoming ‘ironies of automation’ by providing support for mastery and learning

- Embedding technologies in use practices

- Providing transparency and configurability

- Dealing with issues of autonomy and responsibility

- Balancing individual needs and rights with collective benefits and duties

- Managing the tension between utility and need for privacy and confidentiality

‣Strengthen ethical case discussion

- Develop a corpus of cases to be used in design planning and design thinking

 

‣Broaden strong focus on technology design so it can drive the human-centred design of social 
change


