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The Participatory Patient Tariq Andersen Dept. of Computer Science – University of Copenhagen Njalsgade 128 bldg. 24 5th floor, 2400 Copenhagen S, Denmark [email protected] In this paper I introduce the notion of the participatory patient with the purpose of highlighting consequences of letting patients not only design but also use the prototype. As such, the participatory patient plays out and shapes the intimate relationship between current and future patient work.



ABSTRACT



This paper introduces the concept of the “participatory patient” as a vehicle to promote attention to patients‟ dual enactment of participation on participatory design (PD) projects in healthcare. By an empirical case-story from an ongoing PD project in healthcare, I illustrate the relationship between a patient‟s work on the project as a co-designer and his work of being a patient using a prototype. I conclude by arguing for the importance of being aware of the ways in which patients inscribe patient work and non-work and thinking of what kind of working or non-working patients it implies.



BACKGROUND



For the purpose of examining the relationship between patient involvement in healthcare with their participation on a PD project I review participation according to how patients are involved in their disease, what they do to manage it and by which means they succeed in doing so. I end this paragraph with a brief introduction to PD‟s attitude towards user participation.



INTRODUCTION



The role of patients as active participants in healthcare has since the beginning 1990‟s been subject to increased attention in healthcare practice, education and research (Funnell and Anderson, 2003; Salmon and Hall, 2004). The discourse resolves around the patient as an active agent in managing illness and healthcare and posits the active involvement in treatment procedures as generating greater improvement in health and patient satisfaction (Street Jr, et al., 2005). Patient empowerment has been the overarching concept of the patient-centric healthcare philosophy. The idea of empowering patients aligns very well with the theoretical and political foundation of PD. Strategically, PD is guided by two types of values; a) the ambition to democratize the workplace by considering proper conditions for user participation and b) ensuring participants‟ existing skills or tacit knowledge as a resource in the design process (Ehn, 2008).



One strand of research in medical care and patient education concerns the relationship between physician and patients. In some studies this relationship is examined as a co-located phenomenon with a focus on the clinical setting and the characteristics of the dialogue (Street Jr, et al., 2005). Active forms of patient participation are represented by the patient communication behavior: Asking questions, expressing concerns and being assertive. Street and others argue that patients in this way interject their perspective into the interaction and that it can have a powerful influence on the physician‟s behavior and decision making. According to Roter (2000) it is the medical dialogue through which patients‟ values are explicitly exercised in the relationship-centered medical paradigm. Unruh and Pratt (2008) describe in what many ways patients participate in their healthcare by doing invisible but yet important work. They show how one cancer patient becomes a de-facto medical information courier from one institution to another whereby bridging interinstitutional care. They introduce the concept of “state awareness” to accentuate how cancer patients struggle to obtain information about their current health status. The lack of information stimulated emotional distress, especially when information was expected. The patients in the study responded in ways that put a pressure on healthcare staff resources and created inefficiencies at the treatment center.



On the CITH-project (see acknowledgements), from which I report, we involve a group of heart patients in a diverse set of design and use activities. Through a modified version of collaborative prototyping (Bødker and Grønbæk, 1992) we prototype several versions of a web-based personal health record. As a means to ground the design in the patients‟ health related activities we take great effort in not only letting them design features of the prototype directly but also indirectly by studying their work of being patients with and without the use of prototype. In this way we ensure that they and we get to experience the prototype as integrated in their healthcare and actual use. Bødker and Grønbæk (1992) call it envisionment and argue for the opportunity to uncover unarticulated aspects of users' work and dynamic aspects of the future application.



In the same line of research, Oudshoorn (2008) similarly builds on Star‟s, Strauss‟ and others‟ (Star and Strauss, 1999; Strauss and Fagerhaugh, 1997) framing of patients‟ invisible work. In doing so she develops the concept “diagnostic agent” to capture the new type of invisible work that heart patients get to do with the introduction of new telemedicine applications. By a case study of heart patients‟ use of an ambulatory ECG recorder in the Netherlands she foregrounds how this reconfiguration produces patients that are more active and



Permission to make digital or hard copies of all or part of this work for personal or classroom use is granted without fee provided that copies are not made or distributed for profit or commercial advantage and that copies bear this notice and the full citation on the first page. To copy otherwise, or republish, to post on servers or to redistribute to lists, requires prior specific permission and/or a fee. PDC‟10, 29-NOV-2010, Sydney, Australia. Copyright 2010 ACM 978-1-4503-0131-2/10/0011…$10.00.



151



responsible participants in the diagnosis of their heart problems. Such a perspective is pertinent to sociologists of science, technology and society studies (STS). Researchers herein have demonstrated how delegation of work is a major characteristic of the introduction of new technologies and how it often leads to redistribution rather than a reduction of work. This kind of patient work could be categorized as “homework” (Grøn, et al., 2008) which in turn emphasizes changes in the organization of healthcare. Self care and monitoring at home necessarily creates a paradigmatic shift towards increased patient responsibilities and demands on their management of homework and the implications it has on their social commitment.



work and future work. Use therefore translates to the participating patients‟ actual work using the prototype. Design translates to the patients‟ explicit prescriptions of work or their implicit prescriptions in the shape of our translated descriptions of acts. As a way to investigate the relationship between patients‟ work of participating in their treatment and the work they do on the project I will use Redström‟s terminology as a structure to present the empirical case of a participatory patient, MR. Norman.



In PD the concept of the participant, or many times the user or worker, has its roots in a political marxist democratic ideal. The classic strand of PD advocates full participation from the users i.e. the requirement of training and active cooperation (Greenbaum and Kyng, 1992). Kensing and Blomberg (1998, p. 173) illustrate participation on PD projects as a spectrum where participants in the one end is limited to “[..] providing designers with access to workers’ skills and experiences. The workers have little or no control over the design process or its outcome”. In the other end of the spectrum participants take active part in analysis of needs, design, selection, evaluation, and implementation. Participation on PD projects differs tremendously but active work by the users, workers or patients is a premise for both design and research.



Case introduction: Mr. Norman, aged 65



THE PARTICIPATORY PATIENT



In what follows, I develop the notion of the „participatory patient‟ from an empirical case of Mr. Norman, age 65 (anonymized). He is a heart patient with an ICD (advanced pacemaker) who participates on the CITH project. Mr. Norman is in many ways an ordinary 65 year old man who lives with his wife on the top floor of a well maintained apartment building in central Copenhagen. He is employed as a senior chief in a government agency, has two adult children and occasionally plays an 18 hole round of golf with his friends (information from logbook entries in the prototype, April 2010). After a match of golf in 2005, where he could not carry out all holes, and after a few nights, where he had to sit up on the couch to get up, his doctor admits him to the hospital with suspicion of blood clot in the lung. Soon after he is diagnosed with a heart disease and gets a modern ICD device implanted. The device is part of a telemedicine practice, which enables Mr. Norman to transmit ICDmonitored data wirelessly to the bioanalysts for ICD data interpretation at Copenhagen University Hospital‟s Heart Centre (telemedicine setup). At the same time he receives medical treatment at another local hospital.



METHODOLOGY



As a strategy for extensive user involvement on the CITH project we apply prototyping as a way to explore by intervening in the space of problem and solution of patients‟ and their healthcare professionals‟ everyday practices. On the project, the patients design either explicitly or implicitly. Either they a) co-design and directly shape functionality of the prototype or b) they use the prototype as part of their treatment, which we, sometimes in collaboration with the patients, translate by analysis and design and implement in the prototype. This iterative move between design and use necessarily makes the participating patients as co-interpreters and creators of (a new class of) patient work. Before use, they and we, together and separate, inscribe some notion of intended use by designing. At this point the definition of patient work is not enacted but is merely a prescription of what work the patient might do. After design, or when the participating patients use the prototype as part of their treatment, a description, as opposed to a prescription, of patient work is enacted.



Four years later Mr. Norman accepts and takes part on a PD research project, CITH, where he, besides doing patient work as usual, engages in various activities of design and use of a co-developed prototype. The prototype under development is essentially a webapplication through which the participating patients can communicate with healthcare professionals and other patients, keep track of health related appointments and access various forms of information related to their disease and health status. In medical informatics similar applications are often discussed under the name of a personal health record. In the following I will present design and use of three types of functionality being what we call „Logbook‟, „Transmission‟ (of ICD data) and „Medical Consultation‟. These functions are integrated with healthcare professionals‟ work practice. Conceptualizing patient work through design



After early participant observations of medical consultations, interviews with patients in their homes and three design workshops, we designed and developed functionality in the first version of the prototype, which twelve patients (including Mr. Norman) used in respectively eleven and fourteen weeks. We then visit Mr. Norman in his home, review his past use of the prototype and co-design new functionality of a second version of the prototype. Among other things, he describes his



Redström (2008) speak of this relationship as acts of defining use. He differentiates between „defining use through design‟ and „defining use through use‟. He makes the distinction to argue in favour of questioning how and when use is defined instead of who i.e. the user or the designer. In the following case, I take on Redströms argument, moderated for the purpose of illustrating when and how a patient enacts the relationship between current
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stand up from sitting ●My fatigue (I fall asleep easily if I'm "just sitting" in a chair) ●Is my case hereditary (I have two sons at 37 and 35 years - and grandson - soon grandchildren)?” (Logbook, April 2010).



practices around medication and explains: “[…] I always need to bring my own list of medication because they [the healthcare professionals] never have an updated list of what medicine I take” (transcription of co-design session, February 2010). He also adds to a discussion about a possible medicine list in the next version of the prototype: “[…] Yes, a medicine list in [the prototype] would be really good because then I can just refer to it online and I don’t need to worry about remembering the newest list […]” (ibid.). As a participatory patient Mr. Norman describes his contemporary work of keeping an updated list of medicine and emphasizes the importance for it to be sharable with the healthcare professionals who treats him. He explicitly contributes to the re-design of a future socio-technical practice in which his work of informing about his medicine becomes partly delegated to information technology.



At the consultation the next day the cardiologist spend a minute reading Mr. Norman‟s medicine list and questions on a printout. The consultation begins and a couple of minutes into the dialogue the cardiologist looks at the printout and says: “I have the list here.. There are at least something with some symptoms, something with some tugs, dizziness and fatigue. And I would say, let's take it at the same time because they belong together” (transcription of video of medical consultation, April 2010). In this example Mr. Norman‟s work of preparation by writing a list of questions prove to take on a central role in shaping the meeting. Throughout the consultation the cardiologist uses the list to talk about Mr. Norman‟s questions because, as the cardiologist explains later, to make sure that he gets around all of Mr. Norman‟s issues. The cardiologist moreover makes use of the Mr. Norman‟s list by reading the printout while dictating a resume for the hospital‟s medical record.



Later in the same session we discuss how Mr. Norman could take on a more active role when making an ICD transmission. The idea we present to him is similar to the sharing of the medicine list in that Mr. Norman potentially would write down experienced symptoms, select appropriate medical categories and ask questions when he makes a transmission of ICD data. He adds to our design proposal: “But, then it [the reply area from the Heart Centre in the prototype] should be connected with what you write over there [text input area in the prototype] – because if I write something as for instance a question and say: “The 16th I had such and such or something I did not understand, then I would probably expect an answer on that matter”(ibid.).



In relation to a transmission of ICD data to the Heart Centre Mr. Norman uses the prototype to comment on his health situation, create a medicine list and ask questions to the bioanalyst at the Heart Centre. He makes a transmission and logs in to the prototype where he indicates that there are changes in his health status. He describes his interpretation of own condition and asks whether it is correct that he experienced an episode on [exact date].



Here Mr. Norman adds a layer to the design of the prototype by spelling out his expectations of receiving improved information on his health status. In the conversation he explains what qualities he sees in making the transmission into a dialogue where he has the possibility to question and describe symptoms and experiences and in return get a more informed answer of the ICD data interpretation. In short, he negotiates possibilities of and prescribes a more active patient by explicitly asking for possibilities for more informed communication when he makes a transmission.



The following day the bioanalyst at the Heart Centre investigates the ICD data while Mr. Norman is at work. When combining her interpretation of the data with Mr. Norman‟s comments she decides to dictate a reply to him using the prototype. She explains to Mr. Norman that the ICD has recorded one episode on [exact date]. Some days later, Mr. Norman explains in a logbook entry how he correlated the time of the ICD device‟s recorded episode with an incident where he was asked to “give it all you got” in a cardiac stress test in another research project. To this he notes in his logbook: “This is therefore a situation where I gave myself physically to the fullest. [The physician] said that I could safely engage in physical exercise. The question now is: Can I?” (logbook entry in the prototype, April 2010). This response shows how the advent of improved state awareness has created more work and worrying for Mr. Norman.



Conceptualizing patient work through use



After the co-design session with Mr. Norman and various other design and analysis work we include a way for patients to communicate experienced symptoms and questions in relation to a transmission (of ICD data) and a medical consultation. Included herein is a sharable version of patients‟ own medicine list. We agree with his Mr. Norman‟s cardiologist at the local hospital to try out the „Medical Consultation‟ functionality and with the bioanalyst at the Heart Centre to try out the „Transmission‟ module. The evening before the medical consultation at a local hospital Mr. Norman logs on to the prototype, corrects and “approves” his medicine list by clicking the Approve-Medicine-List button. He also writes questions for the cardiologist in a short and listed format and confirms his preparation: “My general condition ●what can I do in the future? Golf, gym, etc. ●My chest pain, see the logbook note dated 10.3.10 ● The "tugs" I experience, the same note. ●Dizziness, when I



DISCUSSION



By letting Mr. Norman enact the relationship between design and use, he directly and indirectly participated in inscribing the work of an active and involved patient. He has negotiated a different means of asking questions, expressing concerns and being assertive in medical consultations. Mr. Norman has succeeded to create a way to obtain increased state awareness of his ICD and developed a way to remotely share his current medicine list. In short, he has actively inscribed an active participating patient into the workings of the prototype.
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What the case does not reveal, is the application of the prototype over a long period of time. As demonstrated, actively participating patients, such as Mr. Norman, are empowered by the tool in some ways. But what the prototype does not prescribe is non-work or non-use. This, I would argue, is another means of empowering patients – to take into consideration and inscribe means for patients to be less active and participating patients. CONCLUSION



By the case of Mr. Norman I illustrated the ways in which a patient on a PD project, directly and indirectly, participated in inscribing an empowered patient. Increased involvement in his healthcare implied more homework and different kinds of patient work surfaced. A demand of more diagnostic skills and increased responsibility moreover became apparent in the workings of the prototype. As a concept in PD, the participatory patient should promote attention to patients as particular users or workers and force organizers of PD projects in healthcare to think of how and what kind of participation the involved patients collaborate in inscribing. ACKNOWLEDGEMENTS
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