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Abstract 
Home-based care (HBC) delivers medical and care services 
in patients’ living environments, offering unique opportuni-
ties for patient-centered care. However, patient agency is of-
ten inadequately represented in shared HBC planning pro-
cesses. Through 23 multi-stakeholder interviews with HBC 
patients, healthcare professionals, and care workers, along-
side 60 hours of ethnographic observations, we examined how 
patient agency manifests in HBC and why this representa-
tion gap occurs. Our findings reveal that patient agency is not 
a static individual attribute but a relational capacity shaped 
through maintaining everyday continuity, mutual recognition 
from care providers, and engagement with material home 
environments. Furthermore, we identified that structured doc-
umentation systems filter out contextual knowledge, infor-
mal communication channels fragment patient voices, and 
doctor-centered hierarchies position patients as passive recipi-
ents. Drawing on these insights, we propose design considera-
tions to bridge this representation gap and to integrate patient 
agency into shared HBC plans. 
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1 Introduction 
Home-based care (HBC) represents an integrated approach 
that delivers medical and care services within patients’ famil-
iar home environments, specifically targeting individuals who 
face difficulties accessing hospital or institutional care due to 
cognitive or physical limitations [27]. By operating within pa-
tients’ living spaces rather than clinical settings, HBC naturally 
accommodates individual characteristics, living environments, 
and social networks, offering unique opportunities for patient-
centered care (PCC) through continuous connections within 
care networks [39]. 

Given the nature of these services, HBC recipients are 
predominantly older adults with multiple chronic diseases 
(e.g., hypertension, diabetes) or disabilities (e.g., dementia, 
spinal cord injury) [20, 66, 83]. HBC has demonstrated vari-
ous positive health outcomes, including improved medication 
adherence, chronic disease prevention, and reduced depres-
sion [8, 22, 25, 59, 76]. Building on these advantages, many 
countries are expanding their HBC services as populations 
age and the number of patients with multiple chronic diseases 
and disabilities continues to grow [40, 41, 56, 60]. 

HBC extends beyond the delivery of medical services, func-
tioning as a sociotechnical practice that negotiates treatment 
and care into patients’ daily lives [58]. In this situated context, 
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patients are not passive recipients of clinical interventions but 
active agents whose capacity to shape care is co-constructed 
through their domestic environments and relationships with 
care providers [75]. Accordingly, rather than viewing patient 
agency through the traditional lens of individual decision-
making capacity, it can be understood through a care ethics 
perspective as a relational process of navigating interdepen-
dence to preserve identity [62, 85]. Therefore, to realize a truly 
PCC, it is vital to examine not only how this agency is ex-
pressed but also how it is mediated or obscured by the care 
networks [23, 24, 54]. 

Prior HCI research has extensively examined the sociotech-
nical dimensions of healthcare, investigating how coordination 
artifacts mediate clinical work in hospitals [6, 77] and how do-
mestic technologies reconfigure care relationships in the home 
[9, 86]. Building on this foundation, scholars have proposed 
designs to support communication and mutual understand-
ing among care stakeholders [37, 88, 91]. However, existing 
studies have yet to fully address the distinct infrastructural dy-
namics of HBC, where professional medical protocols intersect 
with the personal lifeworlds of patients. Specifically, there is 
limited empirical insight into how the distributed information 
practices of these multi-stakeholder networks systematically 
structure and potentially constrain the visibility and legiti-
macy of patient agency. 

With this background, we aimed to understand how patient 
agency manifests in HBC networks. We conducted 23 multi-
stakeholder interviews with HBC patients, healthcare profes-
sionals, and care workers, along with 60 hours of ethnographic 
observations. Our findings reveal that patient agency in HBC 
operates as a mechanism to preserve a sense of self within de-
pendence, relying on mutual recognition from care providers 
and the material home environment in mediating agency. Si-
multaneously, we found critical barriers where intimate rela-
tionships sometimes created tensions that constrained expres-
sion. Furthermore, current sociotechnical infrastructures of 
HBC reproduced doctor-centered power dynamics, creating a 
representation gap in which patient inputs were systematically 
filtered out of shared care planning. 

This study contributes theoretically and empirically in three 
ways. First, we reveal and articulate a relational account of 
patient agency specific to HBC contexts, demonstrating how 
HBC patient agency is co-constructed through maintaining 
everyday continuity, achieving mutual recognition, and engag-
ing with material home environments. Second, we introduce 
the representation gap as an analytic construct that reveals 
how information practices and relational dynamics in HBC 
networks systematically filter patient expressions. Third, we 
derive design considerations that operationalize these insights 
to bridge the representation gap in HBC coordination. 

2 Related Work 
In this section, we situate our work within two intersecting 
domains essential for understanding the dynamics of patient 
agency in HBC. First, we examine the conceptualization of 

patient agency within the HBC context, tracing the shift from 
traditional individualistic definitions to relational frameworks 
in care ethics and HCI that view agency as co-constructed 
through social and material environments. Second, we analyze 
the role of information practices and coordination artifacts in 
distributed healthcare networks, exploring how documenta-
tion and communication infrastructures mediate the visibility 
and legitimacy of patient perspectives. These bodies of work 
provide a theoretical foundation to understand patient agency 
not as an inherent trait, but as a capacity constituted through 
the complex interplay of relationships, domestic spaces, and 
sociotechnical systems. 

2.1 Patient Agency within the HBC 
Contexts 

HBC is an integrated care model in which patients receive 
medical and care services in their own homes [27]. Globally, 
HBC is expanding primarily for elderly individuals with mo-
bility limitations, chronic disease patients, people with disabil-
ities, and end-of-life patients [40, 41, 56]. Previous research 
on HBC presents consistent evidence that HBC contributes 
to improved medication adherence [22], chronic disease pre-
vention [8], nutritional status improvement, and depression 
reduction [25, 59, 76, 92]. At the same time, HBC can reduce 
overall healthcare costs and achieve significantly higher pa-
tient and family satisfaction compared to institution-based 
care [11, 57, 84]. 

The most distinctive characteristic of HBC is that care is 
provided in patients’ homes, which are not merely physical 
places but lifeworlds where patients’ identities, values, and 
lifestyles are embodied [58]. This spatial characteristic trans-
forms care and medical practice from episodic encounters into 
ongoing work situated within patients’ daily routines, social 
relationships, and material environments [3, 50]. Unlike in-
stitutional settings, these sustained, context-rich interactions 
create conditions where patient agency becomes more visible 
and consequential, as care networks continuously navigate 
patients’ preferences, priorities, and everyday practices [29]. 
Understanding how patient agency is expressed, recognized, 
and integrated within HBC environments therefore becomes 
central to realizing truly patient-centered HBC [23, 24, 54]. 

Broadly, agency refers to the capacity to control one’s ac-
tions and shape the surrounding world [5, 33]. In healthcare 
contexts, patient agency is typically defined as the ability of 
patients to make decisions regarding their health, weigh treat-
ment options within the context of their lives, and actively 
shape their care pathways [75]. This conceptualization draws 
primarily from individualistic frameworks that position inde-
pendent decision-making capacity and self-determination as 
the cornerstones of agency [79]. From this perspective, agency 
is viewed as an inherent attribute of individuals, exercised 
through rational choice and autonomous action [1]. 



Understanding Agency of Home-Based Care Patients CHI ’26, April 13–17, 2026, Barcelona, Spain 

However, this individualistic framing has faced challenges 
when applied to care contexts where patients experience phys-
ical or cognitive constraints [12]. There is concern that posi-
tioning independence as a prerequisite for patient agency may 
inadvertently frame vulnerability and dependence as deficits, 
which may diminish one’s capacity for meaningful participa-
tion in care [13, 31]. 

Drawing on a rich tradition of feminist scholarship, care 
ethics reorients this conventional understanding of patient 
agency by centering interdependence and relationality in the 
practice of care [34]. Rather than viewing patient agency as 
individual self-sufficiency, this perspective understands it as 
emerging through ongoing negotiations and mutual depen-
dence within networks of care relationships [62, 85]. Accord-
ing to Tronto [89], care is understood not as a unidirectional 
provision of services but as dynamic work involving multiple 
dimensions: recognizing needs, taking responsibility, provid-
ing care, and responding to the care process. This view extends 
further to recognize that patient agency is co-constructed 
through care relationships with human and non-human stake-
holders, such as care participants, technologies, and their liv-
ing environments [65]. 

The relational understanding of patient agency has found 
productive application within HCI/CSCW research, where 
scholars examine how technologies and care relationships 
shape the conditions under which patient agency is expressed 
and recognized. Research in domestic care settings has re-
vealed that assistive technologies, such as stairlifts, do not 
simply augment individual capabilities but also reconfigure 
agency, responsibilities, and emotional relationships across 
entire household networks [86]. Similarly, while self-care tech-
nologies appear to strengthen patient agency, their design 
often privileges medical system needs and professional per-
spectives, potentially constraining patients’ capacity to ex-
plore problems independently and participate meaningfully 
in decision-making [72]. These studies illustrate that patient 
agency is inherently collaborative, requiring the negotiation 
of interdependent needs between care networks, technological 
artifacts, and the materiality of the domestic setting [9, 65]. 

Building on this relational framework, HBC environments 
present a critical yet under-explored context for examining pa-
tient agency. While HCI has extensively investigated domestic 
care, the specific dynamics of HBC, where professional medical 
protocols intersect with the private lifeworld of the home, cre-
ate unique sociotechnical tensions that warrant closer scrutiny. 
Therefore, this study aims to unravel the complexities of pa-
tient agency in HBC by exploring not only how it is expressed 
and overlooked in care relationships, but also how these re-
lationships are structured and recognized by the sociotech-
nical systems that facilitate care coordination. By examining 
the interplay between patient expressions and the responsive 
practices of care networks, this research provides empirical 
insights into how patient agency is co-constructed in the wild, 
offering a foundation for designing more agency-affirming 
HBC technologies. 

2.2 Information Practices and Artifacts 
Shaping Patient Agency 

Healthcare coordination relies on complex information prac-
tices that extend far beyond simple data exchange. Clinical 
work is fundamentally mediated by material artifacts and doc-
umentation systems that shape what information becomes 
visible, to whom, and in what form. These artifacts not only 
transmit information but actively construct and constrain how 
different stakeholders understand and respond to patient needs 
[6]. 

The infrastructural nature of these information practices 
becomes particularly evident when examining documenta-
tion systems. While designed to ensure safety and efficiency, 
healthcare documentation systems embody particular institu-
tional logics and values. These systems can encode specific 
views of legitimate work and distribute power unevenly among 
stakeholders [74]. This challenge is more pronounced when 
diverse professionals collaborate on patient care. Although 
they rely on the same information, they interpret it through 
distinct professional lenses [77]. In this context, information 
does not function as a uniform representation of reality but 
as a resource that is continually debated and resolved across 
divergent work practices [82]. 

Collectively, this body of work illustrates that healthcare 
decision-making emerges through distributed practices involv-
ing artifacts, protocols, organizational structures, and collabo-
rative routines [55]. This sociotechnical perspective has pro-
found implications for understanding patient agency. When 
documentation systems privilege certain types of knowledge 
over others, or when coordination artifacts fail to capture 
the contextual richness of patient experiences, expressions of 
agency become invisible or distorted within care networks 
[90]. Patient agency, in turn, becomes conditional on whether 
and how it can be successfully mediated through these infras-
tructural formats. 

Recognizing these challenges, HCI researchers have ex-
plored various approaches to support coordination in care 
networks and strengthen patient participation. Studies have 
examined how technologies can facilitate reflection on caregiv-
ing roles and improve mutual understanding among stakehold-
ers [37, 91], as well as how communication and data-sharing 
platforms can bridge professional and lay boundaries in care 
[18, 21, 88]. Additionally, research indicates that technologies 
visualizing communication patterns and care activities can 
make the often invisible contributions of diverse stakeholders 
more visible and actionable [7, 66]. These inquiries demon-
strate how sociotechnical design can actively reshape clinical 
collaboration to create more inclusive spaces for participation. 

However, the distinctive context of HBC presents additional 
complexities that need further investigation. In HBC, care 
unfolds across distributed networks where each stakeholder 
operates with different temporal rhythms, uses distinct doc-
umentation practices, and holds varying definitions of what 
information matters for care planning [81]. Furthermore, pa-
tients’ homes contain rich contextual information that extends 
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beyond conventional clinical data, yet this contextual richness 
must somehow be captured, interpreted, and integrated across 
a fragmented care network [44]. 

Drawing on this line of research, we examine how these dy-
namics specifically shape the sociotechnical conditions for pa-
tient agency in HBC. We analyze how material artifacts, orga-
nizational structures, and relational dynamics within HBC net-
works determine what becomes visible and actionable in the 
shared care planning process, ultimately defining the bound-
aries within which patient agency is negotiated and realized. 

3 Methods 
Rather than analyzing the practices of a single stakeholder 
group, this study examined how patient agency is enacted, ex-
pressed, and represented among multiple stakeholders within 
care networks. To achieve this comprehensive understanding 
of HBC, we conducted a field study that combined interviews 
with ethnographic observation. The following sections de-
scribe participant recruitment, procedures of data collection 
and analysis, and ethical considerations throughout the re-
search process. 

3.1 Participant 
To reflect the complex dynamics of HBC, we sought to capture 
diverse stakeholder perspectives within HBC networks. We 
recruited patients, healthcare professionals (doctors, nurses, 
and nurse assistants), and care workers (social workers and 
personal care aides). We deliberately excluded informal care-
givers such as family members, neighbors, or friends to focus 
specifically on the roles and interactions of professional care 
providers within the HBC network. 

Given the vulnerable nature of HBC patient populations, 
our recruitment approach prioritized both authentic data col-
lection and participant safety. The primary inclusion criterion 
across all stakeholder groups was receiving or providing HBC 
services for at least three months at study initiation, ensur-
ing sufficient experience with HBC dynamics. For patients, 
we established additional criteria to ensure safety: 1) ability 
to communicate effectively, 2) capacity to provide informed 
consent, and 3) absence of acute medical instability. 

We employed snowball sampling [69] to identify care net-
works where stable, trusting relationships had already been 
established between patients and service providers. This ap-
proach was particularly important for observing authentic 
interactions without disrupting existing care dynamics, while 
also aligning with ethical principles for research with vulner-
able populations by preventing potential exploitation through 
the research process [16, 43]. We began by establishing con-
tact with three medical institutions and seven care agencies in 
Seoul, through which we identified care networks character-
ized by ongoing, stable relationships. Within these networks, 
we then invited stakeholders who expressed interest in partic-
ipation and met our inclusion criteria. 

This recruitment process resulted in eight patients (P1-8), 
seven healthcare professionals (HP1-7), and eight care workers 

(CW1-8). All patients were under the care of HP4-7. Table 1 
presents participant demographics and their assigned codes, 
with paired relationships between patients and care workers 
indicated where applicable. 

The average age of the patient participants was 72.75 years 
(range: 58-92, SD=11.97). Four patients (50%) identified as 
male, and four (50%) identified as female. Seven of the pa-
tients (87.5%) were living alone. The average age of the health-
care professional participants was 50.29 years (range: 30-64, 
SD=11.28), and this group included three doctors, three nurses, 
and one nurse assistant. Among them, five (71%) identified 
as female and two (29%) identified as male. The average age 
of the care worker participants was 49.63 years (range: 35-61, 
SD=9.00), consisting of three social workers and five personal 
care aides, and all of them identified as female. One of these 
participants, CW3, was dually licensed as a social worker and 
a nurse but was working as a social worker at the time of 
the study. All participants were Korean. For compensation, 
we provided 70,000 KRW (approx. 50 USD) for interview par-
ticipation and 40,000 KRW (approx. 30 USD) for observation 
participation. 

3.2 Data Collection 
We conducted a field study consisting of 23 interviews and 
60 hours of ethnographic observation in parallel, aiming to 
connect experiences across stakeholder groups within HBC 
networks. Below, we describe how we conducted the inter-
views and observations. 

3.2.1 Interview study. We conducted semi-structured inter-
views to explore diverse perspectives and experiences within 
the HBC network. To reduce self-censorship caused by group 
dynamics, interviews were conducted individually [35]. We 
developed three distinct protocols to reflect the context and 
expertise of each stakeholder group. 

Patient interviews were conducted in their homes for ap-
proximately 30 minutes to minimize physical and cognitive 
burden on participants [38, 80, 87]. If a patient expressed fa-
tigue or discomfort, the interview was immediately stopped 
and could be resumed at a later time [80]. Before each inter-
view, we obtained information from healthcare professionals 
and care workers about patients’ health status and potentially 
sensitive topics, such as family relationships and functional 
abilities. We used this information to adjust our questions 
accordingly, avoiding unnecessary emotional distress to pa-
tients. 

We used open-ended questions to elicit responses in pa-
tients’ own words. When patients struggled to answer, we 
rephrased questions in simpler terms to reduce cognitive bur-
den [73]. Our questions explored their daily priorities and 
values, perceptions of their current health status, experiences 
and preferences regarding care services, and participation in 
decision-making processes. 

Interviews with healthcare professionals lasted approxi-
mately one hour and were conducted in person or remotely 
through Zoom. The interview protocol explored how the unique 
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Table 1: Demographics of our participants. In the patient block, the “Paired Care Worker” column lists the code of the 
patient’s matched care worker when that worker also took part in the study (P1↔CW7, P3↔CW4, P4↔CW8); a dash 
(-) indicates that the patient’s paired care worker did not participate. The lower block reports the occupations of HP 
and CW participants (doctor, nurse, nurse assistant, social worker, personal care aide). Aliases are unique, de-identified 
labels and do not imply ordering or hierarchy. 

Alias Age Gender Paired Care Worker 

P1 62 M CW7 
P2 71 M -
P3 67 F CW4 
P4 58 F CW8 
P5 81 F -
P6 92 M -
P7 85 F -
P8 66 M -

Alias Age Gender Occupation 

HP1 62 F Doctor 
HP2 30 M Doctor 
HP3 64 F Nurse 
HP4 52 M Doctor 
HP5 48 F Nurse 
HP6 50 F Nurse 
HP7 46 F Nurse assistant 
CW1 35 F Social worker 
CW2 47 F Social worker 
CW3 55 F Social worker 
CW4 40 F Personal care aide 
CW5 61 F Personal care aide 
CW6 58 F Personal care aide 
CW7 54 F Personal care aide 
CW8 47 F Personal care aide 

context of HBC shaped clinical practice and relationships 
with other stakeholders. We asked about differences between 
hospital-based care and HBC, the influence of home settings 
on clinical decision-making, priority-setting under constrained 
medical resources, collaboration within multidisciplinary teams, 
and the collection, interpretation, and documentation of pa-
tient information. 

Interviews with care workers also lasted approximately one 
hour and were conducted in person or remotely (via Zoom 
or telephone). We asked about daily care routines and rela-
tionships with patients, information sharing with healthcare 
professionals, and perceptions of care labor. For both health-
care professionals and care workers, we encouraged them to 
illustrate concrete examples to ensure responses were specific 
and contextualized. 

All interviews were audio-recorded and transcribed after 
receiving consent from participants. During transcription, par-
ticipants were anonymized with assigned codes and any po-
tentially identifying information was removed. 

3.2.2 Ethnographic Observation. Our ethnographic observa-
tion was conducted to complement the patterns not fully re-
vealed during the interview process and to explore how par-
ticipants’ self-reports aligned with their HBC practices. We 
additionally recruited participants for the observation from 
our pool of interview participants, observing their actual HBC 
environments for approximately 60 hours. To protect patients’ 
living environments and privacy, we only visited their homes 
during regular visits of healthcare professionals or social work-
ers [61]. 

Our observation of healthcare professionals involved ac-
companying them throughout the entire HBC process. This be-
gan with organizing patient information at the medical facility, 
followed by travel to patients’ homes for in-home medical con-
sultations, and concluded with the subsequent documentation 
of patient records. We also attended healthcare team meetings 
to observe the nature and scope of information being shared. 
Similarly, our observation of care workers covered their entire 
workflow, from departure to patients’ homes, and to the pro-
cess of writing and organizing documents. Additionally, we 
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Figure 1: HBC visit captured during our ethnographic 
observations with HP5 (right, seated). 

attended care worker meetings to examine their information-
sharing practices. We conducted informal interviews before, 
during, and after observations to gain a deeper understanding 
of participants’ perceptions, emotions, and thoughts. Informa-
tion gathered and organized during observation sessions was 
written in field notes. 

Concurrently, we collected patient-related documents cre-
ated by healthcare professionals and care workers. We only 
reviewed records after receiving consent from both patients 
and the author of the record. We transcribed these documents 
on-site, excluding all personally identifiable information. Dur-
ing this process, we also conducted informal interviews about 
the intent behind the document and the challenges faced dur-
ing documentation. In total, we collected 19 “care reports” 
written by care workers and 20 Electronic Medical Records 
(EMRs) created by healthcare professionals. 

3.3 Data Analysis 
Throughout the interview and observation, the research team 
held weekly meetings to discuss preliminary findings and iden-
tify themes within the data. After data collection was complete, 
the first two authors individually coded the interview tran-
scripts and field notes using the open coding method from 
grounded theory [15]. All authors then iteratively reviewed 
and refined these codes in the weekly meetings to finalize the 
key findings. We also conducted informal checking with par-
ticipants on occasion, to ensure the perspectives of researchers 
were not biased and to reintegrate feedback from the field into 
our themes. 

The themes derived from this analysis offered insights into 
how the agency of HBC patients is expressed, and the factors 
within HBC that broaden the representation gap of this agency 
to HBC networks. Ultimately, by comparing and discussing 
these insights with prior research, we developed design con-
siderations for effectively integrating patient agency in the 
HBC environment. 

3.4 Ethical Considerations 
Our study was approved by the Institutional Review Board of 
KAIST. All authors conduct research at the intersection of HCI 
and healthcare and have extensive experience working with 

vulnerable populations. Notably, one of the co-first authors is 
an M.D. who was practicing as an HBC doctor during the study. 
While this author’s own clinical activities were not recorded as 
formal observational data, their personal experience enhanced 
the contextual understanding during data analysis, similar to 
how Kientz and Abowd became part of a therapist team to 
directly understand information needs for system design [47]. 

All research protocols were designed in reference to prior 
work on methodologies for qualitative research with patients 
having diminished cognitive and physical abilities and in their 
living environments [36, 38, 92]. The protocols were then re-
viewed by two HBC doctors, including the aforementioned 
author. 

Informed consent was obtained from all participants fol-
lowing a thorough explanation of the study’s purpose, proce-
dures, and methods. For patients in particular, we sought their 
consent before every observation session to ensure they main-
tained control over the process [26]. We guaranteed strict con-
fidentiality, assuring participants that any issues raised would 
not be disclosed. Additionally, explicit consent was obtained 
before each session for any audio recording or photography. 
Prior to the study, we informed participants of their right to 
request modifications to the research protocols if they felt un-
comfortable and to withdraw at any time without penalty. No 
participants requested modifications to the research process, 
and none withdrew from the study. 

4 Findings 
The HBC environments we observed provided integrated care 
to patients with multiple chronic conditions or mobility lim-
itations through 3-6 hours of daily care worker support and 
monthly or biweekly visits from healthcare professionals. These 
conditions appeared conducive to patients exercising agency 
over the care process. Indeed, most service providers acknowl-
edged the principle that the ultimate goal of HBC is providing 
care that respects patients’ agency and choices. HP1 reinforced 
this commitment: “PCC is important. We therefore try to incor-
porate patients’ requests into our care approach.” Indeed, we 
observed multiple efforts to operationalize patients’ expressed 
agency in practice. CW1 shared a concrete example: “We some-
times adjust our care plans to enable patients to engage more 
frequently in activities they enjoy.” 

However, our findings reveal a systematic disconnect be-
tween patients’ expressions of agency and the integration of 
this agency into HBC. To understand this complex phenom-
enon, we organize our findings around three interconnected 
themes. First, we examine the distinctive manifestations of 
patient agency within HBC environments and how service 
providers recognize and respond to these expressions (Sec-
tion 4.1). Next, we analyze barriers preventing the integration 
of patient agency into HBC across information practices (Sec-
tion 4.2) and relational dynamics (Section 4.3). 



Understanding Agency of Home-Based Care Patients CHI ’26, April 13–17, 2026, Barcelona, Spain 

4.1 Patient Agency and Its Recognition in 
HBC Networks 

In this section, we examine how patient agency manifests 
in HBC across three distinct dimensions: maintaining conti-
nuity in everyday life, fostering self-efficacy through micro-
achievements, and deepening care relationships through con-
textual understanding. 

4.1.1 Maintaining Continuity in Everyday Life. HBC patients 
prioritized maintaining continuity in their daily routines over 
pursuing future-oriented goals. P1 articulated their present-
focused orientation: “Thinking about the future makes me more 
anxious. It’s more comforting to think about how to spend each 
day at home.” This orientation sometimes manifested as re-
sistance to institutional care services. CW1 stated, “Patients 
refuse to go to a nursing home, even when their physical condi-
tion necessitates it. They insist they would rather die at home.” 
This represented not mere stubbornness but a powerful asser-
tion of agency aimed at preserving their life context. Notably, 
even HBC services delivered in patients’ familiar home envi-
ronments could be perceived as intrusive. CW3 noted, “Some 
patients expressed discomfort with “strangers” entering their 
personal space to discuss care services.” 

Recognizing these characteristics, service providers began 
reconsidering traditional approaches to medical service deliv-
ery. Rather than unilaterally providing medical and care ser-
vices, they adopted an approach that prioritized listening to pa-
tients’ stories and understanding their requests, and they had 
to establish trust relationships from their position as guests. 
HP2 emphasized the importance of this approach: “HBC repre-
sents a completely different environment where doctors’ expertise 
and authority are not readily established. Without emotionally 
attuned conversations, building rapport becomes extremely diffi-
cult.” 

4.1.2 Fostering Self-Efficacy Through Micro Achievements. Be-
yond the desire to maintain continuity in everyday life, HBC 
patients demonstrated another form of agency through their 
efforts to recognize and maintain their functional capabilities 
within daily routines. Interestingly, their goals focused not on 
active recovery or social reintegration, but rather on maintain-
ing basic functions such as Activities of Daily Living (ADL) 
and Instrumental Activities of Daily Living (IADL) [4, 46]. P3 
expressed, “If I could walk well on my own, I’d be able to hang 
up the laundry and do my own cleaning, but I can’t, so it’s really 
frustrating,” revealing a strong aspiration to perform daily 
activities independently. Similarly, P4 and P5 both expressed 
their hope of basic physical function recovery, stating, “I want 
to stand up. (P4)” and “I just want to be able to sit up. (P5)” 
P1 defined their emotional well-being through small daily ac-
tivities such as “watching comedians on YouTube and staying 
cheerful.” These examples demonstrated that HBC patients 
underscored maintaining and recovering micro-functions of 
daily life rather than pursuing ambitious treatment goals. 

More importantly, this perception was not formed in iso-
lation but was co-constructed through interactions with care 

networks. HBC patients recognized subtle changes or improve-
ments that they might not have noticed, through the observa-
tions and feedback of service providers. HP2 explained this dy-
namic: “Patients value moments when they notice their appetite 
returning or regain some movement after complete immobility. 
They seem happiest when doctors inform them that their blood 
test results have improved.” 

This co-construction process was bidirectional. Service 
providers also experienced fulfillment by witnessing and shar-
ing in patients’ small changes and achievements. HP4 reflected, 
“I felt a sense of accomplishment when patients who used to swear 
and react harshly began to express gratitude and welcome us 
over time.” This suggests that patients’ achievements in the 
HBC environment were not merely personal experiences, but 
relational phenomena that were mutually recognized and re-
inforced within care relationships. 

4.1.3 Deepening Care Relationships Through Contextual Un-
derstanding. The regular and repeated HBC enabled relation-
ships between patients and service providers that went beyond 
simple care service delivery, and the depth of these relation-
ships became a foundation for both the expression and recog-
nition of patient agency. 

Our study revealed that service providers sought to develop 
relationships with patients in a staged manner. Initially, they 
focused on identifying medical needs and health requirements. 
CW3 described this process specifically: “When we go out for 
initial consultations, we conduct needs assessments for each 
patient across multiple categories.” Over time, however, they 
came to understand the contexts of patients’ lives and personal 
characteristics. HP5 described this experience through the 
case of a patient with hemiplegia from stroke. Despite the 
mobility difficulties, they tried to maintain consistent exercise 
routines. HP5 learned from photos on the wall that the patient 
had been an athlete, which provided a new perspective for 
understanding their persistent desire for exercise. 

This example illustrates the unique strength of the HBC 
environment that extends beyond conventional medical in-
formation gathering. Patients’ homes served as repositories 
of contextual information that revealed their life histories, 
preferences, and values. Everyday elements such as furniture 
arrangements, food in refrigerators, photos on walls, and bed 
positions provided clues for developing a deeper understand-
ing of patients. HP1 also recognized the importance of such 
contextual information, stating, “We sometimes photograph 
and record the condition of patients’ blankets or beds.” 

The depth of relationships was further strengthened when 
service providers and patients discovered and shared common 
interests. CW7 described the relationship with a patient as 
follows: “The patient used to raise dogs and loves talking about 
them. Their care worker also raises a dog, so they have many 
conversations about this common interest.” 

These relationships often transformed into specific, per-
sonalized care plans. For example, HP7 described attempting 
creative interventions based on patients’ contextual informa-
tion, such as “reading fairy tales to comfort a patient with low 
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cognitive function” or “inquiring about pets’ well-being with 
a patient who has dementia.” Thus, the relationships formed 
in HBC environments provided a foundation where patient 
agency could be understood and respected within the broader 
context of their lives. 

4.2 Information Practices to Integrating 
Patient Agency in HBC 

As demonstrated in Section 4.1, HBC environments provided 
rich opportunities for unique expressions of patient agency, 
and service providers showed willingness to respect these ex-
pressions. However, we also observed systematic disconnects 
that occurred when translating these positive perceptions and 
intentions into actual shared care plans. Therefore, in this sec-
tion, we examine the information practices in HBC to identify 
the causes of such disconnects, organizing our findings by 
following the key stages of the practices. 

4.2.1 Provider Preconceptions and Observational Constraints 
in Information Acquisition. We identified that service providers 
often failed to recognize patient agency during the process of 
acquiring information. The cognitive and physical limitations 
of HBC patients, combined with their low health literacy, led 
service providers to perceive them as fundamentally passive. 
CW1 stated, “Patients often can’t understand the terminology it-
self, so they couldn’t explain what kind of disease they have.” HP2 
similarly questioned patients’ expressive capabilities: “They 
are generally very passive in most cases, since they often can’t 
articulate that they’re in pain.” 

This preconception resulted in the systematic exclusion 
of patient agency from this stage. CW2 shared their experi-
ence: “Since the patients can’t really understand what’s going 
on, doctors often end up talking to the care workers instead of 
directly to the patients. Some patients picked up on this and felt 
uncomfortable about it, like they were being treated as invisible.” 
This expression of discomfort about being treated as “invisible” 
was a clear demonstration of patient agency—their capacity to 
perceive situations and express. However, even these signals 
were not properly recognized due to the preconceptions of 
patients. 

The structural characteristics of HBC services—intermittent 
observation—also imposed significant constraints on this stage. 
Intermittent visits made it difficult for care providers to iden-
tify gradual changes or subtle patterns of patients. CW1 stated, 
“Patients’ mood and condition vary each day, so we can’t assess 
the overall situation just from our few hours of observations.” 

Such snapshot-style observations risked reducing the dy-
namic complexity of patients’ daily lives to fragmentary and 
static images. The complexity of this problem was clearly il-
lustrated in a case shared by CW4: “One patient said to the 
care worker that they’ve got no appetite. But we eventually dis-
covered that when they’re alone, they eat really well.” In this 
case, the patient exhibited a different behavioral pattern when 
with service providers versus when alone. However, it was 
difficult to determine whether this difference stemmed from 

the patient’s intentional choices (e.g., exaggeration to receive 
help), relational influences, or other factors. 

Consequently, intermittent observation created systematic 
misunderstandings about patient agency. Service providers 
tended to generalize their observations from limited periods 
as representing patients’ overall condition, leading them to 
perceive patients as more dependent and passive than they 
actually were. This misunderstanding created a vicious cycle 
in which patients’ spontaneous attempts or choices were not 
reflected in shared care plans. 

4.2.2 Structured Documentation Systems Filtering Out Con-
textual Understandings. The first barrier in information docu-
mentation was that structured documentation systems used 
by each profession failed to capture rich expressions of patient 
agency. Each service provider in HBC networks used struc-
tured documentation forms for efficiency and medical neces-
sity. Healthcare professionals recorded standardized medical 
information such as medical history, chief complaints, current 
medications, and vital signs through EMRs. Care workers used 
care reports to document key patient information, including 
their physical and cognitive conditions with meal intake (See 
Figure 2). Care reports were written daily and weekly. 

While these structured forms appeared systematic and com-
prehensive, they failed to capture key evidence of patient 
agency in the HBC environment. Notably, these forms com-
monly lacked space to record contextual information and failed 
to provide systematic guidelines. CW6 articulated this chal-
lenge: “It’s really hard to recall and document what I did. There’s 
a sense of being overwhelmed about what to write.” This was 
not simply a matter of recording ability. The subtle emotional 
changes, activity preferences, and values revealed through 
personal histories that service providers observed did not fit 
within existing form categories. 

Furthermore, disparate recording systems intensified in-
formation gaps between stakeholders. HP2 clearly identified 
this problem: “Welfare centers know well about welfare envi-
ronments, but may not know much about medical situations. In 
contrast, medical institutions tend to prioritize medical condi-
tions and place sociocultural backgrounds in lower priority.” 

Consequently, structured recording systems provided effi-
ciency while reducing diverse expressions of patient agency 
to standardized categories. Patient-initiated preferences, re-
fusals, and suggestions were briefly noted in ‘other’ sections 
or omitted entirely, leading to systematic exclusion of patient 
agency when establishing shared care plans. 

4.2.3 Informal Communication Channels Distorting Patient 
Voice. Recognizing the limitations of documentation systems, 
service providers attempted to bridge information gaps through 
information sharing. However, due to the absence of formal 
communication channels, they relied on informal, unsystem-
atic channels such as group chats, phone calls, or meetings. 
By their very nature, these channels lack the official structure, 
record-keeping, and clear accountability required in formal 
settings. As a result, participation becomes arbitrary, leading 
to the frequent exclusion of crucial stakeholders such as care 
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Figure 2: A weekly care report captured during our observations with the care agency where CW1 works. The top 
panel depicts the original handwritten record in Korean, with overlays that label the core schema. The bottom panel 
presents our English translation of the entry from February 14th. 

workers or doctors. CW3 explained this structural exclusion: 
“There’s a group chat with everyone from the doctors to nurses, 
but not all care workers are included.” 

Information sharing through such informal channels re-
sulted in inconsistent interpretation of information. Each stake-
holder interpreted limited information solely from their per-
spective, leading to a fragmented understanding of patients. 
CW2 recalled, “There was a case where doctors had different 
opinions about a patient. We were confused about which opinion 
we should focus on.” This absence of formal communication 
could threaten patient safety. Another case shared by CW3 
illustrated this risk: “There was a patient who continuously had 
trouble eating. Their care worker just thought it was because of 
their age, but then they suddenly collapsed due to constipation. 
(. . . ) If we’d had a way to share this information quickly, this 
whole thing probably could’ve been avoided.” 

4.2.4 Fixed Narratives Stigmatizing Patients. Due to the long-
term nature of HBC, information continuously accumulates. 
However, this paradoxically resulted in forming fixed narra-
tives that stigmatized patients and overlooked their expres-
sions of agency. For example, when a patient was initially 
recorded as “uncooperative” or “passive,” such labels were re-
peatedly transmitted through documentation. CW5 identified 
this problem: “If we hear ‘this patient is difficult,’ we tend to 
perceive even normal requests from them as being difficult.” 

These fixed narratives blocked recognition of patient change. 
Even when patients became more cooperative over time, demon-
strated new interests, or expressed different preferences, these 
changes were buried under existing narratives and received 
less attention. Instead, service providers tended to interpret 
patients’ new attempts as “unusual behavior.” A case shared 

by HP5 demonstrated how these stereotypes create misun-
derstandings and conflicts. When a patient experiencing de-
pression retrieved a long rope from their room, a care worker 
interpreted this as a suicide attempt based on the accumulated 
information. However, the patient had actually retrieved it to 
organize their clothes. This case illustrated how accumulated 
information can cause current situations to be viewed through 
distorted lenses. 

Consequently, the accumulation and reproduction of infor-
mation objectified patients as beings with fixed characteristics 
rather than dynamic and changing subjects, causing shared 
care plans to be based on past stereotypes rather than patients’ 
current needs and preferences. 

4.3 Relational Dynamics in HBC Networks 
In the previous section, we examined how patient agency is 
diminished or distorted within information practices. During 
our observations, we found that these problems extend beyond 
technical or procedural issues. The production and interpre-
tation of information are inherently social processes, deeply 
shaped by relationships among stakeholders, hierarchies of 
expertise, and levels of mutual trust. Therefore, this section 
explores how these relational dynamics further amplify the 
representation gap of patient agency. 

4.3.1 Dilemmas Faced by Patients When Asserting Their Agency. 
As discussed earlier, patients want their agency integrated 
into shared care plans, but this requires support from the 
care networks. This tension between agency and dependence 
manifests in two paradoxical situations within relationships. 
First, close ties with service providers can become barriers 
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to requesting legitimate help. Patients worry that asking for 
assistance undermines their agency by acknowledging vul-
nerability or imposes a burden on service providers. CW1 
illustrated, “There was this patient I’d been taking care of for 
a while. Their condition got worse, and they couldn’t get to the 
toilet on their own. They had to call me whenever they needed 
to go, and it was clearly taking a toll on them mentally. I was 
worried it might damage their sense of dignity.” 

Second, because care unfolds in the home—the most inti-
mate and private space for patients—professional boundaries 
blur and sometimes generate conflict. Some patients treat care 
workers or doctors as personal helpers rather than profes-
sional providers, leading to disrespectful behavior. HP3 noted, 
“When we meet family members who treat care workers as if 
they are in a master-servant relationship, it becomes extremely 
difficult.” CW3 added, “Obviously, there are cases of verbal abuse 
or disrespect in HBC.” 

4.3.2 Invisible Labor and Role Conflict of Care Workers. Along-
side the patients’ dilemmas, the role conflict experienced by 
care workers constitutes another relational barrier to reflecting 
patient agency within HBC. In many countries, care workers 
are certified professionals [45, 48]. Yet they often confront 
expectations from patients to serve primarily as housekeepers, 
performing cooking and cleaning. CW1 observed, “Patients 
want better services, but from the care worker’s perspective, those 
requests often feel like they’re being asked to do basic housework.” 
As a result, the professional aspects of care work become in-
visible, overshadowed by visible domestic tasks. 

Many care workers enter the field to promote health, but 
workplace conditions that underutilize their clinical skills cre-
ate role conflict. According to CW4, care workers say, “I came 
to support patients’ well-being, but I end up doing housework.” 
This erodes motivation and contributes to de-skilling. CW6 
described this tension, stating “Some care workers only want 
to do housework and cleaning. When they’re asked for their 
education, they sometimes refuse.” 

4.3.3 Reproduction of Doctor-Centered Relational Dynamics. 
To integrate patient agency into shared care plans, medical 
indicators must be considered alongside patients’ everyday 
contexts and relational needs. Despite HBC occurring in pa-
tients’ homes, decision-making remains centered on doctors, 
thereby reproducing structural dynamics that render patients’ 
life contexts and preferences secondary. 

In a case illustrated by HP4, a patient in their seventies 
with diabetes, hypertension, and mild dementia developed a 
pressure ulcer after spending all day sitting on the floor with 
their dog. HP4 recommended switching to a bed and using 
cushions to prevent pain and ulcers. The patient, however, 
strongly preferred floor living with their dog and only wanted 
pharmacological pain management. This case demonstrates 
that when patients’ preferences are not legitimized alongside 
clinical reasoning, patients are pushed into defensive postures, 
retreating to narrow forms of participation focused on request-
ing medications. 

This hierarchy of information creates a paradoxical posi-
tioning. Although patients are experts on their own lives, they 
are located as “non-experts” in medical decision-making. HP1 
candidly reflected, “I’m not sure we paid much attention to what 
the patient proactively proposed. I think we regarded those as 
unimportant.” 

This also discourages patients from expressing experiential 
knowledge. Patients learn to communicate only in a symptom 
legible to doctors, narrowing their holistic needs. HP6 shared 
the case of a patient in their sixties undergoing dialysis with 
diabetes, hypotension, and chronic kidney disease. The team 
responded primarily with medication adjustments and routine 
monitoring. Eventually, the patient concluded that the service 
no longer added value to their life and requested discontinua-
tion of HBC. This case illustrates how patients become fixed as 
passive recipients when care plans rely solely on the doctor’s 
judgment. 

The less patient agency is reflected in shared care plans, 
the more passive patients become, deepening the hierarchy of 
information in a vicious cycle. Ultimately, the reproduction of 
doctor-centered dynamics is not merely a matter of attitudes 
of individual providers; it stems from structural features all 
designed around biomedical outcomes. 

5 Discussion 
In this section, we discuss the nature of patient agency in HBC 
as a dynamic capacity shaped by relationships and the material 
home environment, rather than a static individual attribute. 
We then examine how current sociotechnical infrastructures 
often fail to capture these nuances, resulting in a representa-
tion gap that obscures patient inputs in shared care planning. 
Based on these insights, we propose design considerations 
for technology to bridge this gap and better integrate patient 
agency into the coordination of HBC. 

5.1 Understanding Patient Agency in HBC 
Through Care Relationships 

Our study illuminates that patient agency in HBC is not a static 
attribute of the individual but a dynamic capacity negotiated 
through the continuity of daily life, recognition from others, 
and engagement with the material home environment. By 
shifting focus from individual capability to these relational 
dynamics, we reveal the mechanisms through which agency 
is realized and overlooked within the constraints of HBC. 

Specifically, our findings challenge the prevailing percep-
tion observed in HBC networks that physical dependence 
equates to a lack of agency. As noted in Section 4.2.1, we found 
that service providers often perceived patients as “fundamen-
tally passive,” implicitly assuming that the inability to execute 
tasks independently signaled an inability to make meaningful 
decisions. However, our analysis reveals that patients exer-
cised agency not by rejecting support, but by asserting their 
identity to preserve a sense of self within dependence. 
The case shared by HP4, the patient who persisted in sleeping 
on the floor with their companion dog, illustrates this vividly. 
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While a clinical perspective might interpret this refusal of a 
bed as non-compliance, it was in fact a deliberate effort to pro-
tect a cherished routine and emotional connection with their 
own environment. This indicates that agency in HBC operates 
not through achieving physical independence, but through 
sustaining the meaning of one’s life in their dependence within 
relationships and surroundings [62, 85]. 

Furthermore, this study extends the understanding of pa-
tient agency in HBC as an intersubjective phenomenon. We 
observed that a patient’s sense of efficacy was not achieved in 
isolation but was co-constructed through the gaze of the care 
provider. Patients often gauged their condition not through 
standardized metrics but through the provider’s validation of 
achievements. 

This finding aligns with the perspectives of care ethics [89], 
while adding practical insights. In HBC, the provider’s role 
goes beyond mere support. It involves recognizing agency 
expressed through small acts that invite acknowledgement 
from others, such as thanking caregivers, sharing stories, or 
politely refusing help. These micro-interactions allow the care 
networks to see patients as active moral agents rather than 
passive recipients of care. Without this mutual recognition, 
in which patient agency is interpretively and performatively 
constructed, the patient’s internal experience of agency re-
mains invisible and unverified [1]. 

Our data also highlights the active role of the material 
home environment in mediating agency. Consistent with 
the perspective of recognizing patient agency as a co-constructed 
trait through relationships with human and non-human stake-
holders, we found that the home was not merely a backdrop 
but an active participant in the care network [65]. Photographs, 
furniture arrangements, and personal objects functioned as 
‘boundary objects’ that allowed providers to see the patient 
not just as a medical case, but as a person with a history [77]. 
For instance, as shown in Section 4.1.3, discovering a patient’s 
past as an athlete through photos allowed HP5 to reframe the 
patient’s desire for exercise. This suggests that patient agency 
in HBC is distributed across the home’s material environments, 
and that preventing its erasure requires the care network to 
actively engage with these environments. 

Yet, we found that intimate relationships sometimes 
created tensions that could paradoxically constrain agency. 
As the boundaries between professional service and personal 
bonds blurred, patients often hesitated to assert their needs 
to avoid burdening the provider or disrupting the relation-
ship. An example is CW1’s account of a patient who felt deep 
distress when requesting toileting assistance, fearing that ex-
posing such vulnerability would compromise their dignity 
in front of a care worker they had come to value personally. 
This reveals that the interdependencies which support patient 
agency can also impose emotional constraints, requiring pa-
tients to navigate the delicate tension between accepting help 
and preserving their dignity within the relationship [17, 78]. 

5.2 Understanding the Representation Gap 
in Integrating Patient Agency into HBC 

The findings of this study reveal a systematic representation 
gap where the expressions of patient agency fail to be inte-
grated into shared HBC plans. Here, we argue that this gap is 
not merely a product of individual negligence or role ambigu-
ity, but is actively produced by the sociotechnical infrastruc-
tures of HBC that fragment care into disconnected domains 
[28]. 

Our analysis indicates that the institutional logics embed-
ded in current documentation artifacts systematically 
filter out expressions of patient agency. Specifically, the 
structured forms used by healthcare professionals (EMRs) and 
care workers (Care Reports) are designed primarily for medical 
safety and administrative accountability. Consequently, these 
artifacts function as filters of patient agency, rendering the 
relational and contextual aspects of agency invisible before 
they can enter the deliberation process [74]. 

Moreover, this representation gap is exacerbated by the 
absence of sociotechnical artifacts capable of bridging 
heterogeneous perspectives. In distributed care networks, 
effective coordination typically relies on boundary objects 
that allow different communities to align their work with-
out compromising their specific viewpoints [55]. However, 
our findings show a critical lack of such coordinative objects 
in HBC. Healthcare professionals and care workers operate 
in parallel information worlds, relying on informal channels 
like group chats to bridge this gap. As noted in Section 4.3.1, 
the lack of a common information space means that critical 
insights—such as the discrepancy between a patient’s pub-
lic behavior and private capabilities—remain isolated within 
specific dyads and are never synthesized into a holistic under-
standing. Without a shared infrastructure to negotiate these 
diverse interpretations, the patient’s voice is fragmented and 
lost in transmission [6]. 

These infrastructural limitations actively reproduce 
and solidify doctor-centered power dynamics. As noted 
in Section 4.3.3, when conflicts arose between clinical indica-
tors and patient preferences, the complex data of the medical 
record invariably overrode the knowledge of the patient’s life 
context. By prioritizing biomedical metrics over experiential 
knowledge, the current HBC infrastructure structurally po-
sitions the patient as an object of observation rather than a 
subject of decision-making [77]. 

Therefore, the failure to integrate patient agency into HBC 
is a fundamental sociotechnical challenge. The current HBC 
infrastructures do not merely fail to capture patient agency but 
actively reshape what counts as legitimate knowledge in care 
coordination, thereby suppressing the relational, contextual, 
and materially distributed forms of HBC patient agency. To 
bridge this representation gap, we have to move beyond simply 
encouraging stakeholders to listen better and instead support 
the artifacts and infrastructures to recognize and circulate the 
diverse forms of knowledge that constitute patient agency. 
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5.3 Design Considerations to Integrate 
Patient Agency in HBC 

Drawing from our relational analysis of patient agency (Sec-
tion 5.1) and the infrastructural barriers identified in shared 
care planning (Section 5.2), this section proposes specific de-
sign considerations to integrate patient agency in shared HBC 
plans. These considerations position technology as infrastruc-
ture that mediates diverse knowledge forms, makes invisible 
patient agency visible, and bridges the representation gap 
between patient expressions and shared care plans. 

5.3.1 Embedding Patient Values to Configure the Boundaries 
of Dependence. Section 5.1 established that agency in HBC 
is often expressed by preserving one’s identity within the 
context of receiving care, but the institutional logic that pri-
oritizes safety and efficiency overrides their personal way of 
being. Consequently, patients are reduced to passive recipients 
of care, lacking a mechanism to assert their own standards. 
Therefore, HBC technology should be designed specifically to 
enable patients to define the boundaries of their depen-
dence. 

To achieve this, technology should translate patient values 
into the guiding principles for care interventions [53, 67]. In a 
state of physical dependence, a patient’s values (e.g., dignity, 
continuity of habits, privacy) are easily compromised by the 
provider’s routine. Bridging this gap requires translating these 
abstract values into concrete guidelines for shared care plan-
ning [14]. Recent advances in artificial intelligence (AI) further 
support this by synthesizing heterogeneous data sources for 
healthcare decision support [2]. 

For example, consider a patient who values the compan-
ionship of a pet over standard clinical hygiene (as in the case 
shared by HP4). Rather than simply enforcing a switch to a 
bed, an AI-enabled system could interpret this preference as a 
guiding principle derived from the patient’s values. It could 
then generate alternative safety measures that align with both 
safety and the patient’s values, such as recommending pressure-
relieving floor mats. 

By treating patient values as rigid design parameters 
that the care plan must accommodate, technology shifts the 
nature of dependence. Instead of unconditionally surrendering 
control to the caregiver, the patient can specify how assistance 
should be rendered. This ensures that while the execution of 
tasks remains in the hands of others, the manner of care aligns 
with the patient’s will rather than an imposition of external 
standards. 

5.3.2 Facilitating Mutual Recognition Through Feedback Loops. 
Section 5.1 established that patient agency is an intersubjective 
phenomenon requiring mutual recognition, where patients 
gauge their efficacy through providers’ validation of achieve-
ments. However, Section 5.2 demonstrated that documentation 
systems function as filters that privilege biomedical metrics 
over the contextual narratives where patient achievements 
reside. To address this, technologies in HBC should be de-
signed to facilitate a continuous feedback loop in care 

networks, by recording and responding to patient-reported 
achievements. 

Prior work suggests that AI and multimodal sensing can 
serve as effective mediators of user self-expression and disclo-
sure [49, 51, 70]. These affordances allow patients to record ev-
eryday achievements naturally using voice, images, or sensors 
[30]. Specifically, they can enable patients to express micro-
achievements, experience a sense of accomplishment, and 
transmit these signals to the care network in structured ways. 

For instance, consider a patient who manages to do their 
own laundry. Using a voice interface, the patient records a 
brief reflection: “It was tiring, but I finished the laundry on 
my own today.” The interface processes this audio using nat-
ural language understanding to tag the event as a success in 
“maintaining instrumental activities of daily living (IADL)” and 
forwards it to the healthcare provider. The provider, prompted 
by this update, replies with a message: “I received your update. 
Handling laundry is a big task. It shows your dexterity is hold-
ing up.” The interface then allows the patient to acknowledge 
this feedback by sending a simple voice note of gratitude or a 
reaction. This sustains the feedback loop, rather than a one-off 
transaction. 

By making patient contributions visible and ensuring a 
reciprocal response, this infrastructure concretizes the mu-
tual aspect of care. Moreover, it transforms documentation 
from a surveillance tool into a channel for continuous en-
gagement, challenging the logic that currently renders micro-
achievements invisible [52, 71]. 

5.3.3 Leveraging Material Home Environment to Construct 
Boundary Objects. Section 5.1 demonstrated that material home 
environments actively mediate agency, while Section 5.2 iden-
tified the critical absence of boundary objects that enable stake-
holders to align on interpretations of the rich contextual in-
formation in these environments. Therefore, technologies in 
HBC should be designed to construct boundary objects 
by leveraging contextual information from the home 
environments [55]. 

Since context can be gathered across modalities, Multimodal 
Large Language Models (MLLMs) can support the capture 
and integration of contextual richness from home visits (e.g., 
photographs, voice notes, documents) into coherent repre-
sentations [93]. For instance, consider an MLLM-embedded 
documentation system capturing photos of a patient’s past 
as an athlete, alongside a voice note expressing frustration 
with being bedbound. Instead of a standard care document, the 
system constructs a “Training Schedule” as a shared care plan 
tailored to the patient. Within this plan, the patient’s desire 
to exercise is reframed to align with their history rather than 
conflicting with care protocols: the doctor sets safety param-
eters (defining the training limits), the care worker logs the 
assistance provided (monitoring form), and the patient tracks 
progress toward a goal (recording stats). 

This ensures that, while each stakeholder applies their spe-
cific expertise, they collaborate on a single, meaningful artifact. 
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By leveraging contextual information from the home environ-
ment, the technology creates a common information space 
where safety and identity are no longer opposing forces but 
integrated components of the patient’s daily life. 

5.3.4 Scaffolding Reciprocity Through Reframing Requests into 
Collaborations. Section 5.1 identified that intimate relation-
ships paradoxically constrain agency when patients hesitate 
to assert needs, fearing they will become a burden. This hesita-
tion stems from framing care as a one-way transfer of service. 
To mitigate this, we need communication protocols that 
transform requests for assistance into care collabora-
tions, and establish a reciprocal dynamic. 

Specifically, HBC should restructure the “help-seeking” in-
teraction. Rather than framing the patient as a passive recipi-
ent asking for a favor, the system should position them as an 
active manager of their care. This requires protocols where 
the patient not only initiates tasks but also validates their com-
pletion, turning the interaction into a bidirectional exchange 
of value. 

Interfaces should be designed to assist patients in making 
requests through collaborative prompts, such as “Let’s address 
this together” rather than “Request help” [64]. Furthermore, 
once the task is completed, the interface should prompt the pa-
tient and the care provider to offer small gestures and express 
gratitude [19]. 

By presenting care tasks as collaboration rather than a 
one-sided favor, and by embedding opportunities for mutual 
acknowledgement, the system creates a sense of shared ac-
complishment. This puts the relational aspect of agency into 
practice, ensuring that the act of receiving care becomes a 
reinforcement of connection rather than a source of shame 
[64]. 

5.3.5 Democratizing Information Infrastructures Through At-
tribution and Temporal Accountability. This study revealed that 
current documentation artifacts function as institutional filters 
privileging biomedical metrics, while informal communication 
channels fragment critical insights. Moreover, accumulated 
narratives stigmatize patients as fixed cases. 

To redistribute the authority, documentation artifacts should 
be designed to explicitly attribute each observation and 
interpretation to its source. For example, documentation 
systems should display: “The care worker noticed the patient 
was struggling to digest dinner. The doctor interpreted this as a 
sign of gastritis and recommended a hospital visit.” This makes 
visible whose knowledge shaped decisions and whose was 
excluded. 

Additionally, structured reflection prompts can facilitate 
perspective-taking: “What did you learn from the care worker’s 
observation?” or “How has this changed your understanding of 
the patient?” [68, 94]. These prompts help stakeholders reflect 
on their own roles while also appreciating the expertise of 
others. 

To prevent stigmatization, temporal framing should be 
adopted to the design of documentation artifacts in HBC 
[10]. Historical entries should carry explicit timestamps and 

circumstances: “Resistance to medication (documented 3 months 
ago).” Recent changes should be emphasized with equal weight 
to older ones, while allowing patients to append updates. Such 
temporal framing helps position patients not as fixed by their 
past but as changing and evolving subjects [63]. 

5.4 Limitations and Future Work 
In this section, we discuss the limitations of our study that 
could impact the generalization of the findings. First, there is 
a limitation regarding the selection criteria for patient partici-
pants. To vividly capture the dynamics in the field, we adopted 
the capabilities of verbal communication and expression as 
one of the inclusion criteria for patient recruitment. However, 
this approach does not fully represent the spectrum of HBC 
patients, since many of whom have significant cognitive or 
physical impairments that lead to considerable communication 
difficulties [32, 42]. Therefore, future research must explore 
alternative and non-verbal methods to understand how the 
agency of patients with limited communication abilities can 
be expressed and respected, ensuring their perspectives and 
intentions are not inadvertently excluded 

Furthermore, this study was conducted within the specific 
regional and cultural context of Seoul, South Korea. How-
ever, HBC systems, healthcare policies, and cultural norms 
surrounding elder care can vary significantly across coun-
tries and regions [60]. Additionally, by using snowball sam-
pling to recruit participants from networks with stable and 
trusting relationships, our study may not have fully captured 
the dynamics within less stable or conflict-ridden networks. 
Consequently, future work should include comparative stud-
ies across diverse cultural and healthcare systems to test the 
generalizability of our findings and to analyze the impact of 
contextual specificity on patient agency. 

Finally, our research focused on exploring problems through 
fieldwork and proposing conceptual design considerations to 
address them. Future research should therefore involve devel-
oping systems based on the design considerations proposed 
in this paper and deploying them in real HBC settings. This 
would allow for long-term field studies with patients, health-
care professionals, and care workers to empirically evaluate 
whether the proposed designs can effectively bridge the rep-
resentation gap in patient agency and improve the quality of 
care coordination. 

6 Conclusion 
Through 23 multi-stakeholder interviews and 60 hours of 
ethnographic observations, we examined how patient agency 
manifests in HBC settings and why it remains inadequately 
integrated into shared care plans. Our findings characterize 
agency in HBC not as a static individual trait, but as a relational 
capacity shaped through maintaining everyday continuity, 
validating micro-achievements, and navigating interdepen-
dent care relationships. However, we identified a significant 
representation gap, in which these subtle practices are often 
rendered invisible by rigid documentation infrastructures and 
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hierarchical information practices that privilege biomedical 
metrics over contextual life-world knowledge. Drawing from 
these insights, we propose design considerations to configure 
the boundaries of dependence, facilitate mutual recognition 
and reciprocity, construct context-aware boundary objects, 
and democratize information infrastructures. This work con-
tributes to HCI by revealing that patient agency in HBC re-
quires different conceptual and technological approaches to 
surface and integrate the subtle ways patients exercise agency 
within their home environments. 
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