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ABSTRACT 

 Observing care relationships for pediatric patients in long-term care facilities provides 

important insight into caregiving practices, notions of independence and autonomy, and 

communication practices. Caregivers may fulfill medical or emotional needs of the child in the 

form of immediate medical needs, various mental and physical therapy goals, emotional and 

physical growth, and affection. Care relationships consist of the child, their medical equipment, 

and caregivers. These actors must learn to communicate needs, wants, and desires with one 

another through the course of many interactions to negotiate personal choices and optimize 

power and decision-sharing between one another. Nonverbal familiarity with one another in such 

a relationship is essential in order to rapidly address emergencies at certain times, but also to 

facilitate smooth movement from one task to another. Bonds between children, their equipment, 

and caregivers are formed through maintained association with one another so that minor 

nuances in gesticulation can convey major meaning. Cultivation of these bonds over time can 

improve comfort and quality of care for the child. Previous studies have focused independently 

on either the blurring or cementing of boundaries in relationships in singular fields of care work 

such as human development, patient-centered care, or disability care. Ethnographic fieldwork 

around this population allows for examination of the intersection of these different fields of 

study. Observation of dynamics of care relationships in this paper seek to inform caregiver 

training practices and medical device design of the future to provide the best care for patients 

both within this patient population and outside of it. 

Keywords: Relational ontology/autonomy, Cyborg theory, Human development, Patient-

centered care, Care work, Disability studies, Power dynamics, Dynamic decision-making, 

Risk/harm reduction, Everyday Resistance, Product Design, Medical Education
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1. INTRODUCTION 

Note, as the following ethnographic report deals with observations including minors, all names 

have been replaced with alphabetic letters as they appear. Children named Aa and Ee are twin 

eight-year old females who have been on long-term ventilation their whole lives, Bb is a twelve-

year old female who has been in the ward since an accident that happened when she was five, Cc 

is a fourteen-year old female who has been in the ward since an accident in January, Dd is a 

one-year old male who has been ventilated since birth, and Ff is a sixteen-year old male who has 

been in the hospital since an accident in December. Healthcare professionals will be referred to 

by their position. 

 

On entering the long-term ventilation ward, there is a greeting of a symphony of 

dissonant alarms beeping for attention. On one child’s foot, the pulse ox sensor had become 

dislodged in her sock as she purposefully moved her shoe to reduce its pinch. At the same time a 

ventilator called out as a minor difference appeared in the statistics displayed on the monitor 

from ideal values. The nurses, physical therapists, respiratory therapists, occupational therapists, 

and other hospital staff moved rapidly to silence alarms, barely glancing to acknowledge the 

presence of new individuals. During the entire time they spoke with me, they constantly 

continued moving—attempting to silence sounding alarms, reconnect children to equipment 

being shirked off, reposition children to comfortable orientations, and engage with the kids 

mentally and physically. At times Aa would sign aggressively, demanding attention, for suction 

as saliva began to build around their mouth, or as the tube connecting to her neck changed angles 

causing discomfort. Bb would whisper speak, enunciating at barely audible levels to argue about 

the day’s course of treatment. Yet another, Cc, had a face fixed in the perpetual scowl of a 
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belligerent teen, almost annoyed with the constant bustle and fuss around her. A baby, Dd, 

silently chortles with all limbs flailing in pride as he is turned into prone position for the first 

time as a nurse cheers him on, cautiously holding every attachment that could detach. This 

children’s wing is constantly alive with the mechanical tones, quiet chatters and bangs of 

children, attentive hospital staff, hallway conversations, and concerned family. 

Pediatric patients offer a unique challenge because ventilators, which have been studied 

in care for adults, function suboptimally in pediatric patients, whose response to care may vary, 

and whose rapid growth and development creates extra variables to account for (Khemani 2010). 

The needs and abilities of different children greatly vary. Relatedly, the degree of intervention 

and care provided by the caregiver changes as well and the relationships developed by different 

caregivers within this wing often become deeply personal. A menagerie of caregivers weaves in 

and out of rooms, each having different professional responsibilities in caring for the child: 

speech, mobility, rehabilitation, range of motion, comfort, emotional, educational, counseling, 

etc. Care extends beyond simple treatment of a child to helping them improve and thrive.  

Children will learn boundaries of identity based on their individual needs, wants, desires, 

and aspirations, and the space they are allowed in which to exercise those thoughts. Caregivers 

must safely challenge children through developmental milestones and dynamic reassessment of 

their abilities over time. As they grow up, they must negotiate the typical process of testing 

boundaries of independence with their caregivers as they also develop a healthy, ongoing 

interdependent network of needs and desires. 

Several different frames are used in this thesis, which is grounded in ethnographic 

observation discussed in the methods section below, to discuss specific aspects of a child’s 

relationship with their surroundings. Relational ontology “distinguishes subject from subject, 
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subject from object, or object from object” by “mutual relation rather than substance,” meaning 

the connections between physical actors (Schaab 2013),(Wildman 2006). The relational ontology 

framework can be used to discuss bonds between child and caregivers. Specifically, relational 

autonomy is of major interest as children navigate developmentally changing understandings of 

independence and interdependence. Various works in human development, patient centered care, 

and care work within disability studies discuss bonding specific to the dynamics found in 

relationships of care that are formed to nurture a growing child, rehabilitate a patient, and assist a 

disabled individual; however, crossover between the three literatures is sparse. Long-term care 

for disabled pediatric patients exists at an interesting intersection in which definitions of 

independence and autonomy must be reevaluated and redefined. Communication is an essential 

aspect of relational ontology, as a way of producing and defining relations between individuals 

which are then described by various bonding models. Cyborg theory is another useful frame 

which examines boundaries between actors in more material and technological dimensions. 

Originally discussed in Haraway’s A Cyborg Manifesto and elaborated upon through nuanced 

critiques in a number of disability studies responses, a cyborg construct examines the melding of 

multiple bodies in shared identity (Haraway 2016). A growing child must navigate dynamics of 

power with their caregivers and equipment in dynamic decision-making, thus operating as a 

single collective. While a relational ontology approach often overlaps with the cyborg, the two 

can be seen as conversing in a dialogue on boundaries with the cyborg addressing the blurring 

and erasure of boundaries in shared responsibility and identity, and relational ontology as 

defining those bounds and the meaning produced in connection between multiple bodies. 

Communication and power in decision-making boundaries can be blurred through discussion on 



 

4 
 

acts of resistance by the child, caregiver, or equipment. The connections between these various 

literatures can be seen in Figure 1. 

 

Figure 1: Mapping relationship methodologies through connection points discussed in this paper. 

This thesis will attempt to address two types of gaps in the literature: firstly, it will 

discuss the reflexively blurred and defined boundaries of relationships through autonomy and 

identity; and, secondly, it will discuss multiple types of care relationships and work in concert as 

they map onto experiences of these children in unique ways. I observed and pondered how 

wants, needs, desires, and/or decisions are communicated and negotiated within a care 

relationship between child, equipment, and caregiver(s).  

“Despite an increasing number of children prescribed by physicians to [prescribed 

pediatric extended care]” and long-term hospital care “there [is little] current data 

describing and analyzing the effects of [prescribed pediatric extended care] on the lives 
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of [children with special health care needs], their families, and the health care system” 

(Caicedo 2013, 7). 

Research in this area may provide greater insight into how the environment of care may 

affect all individuals in this network of care more broadly. Such analysis can also serve to 

identify how to better train caregivers engaging in long-term care and how to better design 

medical devices to meet the needs of user groups to diminish overall shortcomings in providing 

care and adequate quality of life for pediatric patients in a long-term care space. Some of these 

observations may also extend beyond care and equipment specific to the observed population, 

into other fields of care within healthcare to improve quality of life for additional patient 

populations.  
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2. METHODS 

  Role and Qualifications of Researcher 

I am graduate student of Science and Technology Studies at Rensselaer Polytechnic 

Institute and have been working on the sensitive areas of care such as sexual assault and 

pediatrics for the last two years, in the area of participatory design in which I enlisted the 

collaboration of doctors, nurses, other healthcare workers, and police. I have extensive 

experience interacting with children in teaching STEM topics and piano and babysitting. These 

experiences prepared me to discuss the delicate subject area competently and not be intimidating 

to younger people. Additionally, I was enrolled in an Ethnographic Methods class taught by Dr. 

Tamar Gordon, and a Research Design class taught by Dr. Abby Kinchy, and was mentored by 

my thesis advisor Dr. Nancy Campbell while conducting this research. 

The study was designed to interview actors and observe relationships between caregivers 

and children getting long term medical care. I was responsible for conducting interviews both 

individually and in group settings with caregivers about the medical and emotional components 

of care, communication, and relationships they have with children. Additionally, I shadowed 

caregivers through typical activities to observe interactions between children, their equipment, 

and caregivers. Observation of their typical routine consisted of light small-talk with the children 

to make them feel comfortable with me, light conversation with caregivers, note-taking about 

certain interactions, and recording of audio and video via phone to capture nonverbal interactions 

between groups. Priority was placed on minimal interaction and disruption of the child and 

caregivers’ daily routine. I then compiled, coded, and analyzed the collected data. 
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  Sites of Care: Research Design 

A long-term ward for pediatric patients on mechanical ventilation in the Capital District 

of New York was the primary physical site at which shadowing routines and interviews were 

conducted. The ward has around fifteen children, varying periodically as some transitioned to 

home care or increasing with new admissions. There is a full staff of trained respiratory, 

occupational, and physical therapists; nurses; physicians; and auxiliary staff as well as many 

parents and family members constantly in the ward. Each room has been personally customized 

to the child in the room. Family photos pinned to cork boards and taped up in others, streamers, 

lights, posters, and other wall decorations lined the walls of the room. Countless stuffed animals 

covered beds, a toy chest had spilled over with other assorted knick-knacks. Generic hospital 

furniture has been replaced in some rooms by homely, warm furniture pieces such as a 

nightstand or bureau. If not for the sterile floors and constant bustle of staff into and out of 

rooms, these rooms have truly been personalized to the children. The center public space has a 

nurses’ station. Squishy puzzle piece foam tiles carpet the floor. A television blared Paw Patrol 

for one child relaxing in this main space while waiting for the physical therapist. A number of 

other sensory toys were visible and easy to reach. Multiple totes have different plush stuffed 

animals, sparkly objects, toys, and children’s books. This is the main staging and meeting place 

for children outside of their rooms. Various pieces of mobility equipment line down one of the 

wider parts of one hallway to the right of this room: trikes; trams; walkers; wheelchairs; Hoyer 

systems; gait trainers; and mobile, prone, and supine standers. Additional large foam block 

shapes and balls were piled here as well. Further down the hallway is an exit to an outdoor 

adapted playground with wheelchair accessible swings, slides, and a play structure. In another 

room is an indoor play and therapy space. There is a patient’s table like that for a doctor’s office 
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where the older children sit to perform various exercises. The room is full of color with different 

foam block shapes and squishy soft toys. The typical toys seen in homes of small children are 

stacked in this room, such as the pull and push vacuum and duck toys. Some more sophisticated 

toys for older kids were also arranged in a corner. Board games were brought out by the 

occupational therapist to help interact with the children. Another television in this room was 

playing “Baby Shark Doo Doo” on the screen to the delight of three small children and their 

caregivers, simultaneously the older child was playing Monopoly while being prodded at and 

pulled and seemed mildly annoyed with the many visual, physical, and audible distractions 

around them. The children are bundled and lined up by the front entrance every morning while 

waiting for the school bus to take them to a special classroom down the road. Not every child is 

able to go to school for the full day or at all. The children that do go to school are shuttled by bus 

to the school and back with caregivers or meet caregivers at school to help them maneuver and 

communicate. Those that cannot go to school have special tutors come to sit and teach them 

inside their rooms. Lastly, the hospital staff have a room for themselves next to the main 

entrance at the start of the ward. Their tightly packed cubicle-esque spaces-each customized with 

family photos and personal items-line the edges of the room, leaving only a small four-foot 

square of open space in the center of the room. Here, they sit while writing up notes from the day 

about each child and their therapeutic progress and needs while socializing with the rest of the 

staff. They swap notes and thoughts about each child as well. 

Pediatric patients include those with medical equipment providing life-sustaining 

function in a long-term capacity. Children range in age from a few months old to late teens. 

Some were born with conditions requiring mechanical ventilation, others had developed a need 

either acutely or over time. Thus, some have been in this facility their whole lives and others 



 

9 
 

have only recently moved in. The children interacted with different caregivers for different 

amounts of time on a weekly basis and longitudinally (i.e. some dyads knew one another for 

several years-even since the child’s birth-others had just begun interacting with them and 

interactions could range from relatively constant contact to only weekly or less frequent). The 

children also had varied levels of abilities and skill including communication, cognition, and 

mobility. 

All children observed had disabilities that impaired mobility given the necessity of their 

ventilators for survival. Interacting with only this limited population can create biases and 

artifacts1 due to: the type of disability observed, the specific training of caregivers in this facility 

in providing care, the specific abilities and needs of the children observed, the age of the 

children-that children not adults were receiving care, and the possible performativity of both 

child and caregiver interaction while under observation. Observations of interactions between 

caregiver, child, and equipment may vary based on the type of disability and duration of care the 

child requires. Each hospital will have standards for care relating to the equipment in use, the 

delegation of tasks, and the types of care being provided. Interactions of communication and care 

varied between each child, ability to communicate varied from completely non-communicative 

to communicating via sign language, verbally, with facial gestures, or some mixture. Different 

caregivers were able to interpret these signals to varied efficacy. As interacting with children was 

part of this project, care had to be taken to respect boundaries and privacy of these kids, so the 

topic of their own feelings towards their disability, needs, and equipment was not discussed 

directly. Instead, only small questions such as comfort with some tools and which activities were 

                                                           
1 Biases and artifacts are both important to study validity where biases occur when “some members of the 
population are more likely to be included than others,” artifacts are “any perceived distortion or other data error 
caused by the instrument of observation” (Goodyear 2018). 



 

10 
 

preferred were asked directly to the children; caregivers provided personal thoughts to fill in 

blanks. Thus, my limited engagement with the kids reduced my opportunities to observe 

communication between child and caregiver. This was satisfactory for this research, but direct 

conversations with disabled adults requiring long-term care can provide a more comprehensive 

discussion in the future of their feelings towards their equipment and caregivers-conversations 

that were inappropriate to have with children, at least of the ages of those observed. 

Fieldwork was focused on perspectives of caregivers to reduce interactions with pediatric 

patients. Caregivers may be parents or guardians taking on the role of medical professionals; 

medical professionals such as nurses, doctors, physical therapists, respiratory therapists, or 

occupational therapists who take on parental roles; and extended social networks that share in 

care work of an individual. Interviews were conducted directly or via Skype with caregivers 

(physicians; nurses; physical, occupational, and respiratory therapists; and staff).   

The research interest was to identify key interactions between caregivers, children, and 

equipment that identify power relationships between the three; communication, comprehension, 

and receptivity of needs, wants, and desires between the three; and pinch points in care either due 

to equipment or caregiver which reduce efficacy of care for the child. 

Research was gathered as follows: 

The Caregiver-Child Bond 

Conducted individual and group interviews with various caregivers in order to 

gain insight into their training, connection to the kids, various roles, and 

therapeutic goals with children. 

Shadowed caregivers to observe dynamics of daily routine in care for child. 

Followed around with minimal interaction beyond polite conversation. 
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The Caregiver-Equipment Bond 

Conducted individual and group interviews with various caregivers to gain insight 

as to how they interact with equipment, ways in which they both resist and affirm 

traditional use of equipment, frustrations with equipment and appreciations of it. 

Shadowed caregivers to observe dynamics of daily routine in care for child and 

their interactions with the child’s equipment as they work with them. 

The Equipment-Child Bond 

Conducted individual and group interviews with various caregivers to hear their 

thoughts on interactions of children in their care with their equipment. 

Observed interactions of children with their equipment while shadowing 

caregiver. 

As caregivers are the primary individuals being interacted with, not the children, 

sampling considered the number of caregivers interviewed, not the children being cared for. This 

minimized the number of children whose consent needed to be requested, as different caregivers 

may interact with the same children. Over thirty caregivers, about evenly split between various 

healthcare professions, were interviewed. It is important that caregivers responsible for every 

dimension of care were interviewed. Children on ventilators were chosen as the interaction group 

as compared to other children in long-term care based on the important relationship these 

children have with their equipment as well as their caregivers. Different patient populations will 

have slightly different needs. To control for more variables that may change in different settings 

of care, only a single type of ward was considered. Children on ventilators are an example of one 

of the most complex long-term care populations, therefore addressing the largest intersection of 

different care relationships. This population is also ideal based on prior communication making 
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access to this population more feasible. There was a limit to the number of caregivers available 

to be interviewed because this patient population is rather small, there are less people practicing 

care within this field, and contacting new caregivers can be challenging as they may not feel 

comfortable sharing experiences without directly interacting with the researcher. 

  Data Collection 

All interviews and videotaped discussions were done on a completely voluntary basis.  

Interviewees were given the opportunity to remain anonymous, and to stop the interview at any 

time. Interviewees and meeting members also had the option to decline to be observed, 

audiotaped or videotaped. Any key interactions in shadowing sections were also allowed 

retroactive omission by participating groups. Examples of questions that may have been asked 

over the course of this study can be found in the appendix. 

Any observation of children was conducted by following caregivers through their daily 

routine with the children, so no actions were taken that would change the child’s day-to-day 

activities. Children are a vulnerable population that may not vocalize exhaustion or disagreement 

with participation. In order to mitigate this risk, no additional interaction was asked of the 

children. The only change to their schedule was the addition of a new person observing as they 

go about daily routines. Subjects consented to have their quotes used in anonymous capacity, 

after reviewing the final report draft and/or publication draft. All other aspects mentioned in my 

IRB form were followed. 
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  Plan of Analysis 

 Three forms of media were collected during the data collection phase: audio, visual, and 

written. Written data noted intertextual situational observations and thoughts that may not be 

collected via video and include field notes written after the interviews or observations that 

contain certain ideas considered based on those interactions. This data was retyped, printed, and 

then coded through methods typical in ethnographic media to note speakers and relationships. 

Examples of coding included writing names next to individuals, using acronyms identifying 

certain commonalities in dynamics of relationships, category words to describe repeated 

behaviors of the same type, circled thoughts for further exploration in further interviews and 

observations. A “constant comparative method” was used to analyze all media in reference to 

other media so that common threads and contrary threads may be realized (Strauss 1990). Audio 

was transcribed and coded in a similar process. However, transcribed audio offered a less 

personally subjective account of the process than written notes and the two were analyzed 

against each other to ensure the maximum amount of pertinent observations are recorded. Lastly, 

visual media has additional intertextual information that must be considered. Visual media was 

used in three ways: firstly, it could have been played back to those recorded as a way of starting 

a discussion into how they view their relationships with children (either with pointed questions 

or as an open-ended viewing experience), analyzed by transcribing audio to code as described 

above and describing interactions of the videos and images in text to then code as described 

above, or including still images as data within the final presentation (Rose 2016). 

 Important codes included moments in the data that relate to the keywords described at the 

start of this paper: Relational ontology/autonomy, Cyborg theory, Human development, Patient-

centered care, Care work, Disability studies, Power dynamics, Dynamic decision-making, 
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Risk/harm reduction, Everyday Resistance, Product Design, Medical Education. Additionally, 

codes were used to highlight emotions and intonations audible in the recordings. Any other 

interesting relationships of note were also highlighted. 
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3. LITERATURE REVIEW 

  Relating through Relational Ontology 

 There are many types of care relationships such as: mandatory (guardian-child), unpaid 

(family/friend support networks-individual), paid (assistant/fulltime carer-individual), etc. which 

may range from temporary to permanent relationships. Any type of relationship of care between 

two individuals “is composed of two indispensable elements, work and emotion” (Kröger 2009, 

4). In caring for children with long-term disabilities, three specifically interesting dynamics are 

present: that of a relationship between child and guardian, patient and healthcare professional, 

and disabled individual and assistant. All of these relationships create feelings of comfort, trust, 

and care between members. In a healthcare professional-patient relationship, care is often a 

supportive measure that focuses on patient desires, needs, and health. The child-guardian 

relationship on the other hand tends to have a main goal of nurturing as it focuses on 

developmental physical, mental, and social growth, bonding, and protection. Lastly, the disabled 

individual-assistant relationship focuses on facilitating the needs and wants of the disabled user, 

catering exclusively to their “autonomous” demands. 

The relationship between caregiver and patient is incredibly important in facilitating 

rehabilitation, trust, comfort, patient satisfaction, and quality of care (Binnie 1999), (Lee 2010),  

(Institute of Medicine 2001), (Radwin 2009). Close relationships in which caregiver and patient 

are comfortable with one another can correlate to better mental health and lower rates of 

depression for patients (Fauth 2012). Generally, person-centered care is important as “a dynamic 

practice that is refined with each interaction” (Lapum 2012, 277). Here, the longer the duration 

of interactions, the better the care relationship that can be created between caregiver and patient. 

“Individuals encounter illness and disease in personal, emotive, and embodied ways,” thus 
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rendering person-specific care crucial to knowing their specific needs (Lapum 2012, 278). In 

observations, children each had unique ways of communicating comfort and desires with 

caregivers. Understanding the specific preferences of each child in regards to equipment setup 

and abilities in regards to therapy was essential to caregivers optimizing mobility exercises and 

establishing trust with each kid. This trust, which develops from better knowing the caregiver, 

can lead to better and more earnest attempts at following a treatment or rehabilitation plan from 

the side of the patient (Hall 2010). Ee was more familiar with one specific physical therapist 

compared to the other staff taking part in her care. While all of the caregivers knew her specific 

preferences and needs and were able to provide baseline care and have her engage in activities, 

with this specific physical therapist, she would perk up, spend more time making eye contact, 

and more rapidly respond to instruction. Thus, in patient-caregiver interactions, “improvement of 

the quality of chronic care delivery should always be accompanied by the investment in the 

quality of relationships and communication between patients and professionals” (Cramm 2014). 

Bonding in relationships has documented importance for the child’s growth and 

socialization, as well as in in terms of the relationship being developed between child and adult. 

For the child, this bond is essential to socialization—how to walk, talk, and understand societal 

behavioral norms, and how to start to create a unique personality (Arnett 1995). Typically 

parents play this important role in a child’s psychosocial development (Kagan 1999), (Hohlfeld 

2018). “Parental bonding can be defined as a subjective experience of affection of the parent 

towards the child” (De Cock 2017). In the hospital wing observed, healthcare professionals 

tended to partially fill the parental part of that dyad. This dynamic created more possible duties 

and dynamics for medical caregivers in regards to interacting with children in addition to duties 

consisting of focus on treatment and rehabilitation. They “put feeling, acting, thought, and time 



 

17 
 

into caring;” requiring “not just to use one’s hands but one’s heart and head” (Kröger 2009, 4), 

(Hochschild 1995, 333),(Leira 1993),(Sevenhuijsen 1998). As the kids lived in the wing of the 

hospital, the staff took on familial roles, often interacting more with the children than their 

official guardians. This bond can be observed in relation to Bowlby’s description of attachment, 

where “a child is ‘attached’ to someone when he or she is ‘strongly disposed to seek proximity to 

and contact with a specific figure and to do so in certain situations, notably when he is 

frightened, tired, or ill.’” (J. Bowlby 1969),(Hong 2012). Ee, the same child in the last paragraph, 

would focus all of her attention on her favorite physical therapist—one that would affectionately 

embrace her sometimes—and any time this physical therapist left her side, she would become 

stiffer, her eyes would follow the path of the therapist, and she would strain in the direction of 

the therapist. While she would continue to listen to the occupational therapist that was still with 

her, her movements became tenser and her head would continue to tilt to search for her favorite 

therapist. 

These dynamics of affection, coupled with dynamics of officially defined care roles, 

create a liminal role for caregivers, in-between strictly professional care and familial affection. In 

filling these roles, caregivers codeswitch2 between identities seamlessly as they care for the 

child. Duration of care for a given kid may affect this dynamic where some behaved more 

professionally and others more affectionately based on the amount of time they had interacted 

with a given child and in the ward in general. The analytic purchase of this dynamic of affection 

and care work is rejected by many disability studies scholars and activists as it may create “the 

view that disabled people are dependent non-autonomous second-class citizens” whereby 

                                                           
2 Codeswitching is “the practice of shifting the languages you use or the way you express yourself in your 
conversations,” taken here to describe the different tones and emotions used by caregivers with different children at 
different points of interaction (Thompson 2013). 
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“people who are said to need caring for are assumed to be unable to exert choice and control” 

and therefore cannot have both “care and empowerment” (Kröger 2009,1). “The heavy price of 

institutionalized protection is always a measure of dependence and agreement to abide by the 

protector’s rules” (Brown 1995, 169). Thus, the protectorship/care narrative can problematize the 

unique identity and agency of the disabled person, much like how “benevolent sexism” 

“paternalizes compliant women by promising protection and help, but this weakens their 

autonomy and ability” (Fiske 2012). Instead, disability studies often describes a dynamic 

between disabled person and personal assistant as opposed to caregiver. This model sets the 

opinions of the assistant as secondary to those of the disabled individual, who is then promoted 

to a position of self-sufficiency in the sense that they have “choice and control over how the 

necessary help is provided” (Kröger 2009,10). Important in the description of care in the 

caregiver-patient dynamic above is the connotation of assistance rather than care; however, 

children with disabilities are in a unique position to benefit from the perspectives of both 

definitions of care: one as assistance in respecting the disabled individual’s agency and another 

“in the sense of taking responsibility for” nurturing a child’s growing identity (Kröger 2009,2). 

This position seems rarely addressed in any literature, but creates an opportunity for discussion 

of important questions as to how the autonomy and independence of a disabled child is 

developed—especially when their disabilities may prevent easy communication, their attempts at 

and signals of communication may be ignored, and their “ability to make choices and express 

opinions may be suppressed” (S. Bowlby 2012, 2102). Older children in the ward—children that 

both had better physical ability to communicate and argumentative abilities—seemed to push 

back against staff more often. In these moments, caregivers had to be especially aware of a 

balance between counseling rebellious teenagers as a parent might, observing treatment and 
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stimulation goals for the session, and understanding the emotions and fatigue the child may be 

experiencing. 

The “caringscape,” which “reflects how the dynamics of an individual’s situation and 

needs change over time and place,” will change over time as both the medical and emotional 

needs of the children change as they grow (Kenner 2018, Ch 5),(S. Bowlby 2012, 2102). Each 

caregiver melds multiple roles in providing care that will naturally crest and trough, creating 

unique and dynamic relationships with the kids. Together, the many assorted caregivers create 

networks or “webs of care” that collectively support all the various healthcare and development 

needs of the children (Kenner 2018, Introduction).  

  Cyborg Theory 

The dynamic between child, caregiver, and equipment can be discussed both through 

relationships as it was in the previous section and as an assemblage working in concert towards 

common goals. Imagining the three as a connected hub in decision-making can be useful in 

considering power dynamics and needs of each of the three. The figure of the Cyborg over other 

boundary-provoking figures can be a useful conduit for such discussion as “it departs from the 

anti-technology bent in feminism” regarding discourse about dualities, thus providing space for 

the equipment contingent of this assemblage (Alaimo 1994, 146). 

In discussing the figure of the Cyborg, Haraway boldly claims its utility in rejecting rigid 

boundaries between “the dichotomies between mind and body, animal and human, organism and 

machine, public and private, nature and culture, men and women, primitive and civilized” 

(Haraway 1985, 163). This Cyborg figure acts as a “radical border-crosser, blurring the 

boundaries between human and animal, machine and organism, physical and non-physical” to 
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discuss the liminal spaces of identity (Kafer 2013, 103). Haraway questions, “why should our 

bodies end at skin, or include at best other beings encapsulated by skin?” saying that “machines 

can be prosthetic devices, intimate components, friendly selves” (Haraway 1985, 178). This 

conceptualizes a Cyborg relationship between machine and person such that the boundary of self 

can blur into the various tools a disabled person may use.3 

As a tool for analysis, a cyborg can be expanded from a more metaphorical figure to a 

literal tool for grounding discussion of the “material realities of disabled people’s interactions 

with technology” (Kafer 2013, 105).4 The amended Kafer Cyborg allows for discussions of 

incongruity between machine and person, including less than favorable connections between the 

two, lack of access to devices, and a non-universal interest in technological cures and fixes 

(Kafer 2013, 118). This definition may allow a portmanteau to form between cripple (“taken 

proudly and reclaimed”) and cyborg, a “Cripborg,” or a “disabled person who selects 

technologies whilst anticipating the world they will encounter” (Nelson 2019, 2-3). Here, a 

                                                           
3 Haraway’s description of the Cyborg is contentious because of an absence of “any kind of critical engagement with 
disability…disabled bodies are simply presented as an exemplary, and self-evident, Cyborgs, requiring neither 
analysis nor critique” (Kafer 2013, 106). This position in a sense imposes the identity of Cyborg onto disabled 
people as strictly tied and connected to their assistive devices, especially telling considering Haraway’s one example 
including disability is one of a “severely” handicapped child, without allowing them to critically engage in which 
ways the Cyborg identity may more or less apply. The critique is similar to that of the argument raised in “Thinking 
Sex” by Gayle Rubin in which she argues that the single-dimensional portrayal individuals with societally deemed 
“deviant” characteristics as those traits erases their complexity of being in other categories, not to mention within 
that given “deviant” category (Rubin 1992). Without complicating a definition of a cyborg, it can be “just a sexy 
way to say, ‘Please care about the disabled,’… the cyborg is too much of an institution, an illusion of the 
nondisabled, the superhero in the movie, the mixed martial artist, the bots who either make life easy or ruin 
everything” (Weise 2018). 
4 The distinction here is between the imposed Cyborg and the amended Cyborg identity, named as such for purposes 
of identifying between them. The imposed Haraway Cyborg may serve to reify binaries such as Pistorius becoming 
a cyborg amputee with his visible prosthetic, but another athlete doping retaining the identity of purely a body not 
mixed with machine, or the fictional child Haraway describes who can only survive with her physically disabled 
body destroyed and brain placed in a machine (Kafer 2013, 108-109,112). This singular description relating a 
disabled person to the Cyborg construct in Haraway’s manifesto is problematically reductive in positioning 
“disability as always and inevitably a tragedy,” in magnifying the importance of economic productivity (and the 
implicit universal unproductivity of disabled people), and promoting the “supercrip” narrative in addition to 
describing conditions in which she is stripped of consent, freedom, and the process places limitations on her thought 
(Cheyne 2013, 141-142, 145). 



 

21 
 

“Cripborg” has agency in selection of accessibility aid that may best suit their needs in a given 

situation as they “need no one technology to move” (Nelson 2019, 2-3). The Kafer Cyborg 

provides a refocused attention to the cyborg as possibly both a nonmachine-human hybrid and a 

human-human hybrid, an important part of the later part of Haraway’s paper in relation to 

nondisabled individuals. 

“A cyborged disability politics can provide astute theoretical insights into boundary 

blurring that occurs between disabled people and our attendants, or between disabled 

people and our service animals, or among disabled people in community with each other 

and our allies: all experiences that point to a cyborgian understanding of interdependence, 

mutuality, and relationship” (Kafer 2013, 119). 

 In crafting this Cyborg, at points the machine or the person may become more prevalent 

with the other fading. In observing wheelchair dancers, their chair can be an extension of their 

selves, but dancers may separate themselves as well, placing human needs above those of the 

machine (Quinlan 2014). The caregiver can also play a role in this “cyborg ontology” in one way 

as “technology is intimately linked with socially generated practices that inform nurses’ actions 

and responses to the patient’s condition” (Lapum 2012, 279). In another, the caregiver will form 

a bond over time with the child, gaining the ability to interpret more than direct verbal cues as to 

their needs and feelings. The child, caregiver, ventilator assemblage offers an interesting 

converging point to examine the ebb and flow of prevalence of needs and desires within the 

Cyborged construct, in which angry beeping alarms, the therapeutic desires of a certain action 

the caregiver wants the child to perform, and the tiring disobedience of the child may each 

manifest together or separately to induce a change in actions of all three. 
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 Considering the multitude definitions of a cyborg, the question presents as to the ideal 

definition, and with it the utility and problems of such a term. Importantly, a cyborg identity is 

chosen and accepted by the individual and is not a distinct definitive identity thrust on any 

disabled person. Utility exists in the nuanced definition of each of the provided cyborg 

definitions in the specific work they accomplish. 

In order for a helpful cyborg to be constructed with balance between parts, the 

connectivity between parts must first be discussed. Collaboration between these parts can be well 

observed in the setup used by Stephen Hawking (also a good case study based on the extensive 

documentation of his life). Hawking managed to adapt communication and actions in ways that 

allowed him to continue to communicate with others, even once he lost the individual ability to 

vocalize or move. Through the use of adaptive mobility, communication equipment, and 

assistants, Hawking was able to continue to speak via The Equalizer, a technology that translated 

cheek muscle movements into text and then into speech using a dictionary of frequently used 

words, word completion, and word prediction (Mialet 2012). This technology was more than a 

speech aid, but was instead “really an extension of himself,” according to Woltosz, its developer, 

so much so that Hawking used it preferentially even after later, supposedly improved technology 

became available (Mialet 2012, 17). The unique robotic American accent created by the program 

is iconized as his voice, his oral identity; any ‘upgrade’ to make the voice more British or more 

‘human’ was refused by Hawking, who insisted “that is not my voice… I want my voice back” 

(Mialet 2012, 18). His assistants learned to communicate with Hawking simply through the 

subtle movements of his eyes. They learned special phrasing to pose questions in the form of yes 

or no questions, “anticipate his responses, complete his sentences, and sometimes give him a 

voice” to quickly perform and communicate Hawking’s desires (Mialet 2012, 21). Both 
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technology and assistants melded with him as anticipatory functions, following his lead to 

simplify his effort in performing certain tasks. To find this kind of balance in a cyborg construct 

is to bring about an equilibrium point of shared identity. For Hawking control of this balance is 

skewed largely to his person. Hawking’s independence in thought as a cognitively aware adult 

places him at the center of his triad, allowing him to impose his will on both technology and 

assistants. Neither the technology nor the assistants perform demanding life-sustaining aid that 

may supersede his wishes, which grants him “total autonomy” in personal decisions.5 His 

technology and assistants are importantly essential, but exert no independent decision-making 

control over his actions. Children on ventilators, too, are the necessary centers of their own 

cyborgian existence. Like Hawking’s construct, however, control must be shared in interesting 

ways, where needs and desires of each may take priority over demands of others. 

Quinlan contends that “to be a cyborg is an equal intensification of all three,” however, 

balance of control within a cyborg assemblage is constantly in flux as there are necessary 

moments where each member of the assemblage must cede at least partial control to the others 

(Quinlan 2014). This discussion of control is essential to crafting a cyborgian figure with direct 

real-world application. The balance of the triad is inevitably destabilized through points of 

contention in daily decision-making, and emergency response patterns over the course of 

“normal accidents” (Perrow 1999). My fieldwork highlights key examples when each member of 

the assemblage takes control over the others in order to ensure optimal safety, developmental and 

therapeutic goals, and quality of life for the child. 

                                                           
5 Autonomy here and in this paper is reevaluated to, “[recognize] that the individual lives within a variety of 
contexts and is dependent on them,” as “all of nature, human life, and society are interdependent” (Fineman 2004, 
28 and 19). Thus “total autonomy” may be taken to mean agency in decision-making and “the term ‘relational’ here 
may serve simply to deny that autonomy requires self-sufficiency. If relationships of care and interdependence are 
valuable and morally significant, then any theory of autonomy must be ‘relational’ in the sense that it must 
acknowledge that autonomy is compatible with the agent standing in and valuing significant family and other social 
relationships” (Stoljar 2018), (Mackenzie 2000). 
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4. FIELDWORK AND ANALYSIS 

 

Figure 2: Representational model of important actors within the caregiver triad: the child, their equipment, 

and the caregiver(s). 

Each child has different needs and abilities, they blend their identities in varied ways with 

their equipment and caregivers, and are able to interact in the physical space differently. Each 

possible cyborgian identity is unique and has a unique balance within the triad. 

Each of the three work together to assist the child in achieving their therapeutic and 

emotional goals. Figure 2 depicts the different groups involved in interactions of care: the child 

as a yellow circle, the equipment as a green rectangle, and the caregiver network as a complex 

circle of primarily medical care through healthcare professionals and emotional care through 

guardians—although there is crossover of those roles—represented as overlapping blue and pink 

circles and surrounding small circles representing auxiliary care individuals who are part of a 

care network such as extended family and friends. 
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Abbreviations: PT – Physical Therapist, OT – Occupational Therapist, RT – Respiratory 

Therapist, ST – Speech Therapist 

  Child-Controlled 

 

Figure 3: The child is in control of decisions in child-controlled interactions. 

At points, the demands of the child were central, as depicted in Figure 3, such as in 

giving commands of extreme exhaustion or discomfort. They may get pushback from caregiver 

or equipment, however, in these interactions, the child stands their ground and is in charge of 

decision-making. 

Often when feeling discomfort, children will interact with the machines directly to settle 

items more comfortably. “We have like the twins [with] who it's a lot different when you interact 

with them and you're managing tubing because they'll just like pick it up move before you. Like 

they're like, oh this is an extension of me” explains PT 1. Ee crinkles the pulse ox sensor off her 

foot by bending her toes. Alarms sound by the pulse ox, indicating that it can feel no pulse as she 

smiles contentedly. The caregivers occasionally acquiesce, silence the machine, and allow her 

that comfort temporarily before replacing the sensor.  

The children have also learned how to easiest move with each piece of mobility 

equipment, often using the body supports as ways to fully relax and retask the device to move 
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with the least effort. Ee starts to walk backwards when tired on the tram, because those muscles 

are stronger and easier to use. When walking forward, she needs to lean a lot more body onto her 

arms and uses her legs instead of mostly sitting down. 

There is a noticeable difference in how kids interact with their equipment based on how 

long they have been on long-term ventilation and from what age it happened. Kids who have 

been using a ventilator since birth or for several years have the highest degree of comfort 

manipulating their equipment to suit their needs. Others, for whom this equipment is still 

relatively new, have a hard time adjusting to the new normal and feelings of discomfort created 

by the equipment. 

“Like [Aa] came unhooked from her vent like five times yesterday when I was treating 

her she picks it up and attaches it herself versus you know” says OT. “For [Aa AND Ee] 

it’s definitely an extension of who they are. Yeah, that's just what they've known. [Bb] 

tries to control like she knows a lot like she could be a respiratory therapist like my 

heating tube is disconnected or she's able to verbally direct you. She can hear a certain 

noise of the vent and say this isn't plugged in all the way and she tries to control the 

position of where it is. For some kids it's uncomfortable if it's pulling; she told me it's not 

I think it's just a control thing but I’m not really sure,” OT hedges. 

However, this compares to [Ff], “he cries and he’s scared and he says I can't breathe 

because it's new it’s different to him and just his whole sense of himself and his body” 

says OT. “And there’s anxiety that comes with not being able to breath” says PT 1. 

Interactions in treatment are unique to every child, but similarities exist in treating new 

children as compared to ward veterans. The newer children are more focused on control, often 

more frustrated, and timid about new activities in care. 
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“It’s a big difference as far as it kids who are working towards developing something 

new versus kids who have been doing these things-walking, talking, eating, participating 

fully in their day-to-day and now have significantly reduced their independence. It's you 

know, just a different approach as far as building back versus starting new but our goals 

are the same to try to reach the quality of life. But all of our treatments are individualized 

to each, you know each resident and whatever they're ready to work on start there” – PT 

1. 

Child-controlled interactions with equipment and caregiver may come into conflict when 

the primary goals of others appear to focus on comfort and control. The body-equipment 

interface is an ever-present point of discomfort—discomfort that only the child may be able to 

voice. Thus the child prioritizes communication over comfort as the only part of the triad able to 

feel discomfort. Communication control through expressing desires and preferences may act as a 

way to both exert and practice independence in decision-making despite interdependent needs 

having to be taken into account in performing those desires. 

  Machine-Controlled 

Other times, the equipment would dictate actions—such as when replacement parts were 

required to function correctly or repositioning was necessary to provide accurate vitals updates. 

If there is a dangerous situation in which the child is not getting adequate air or some other life-

sustaining function is in jeopardy, the desires of the caregivers and child are halted to correct this 

challenge as depicted in Figure 5. 
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Figure 4: The machine is in control of decisions in machine-controlled interactions. 

At times, the child and their equipment must be treated as a single body. Moving a child 

around the hospital becomes much more challenging when they are connected to equipment. 

This shared identity of equipment and child as a singular object acts as an isolating factor that 

keeps kids from being able to independently operate and interact with others. 

“Kids on vents tend to be in their rooms more often. We try to work as much as we can to 

get them out of bed even just if it's out of bed in the room on a floor mat, you know 

getting up and out with the help of PT and OT of course, but the amount of exposure they 

have to different vocabulary different opportunities and experiences is significantly 

limited by the fact that they’re on a vent. So certainly it's something that I see directly 

impacting their communication because if you haven't experienced it or no one's ever 

talked to you about it or you've never seen these things” – ST. 

Because of the cumbersome nature of dealing with equipment, often to transfer a child 

from one position to another requires coordination between two staff members. Sometimes, even 

once transferred into a new position, multiple members may still be required to treat a single kid. 
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Given that there are limited staff members trained to interact with each child this means that 

overall, each child is not able to be as mobile as ideal even when moved into common areas. 

“So moving you saw the ventilator there for the, specifically for the vent kids. The vent 

does come off of that mobile base. It's still about was about 20 pounds or so. So we have 

to find different ways of hooking that vent up to our equipment if they're using gait 

trainers and bikes and things like that to be able to safely move them longer than say the 

10-foot sometimes not even the distance that you have of the tubing so we have to figure 

out how to secure that to the equipment if we have somebody that's going outside on the 

playground or going up and down stairs. We have to carry the vent on my shoulder which 

is heavy if you're also guarding and helping assisting with the kid and then also 

limitations which it's necessary that sometimes we have to have the RT with us 

depending on the stability. So we're limited and getting them outside or getting them to 

the gym without the staff. So that comes into play to have to make sure that we have the 

schedule and have the staff organized be able to come with us to do that. So frustrating 

for me because I would just go get them and let's go, but we gotta coordinate services. 

This is such a niche environment, you have to be creative. You have to be able to adapt 

things to make it work for them. Like there is special needs equipment. There's the gait 

trainers all that stuff but in like it's supposed to help you because it's supporting them so 

that you can facilitate certain movements but when you don't have an RT or a nurse or 

second set of hands, you have to maintain the lines and you have to it's very tricky to try 

to coordinate everything and isolate certain movements” – PT 2. 

One major worry in moving equipment is the risk of decannulation, or the trach pulling 

out, which RT 2 explains is very easy error as the tube is incredibly sensitive to tension. If the 
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trach were to come out, it is a life-threatening emergency. At the same time, wires and tubes 

have to regularly be navigated in order to move a child into new positions.  

“You just have to make sure you have enough cord with the vent to you know go with the 

positioning” says PT 2. “I’ve never done it with a kid on a vent, I’ve done you know 

feeding tubes, some of the guys have feeding tubes. I can imagine it’s an even greater 

challenge” adds the wing administrator (WA). “Yeah, you know, sometimes we hook it 

off the wall and can do it that way, sometimes we don’t it just depends” PT 2 continues. 

The administrative and financial cost of equipment can also be counter to care, where 

new equipment must be tested with each child to see if it will help them then justified against the 

cost to the administration. Even if equipment can be purchased, there is a tradeoff between its 

added utility and added bulk. 

“[The vent] changes our ability to make them functional because it requires a lot more 

equipment so a lot of times when we get equipment to trial with them we have to be 

responsible for pushing the vent and maintaining the tubing, you know, whether it's the 

feeding tube, the vent tubing, the pulse ox cord like that's a lot of lines to watch when 

you're trying to get them to be able to move around and explore their environment. So 

once we are able to justify that that piece of equipment does work for them we can get 

devices to hold the like vent tray on the back of a wheelchair, but you're adding bulk to a 

chair that they can't see so when you add an oxygen tank and the vent on the back and 

they take a sharp turn then they nail it and there's a there's a risk that they're going to stop 

breathing. You're going to send you an oxygen tank flying. It's a lot of risk factors 

involved in like getting them to learn to have like awareness” – PT 2. 
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 Much of the time, staff must find work-arounds or readapt equipment to work optimally 

with a specific child, who may also have special preferences or needs not addressed by the 

generically designed equipment. 

“You have to be very flexible to because you know, there's a lot of adaptive equipment 

but it won't work the same for each person. You know that can be frustrating for you that 

can be frustrating for them, but you can't let that show either” – OT. 

“The babies with a lot of times we get kids that have a torticollis or tightness in the neck 

muscles. So they always kind of favor looking towards that vent looking towards the 

doorway looking towards the caregivers and then they kind of get stuck there. So then 

they'll have trouble turning to the opposite side. So what we’d do is flip them in the crib a 

lot so that they have to look to the other direction flip them upside down flip the vent to 

the other side of the bed so the vent tubing is pulling to the opposite side. Some can get 

skin breakdown to if it's always pulling to one side. So we have like a vent arm or a strap 

that will put slack on the tubing to bring it back over to midline. Because you never want 

pulling against that trach and then those little cushions we’ll use flow cushions and 

different head positioning cushions we’ll use to help keep the head and midline so that 

they don't get stuck there get take to the one side” – PT 2. 

Thus, limitations of the equipment exert a type of control over possible movements and 

prevent the child and caregivers from implementing certain needs/desires. Equipment limitations 

can be considered to consist of both inability of the equipment to perform certain desired tasks 

and the strain on resources and personnel required to perform certain tasks with equipment. 

Equipment failures were not observed, but would include moments when the equipment could no 

longer perform desired functions. One common example explained was the limited battery life 
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for portable ventilator units, where older units may die faster than anticipated—where loss of 

power can cause dangerous situations for ventilator users if a replacement is not packed as well. 

  Caregiver-Controlled 

The caregiver may also take charge, overriding the requests of the child by pushing the 

child to walk slightly further or interpreting the whine of the alarms as superficial and canceling 

the sounding to further therapeutic goals and possibly push the child out of their comfort zone in 

productive ways as depicted in Figure 4. 

 

Figure 5: The caregiver(s) is/are in control of decisions in caregiver-controlled interactions. 

There is a support system between children, where those that have lived with their 

equipment longer and are able to communicate act as minor caregivers by helping new kids 

adjust to their equipment and new reality. Bb remembers life before her accident, but has been in 

the wing long enough that she has adjusted and helps new kids overcoming that trauma by 

sharing her own experiences and teaching them how to optimally use their equipment. 

“It’s interesting because we do have a few new spinal cord injuries and we have [Bb] 

who’s been here for years, she was like five or six when it happened. And she’ll tell us 
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you need to tell them that, reminding them those different cues to make them feel 

comfortable and safer. And she’ll tell the respiratory therapist so we’ll be like why don't 

you tell them, [Bb], and just know seeing them at different levels of the recovery and that 

support system is really cool” explains OT. “It’s cool how [a new anxious arrival] and 

[Bb] paired up and for the first few hours she was like I know it’s scary but you’re ok and 

reassured her because she’s very sweet and she's very confident, she’s just gonna yell at 

all the other respiratory staff about out how to like sensitively handle her,” PT 2 describes 

proudly. “So that's kind of cool because you know, we fill that role all the time. So it's 

really cool to see a resident do it,” OT adds. 

Caregivers must find a balance between pushing the child towards therapeutic goals, 

supporting the child at the edge of their comfort zone, and concede certain moments to the child 

when such goals may cause more trauma than is helpful for the child. 

“We've been using our treatments to work in focus towards the goal of being able to do 

stuff such as being able to steer a power wheelchair and getting [Ff] excited about doing 

that. And just you know over time it's a fine balance of pushing him really hard with 

challenging task and you know, I know I pushed too hard and we have to step back and 

have some more fun sessions because he just will see me cry and say no, no, no, no, no. 

But we're in a place that we can joke about that now and he's come a long way with 

reducing anxiety and being able to feel comfortable and to communicate his needs, and 

you know recognizing us and our role in his life and you know kind of having a unique 

bond and joking relationship with us all. And just your approach of, there's a larger 

emotional component with these kids because there's a loss of what their life was with 
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their, you know functional abilities. Just being sensitive and supportive when they trust 

you to let you in on those intimate moments” – OT. 

Caregivers constantly monitor equipment conditions and dynamically interact with the 

child and equipment based on variable conditions. Machine beeps are usually silenced 

immediately as the beeps are familiar and not concerning. The wing is constantly filled with 

noise as alarms sound across it from every room. Like whack-a-mole, nurses circulate checking 

the children and the alerts, knowing most tones are simply created by overly sensitive machines, 

not signaling any real danger. The hyper-sensitivity of machines creating both false and 

nonactionable alarms is a major challenge for caregiver networks, with many reporting 

exhaustion with the almost constant beeps leading to desensitization from the “cry-wolf effect” 

that could cause true emergencies to be overlooked, especially during periods of high workload. 

“The United States Food and Drug Administration (FDA) reported over 500 alarm-related 

patient deaths during a five-year period” (Ruskin 2019).  

Caregivers must be aware of the many nuances in their responsibilities of care; each may 

have primary interaction objectives, but many additional overlapping secondary objectives. Lack 

of anticipation to these unexpected roles can cause additional stress and feelings of inadequacy 

for caregivers, feeling that may be further exacerbated when suddenly thrust into a position of 

care, which several medical caregivers posed as reasons for a lack of engagement by certain 

family members of children in the ward. Emotional and medical care have large areas of overlap 

throughout nurturing therapeutic and developmental growth. Without conscious and careful 

interactions, caregivers may miss subtle signals communicated by the child that produce the best 

care for the kid. 



 

35 
 

  Collaborative Control 

 

Figure 6: The triadic assemblage shares control of decisions equally in the majority of interactions. 

The three parts of the assemblage most often work in concert as depicted in Figure 6. 

Between child and equipment, equipment would provide support to the child’s movements and 

the child would maneuver equipment appropriately. Between child and caregiver, the caregiver 

would encourage the child to help them move further and the child could offer suggestions for 

activities they want to perform. The equipment would quickly make the caregiver aware of any 

possible invisible worries for the child’s life support and the caregiver may dynamically interpret 

results to determine danger of any given problem. Thus, there is a dynamic give and take in 

interpreting needs vs. wants vs. desires in the short and long term while deciding collectively 

what steps to take. 
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  Communication 

 

Figure 7: All three must be able to both communicate and understand communication to enable conversation 

around decision-making. 

Understanding what children, the equipment, and caregivers want to do at any point is 

essential in the eventual negotiation of which activities to undertake at a given moment as 

depicted in Figure 7. 

Less verbal children may use their machines as a way to communicate, dislodging or 

separating components so that alarms will sound. This communication may be conscious and 

active like for kids like Aa and Ee,  

“they know if they pop it off there's gonna be an alarm going off and then literally they’ll 

literally hold it right in their hand. Come on over I want to play what I do this, I want to 

do that. So they use it. They really do use it for communication” – PT 1.  

For others, it may be a subconscious way of conveying that they need something, as PT 1 

explains, “I mean I've had kids that have pulled their trach right out like a child that was having a 

lot of discomfort. She actually had a granuloma around her trach that we didn't know about and 

we thought she just being behavioral and grabbing and everything but she kept pulling at her 



 

37 
 

trach.” Because of this reaction, and inadvertent communication, caregivers were able to find the 

granuloma that was giving her pain and remove the trach to improve her quality of life. 

The age and mental ability of the child also affects their relationship with their equipment 

and surroundings, where younger ones exhibit behavioral activities to express their needs and 

older ones attempt more detailed (both verbal and nonverbal) communication. Often this isn’t 

possible based on limitations of the equipment or their understanding and that of their caregivers 

of their disability which can make them frustrated with their equipment. 

“The youngest baby pre-verbal ones you they aren't able to speak but they tell you know, 

they a lot of times they’ll pull out the tubing, they will kind of get to a point where if they 

are more mobile and their cribs they get kind of stuck. They will show frustration with 

that sometimes, sometimes they stop doing those things as often. Some of the older kids, 

they're not able to tolerate a speaking valve, it's very hard for them to speak past the vent 

and especially depending on the size of the trach they have and their anatomies and times 

they can’t get any air passed at all. So they're relying on others to just make out a little bit 

of a whisper or just move their lips and for somebody who's speaking in full sentences 

has a lot to say and a lot of detail to talk about can be very hard for the listener to 

understand what they're trying to say. So they have significant frustration around that. 

Sometime they cry, sometimes they verbalize it, sometimes they shut down. Sometimes 

they don't interact as much or attempt to” – ST. 

Children new to the ward are often apprehensive and overwhelmed by their new normal, 

which can make it hard for them to want to interact with caregivers and learn new skills that will 

ultimately improve their quality of life. 
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“It's hard to develop a concept of them or understanding or vocabulary and then for kids 

who have had that experience that come here afterwards it can be challenging sometimes 

to motivate them participate in therapy and to kind of work towards getting back into 

those things when they're on the vent and we have someone right now who is on the 

servo vent in can't leave the room at all that says it’s very challenging. Sometimes there’s 

some depression and things like that that definitely impacts our ability to do therapy.” – 

ST. 

The ability of caregivers to interact, communicate, and bond with the children also has 

improved over the years of providing care as they learned the strength of kids they were dealing 

with and how to manage personal fears around the children’s movement. 

“It's been almost 17 years or so. So, I mean when thinking way way back, I was scared to 

death when I first came into it, I was just kind of like came in one day and the next day 

the PT was on going on vacation and I was on my own so I was really nervous to move 

and handle them but that's really when I first started they were restricted a lot. When I 

started back then they were just seen in a room there you worked on range of motion in 

their beds and I saw in their eyes that they had this ability to do a lot more. So that’s 

when we first started working on ways to be able to overcome that there's no reason they 

can't do what other kids can do” – PT 1. 

“Yeah, I mean this was my first job out of college. They don’t talk a lot about it. So I 

think I you know the shit out of me for like six months. So I'm just like they have to be 

connected all the time. And oh my goodness that they come in connected and when I'm 

transferring them and just you know wanting an RT there all the time when I transfer 

them and being scared of that and then just as I got to know them and know their 
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functional ability being more comfortable, of what they can and can't do they really can 

do a lot and you know, I think that's that surprised me is very rigid and nervous about you 

don't have to be connected all the time and I don't want the lines to cross and that kind of 

a thing” OT recounts. 

 Communication improves between each of the three given increased familiarity as they 

get to know one another better and better understand their own position in relation to the others. 

It consists of both learning ways to convey information and receive information. The children 

each learn and adapt unique methods of conversing based on their abilities and the 

comprehension of those interacting with them. For some, this meant unique shortened signs, eye 

movements, and abbreviated speech with long-time caregivers. Others had universal preferred 

methods of communication that caregivers had to learn to respond to. Caregivers worked with 

children to develop these specific methods of conversation and took an active role in deciphering 

new commands that were not yet clear. Equipment is the least receptive to change based on 

comprehension by those around it-the beeps would sound regardless of if there were people in 

attention or not. However, caregivers and children mobilized this inflexibility to create another 

level of communication pathways. 
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  Bonding 

 

Figure 8: Trust and familiarity between all three is cultivated through bonding over time which improves 

communication and relationships between parts. 

In observing an extended interaction between medical caregivers and children, the heart 

of their relationship becomes clear. Bonds are cultivated and strengthened over time as depicted 

in Figure 8. There is love, excitement, and pride in watching the children meet goals. Each seems 

to know what the other wants, where caregivers want the child to move and show effort and the 

child wants play and interaction in this example. Both groups oscillate between trying to please 

the other and pushing back with their own desires. One such scene is described below. 

When adjusting Ee in her wheelchair, there is a TV on to keep her attention as the two 

PTs talk to each other occasionally making eye contact with her as they fix the pulse ox sensor. 

She follows them with her eyes as they move all around her, as her head limply shakes around. 

“Hi, you’re smiley today, I like it,” says PT 2. In overlapping conversation, the OT says, “want 

to play with bubbles, we’ll pop bubbles as we walk?” “Hold on, we’re gonna staaand, hold on” 

PT 2 repeats as she fastens her, “ok, [Ee] we’re going to staaaand tall,” as they move her quickly 

into the tram. This repetition ensures that PT 2 maintains [Ee]’s attention throughout the transfer 
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process. The affectionate tone both PT 2 and OT speak with is reminiscent of proud parents 

coaxing a child through a new milestone. “You going to stand up tall? Can you wave your hands 

in the air?” instructs OT. They shower her with lots of encouragement as she is placed into the 

tram. There is constant beeping from the vent cart with various pieces of equipment screaming 

that goes largely ignored. With PT 2 behind her, Ee’s head is especially tilted back as she looks 

for her favorite adult. “Are you looking for [PT 2]? She’s behind you,” says an amused OT. 

Planting a kiss on her forehead, PT 2 affectionately says, “here lovely, oh boogie nose, BOOGIE 

NOSE!” as she cleans Ee’s nose. The influence of their bond is direct as Ee perks up at the sight 

of PT2, and with earnest effort, exerts herself trying to move. The caregivers shower Ee with 

praise and encouragement with her each step. 

Noticing Ee lapse into lazy motions as she grows distracted, PT 2 starts to help move her 

legs for her while OT takes over controlling the vent cart and direction of the tram. Again, PT 2 

has moved where she can’t see and her head starts bobbling. Anytime PT 2 must walk away, OT 

blows bubbles to try to keep her focus on the task at hand, slowly walking down the thirty foot 

hallway. PT 2 opens up the side door as a treat at the end of the passage, giving Ee fresh air, and 

letting her see outside, which she always enjoys. PT 2 signs all done when it’s time to close the 

door again which Ee signs back as acknowledgement. OT plays ball with her with light tosses, 

teasing that she’ll get hit in the head since she won’t keep her hands up. As Ee catches and 

throws it PT 2 celebrates “good job, good job!” with a high five. When PT 2 walks away at the 

end of this activity, all tired Ee wants to do is stare in that direction until she returns, ignoring the 

bubbles. On her return, PT 2 exclaims warmly, “you were looking for me? I feel so loved! ok 

lovebug, we’re going to get you back in your chair get you ready to go ice skating today, first 

we’re going to wipe your nose, boogies! Boogies!” in repetitive sing song once again, “stand up 
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tall please, ok are you standing up tall, I’m going to let the harness go.” “Good job, push, push, 

push!” says a friendly but slightly distant OT. “Ok your chair’s ready. 1, 2, 3” squeals PT 2 in 

ascending pitch. “See you later, gait trainer” says OT as she pushes it out of the way of the 

wheelchair they are now placing Ee in. “Scoot that booty back, scoot that booty back!” sings PT 

2. Noticing a still fidgety and poorly seated Ee, she helps her stand once again to resituate her 

comfortably, “you wanna stand again? You wanna stand? Ok, 1,2,3,4,5,6,7,8,9,10” she counts in 

increasing pitch once more before setting her back down properly. “Goood girl” says PT 2 as she 

affectionately pats Ee’s head while moving back to fix the straps. Either in a bid for continued 

attention or as a show of pride that she can, Ee tries to stand back up suddenly, while PT 2 and 

OT are working behind her. The PT 2 and OT quickly put her back and remind her she needs to 

ask to stand. “I know, you’re such a big girl, ok scoochy back, scoot your booty back!” PT 2. Ee 

reminds them about her buckle as she tries to buckle herself and removes the gait belt that they 

added to the trainer to help support her and keep her shoulder from dislocating. PT 2 blows her a 

kiss, supplemented with a nose boop as she walks around the chair, and Ee’s gaze follows for as 

long as she can. They adjust to clean up in front of her. PT2 has been helping care for Ee since 

she and her sister were born. Over time, the two have developed a close emotional bond which 

energizes Ee to be active in her medical therapeutic care. PT2 similarly is energized by 

interactions with Ee as she watches Ee grow up and improve her communication and motor 

skills; with parental-like pride PT2 is able to be genuine in her affection and encouragement, 

improving her medical care. 

Their ultimate goal is for the kids to be “independent, mobile, and functional as possible 

despite being hooked up to maybe many machines,” so they push them like parents of an athlete 

might, celebrating each advance [PT 2]. They expressed a lot of pride about their children, noting  
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“It’s slow progress. Sometimes you don’t notice as much because the little gains are so 

big for them. Especially, like I mean when I first started here, she was three and she 

couldn’t sit up on her own, she [A] was completely dependent to sit up, so in the past five 

years from not being able to do it at all to now sitting up by herself and walking and like 

pushing her own wheelchair. It’s all about like finding the little things that make her more 

independent. And she’s so expressionate, you know she’s happy and she’ll like fist-pump 

and like get so excited.” says PT 2 with a warm smile on her face. 

“I feel lucky to be able to do this for a job for a profession. It’s very rewarding to me to 

be able to see changes in development in the kids that I work with and the families… 

Ultimately, my goal for them is to reach their maximum potential as far as 

communication and feeding, but also, you know, just to have, to consider their quality of 

life and give them whatever tools I can to help them be as independent as possible” says 

ST. 

“So, you know what I take value from is just watching them make gains and successes 

and you know a lot of little guys on the vents or really premature and they make a ton of 

progress and watching them just grow and even get off the ventilators is incredibly 

rewarding and then just you know, we have a lot of kids with spinal cord injuries and 

working with what they have and empowering them to participate in much of their you 

know functional care and things that are important to them and including that in their life 

and you know this incredibly rewarding work that we do” – OT. 

Over the years, staff learns the limits and abilities of each child which can change how 

they react to alerts and handle equipment while treating a given child. 
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“Ria noticed you disconnected the vent,” WA asks. “Yeah because sometimes if you 

don’t and if you pull them a certain way you can pull the whole trach out, so it’s a safety 

issue too, we have to be careful with that and we have a certain amount of time that we 

can do it” PT 2 explains. “So you can do that with any kid?” WA asks again. “There are 

certain kids you can certain kids you can’t. We know the kids that we can” PT 2 

responds. “Right,” confirms WA. “And we know how much time we have too. So you 

have to have them back at a certain time so that they can breathe and get their air,” PT 2 

concludes. 

“And you learn to that there are some of the kids that you can pop off and be alright or if 

they do pop off they're going to be okay for a couple of minutes versus the kids who are 

going to turn blue in about 30 seconds, right? So that is that that scales your panic level” 

PT 2 adds.  

Trust is essential from the perspective of the child as certain decisions may be out of their 

control due to equipment failures and complications, issues with their body-equipment interface, 

and as they test the boundaries of their abilities. Creating a bond between the two is essential to 

treatment so that the children are comfortable and trust each staff member. 

“It’s a lot of building rapport and getting them to trust you [Ff] for example doesn't have 

control of the environment. So he tries to control the session and it's a lot of finding ways 

to motivate him like he was saying and rewards right now. We're trying to build up to 

being more therapeutic. So we've started with just sitting and playing games where he 

verbally instructs, to now we're using the switch to get him to move his head to activate. 

There's been a lot of progress with him being able to move his head with the end goal of 
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him driving wheel. So those are just options for him to be more independent them the 

only way he can and then use the switch” – PT 2. 

Caregivers being able to successfully bond with their kids is crucial to helping the child 

feel safe even through stressful situations. For caregivers, this calm exterior is learned over time 

(whether they are truly internally calm or not) which can help the child better navigate fears. 

“And, you know, knowing that it's not like instantly the end of the world” OT explains. 

“Or during session if their mucus plugs or if they need to be suctioned you can like drop 

down to ten percent oxygen” says PT 2. “And I've learned how to control my reaction 

because it is scary for you. And I think like I don't know a year and a half ago. I probably 

would sit there and panic and press code blue and freak out versus now, you know, 

someone's coloring changes, if they’re blue, and just trying to keep yourself calm so you 

can verbally calm down as well as making sure you know, you’re notifying all the right 

people and getting things taken care of” OT concludes. 

They are protective of their children, quickly offering up loving and empathetic 

explanations as to non-compliance by their kids. During one therapy session, Bb was getting 

frustrated by the many activities happening and while was earnest and patient in speaking and 

describing her life in whisper speak, she did not want to play Monopoly with another 

occupational therapist requesting her attention. Immediately following the interaction, RT 1 

came aside to explain, 

“She’s paralyzed C1-C3 so she can’t even support her head, that’s why she’s a little more 

yea. I think you need that to kind of understand the circumstances of why she’s so picky 

and stuff. And it’s also like you have no other control, you can only have control of your 
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voice. That’s why she got so angry she didn’t want to play her game because she couldn’t 

follow the directions and you know the directions may not make any sense for use.” 

Some children move to the ward after experiencing major injury (as opposed to being on 

mechanical ventilation since birth), and that experience must be empathized with carefully to 

help them start to heal. “The [caregiver], who wants to create the right relationship with the 

patient, must win him/her from the first moment. This will happen if the conversation is held in 

appropriate conditions.” “Communication with the patient requires ample time. Each patient has 

his own way and pace to reveal his problem, but it takes some time to get to know the nurses and 

feel the confidence necessary to face them” (Kourkouta 2014). Personal connection helps the 

child feel safe as they adjust to their new reality.  

“So this child, [Ff], you know has a spinal cord injury, is now paralyzed from the neck 

down. Big change in his life. So there's a huge emotional support component with that 

and you know, like you said forming that relationship and that trusting bond. So one of 

the things with him that we've worked on is reducing anxiety with things like showering 

and position and finding strategies to make him feel more comfortable doing that” – OT. 

The caregivers all similarly describe their dynamic with the children as being incredibly 

personal and affectionate. They have secret favorites; the longer they interact with each child, the 

better they know their personality, the closer they bond with each, the more affectionate they 

become. 

“I think a lot of the kids here, we’re really like a family than them. Unfortunately, there's 

not a lot of family involvement with some of our kids especially on the vent unit. So they 

see our faces at least five days a week. So [that] really becomes like an extended family 

to them” – PT 1. 
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“A lot of the kids that I work with, especially in the vent unit, are young. They’re not 

verbal. They’re not communicating. They do smile when I come in to see them. They get 

excited to have that interaction and I do see that, you know being on a vent, it limits the 

amount of time that they’re able to come out of their room. It limits the amount of 

interaction they get with their family and visitors are here. [Family] can be overwhelmed 

sometimes by the equipment that’s involved and that certainly significantly impacts their 

day to day” – ST. 

“I mean, this is their home and we're providing services and care in these kids homes, and 

you know, they see us every day and you know, so we do form most relationships, and 

you know just being able to be that person that they trust and can have fun with and make 

them smile, and you know, maybe even forget about what's going on and I'll just create 

some enjoyment in their lives. It's 10 times more rewarding than just any kid off the street 

to watch them be able to get there. Their smile is just so much more powerful. I hope they 

view it as a special relationship. They all have their own like think they have your own 

bond with each other to specific thing that shows what you know, like her signing to you 

or say to you that'll be very different for me than it is for [PT 2]” – OT. 

“Like these kids are resilient the things that they've gone through and they've had to be 

able to-the mental resiliency and they just amaze me every day. I hope I mean a lot [to 

them], I know like you definitely you develop a relationship and they talk a lot about 

boundaries and how you need to remove yourself but it's impossible, we work with kids 

who they see you and they're like, give me a hug you know. I don't know, you know, I 

love you. You’re their family and this is their home. That’s how [the ward] views it, this 

is their home and we are lucky enough to work in it” – PT 2. 
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 Equipment is also bonded with, where caregivers expressed explicit preference 

for certain machines over others based on greater familiarity with operation of their 

preferred systems, but also justify this preference with observations on machine 

performance. The children also become more familiar with their equipment over time, 

eventually going as far as to customize equipment with personal touches. 
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5. CONCLUSION 

 The relationship of care between child, caregiver, and equipment is unique in dynamics 

of affection and work. Throughout this thesis, this relationship has been described through the 

communication between parts and as a “cyborged” collective. Perhaps this relationship is best 

described as a combination between both those descriptions, through a sort of “cyborgian 

attachment theory.” Taking inspiration from John Bowlby’s attachment theory, as each improves 

understanding of the other, they are better able to communicate and interface with one another, 

improving collective decision-making and smoothening interactions contributing to a more 

cohesive potential cyborg identity. In future continuations of this work, the consideration of 

tension between guardians, healthcare professionals, and auxiliary care members must be teased 

out. While they were discussed as a singular collective for simplicity in analysis, this dimension 

adds yet another layer of interest in how care relationships are cultivated. 

This study has three potentially important spaces of impact: improvements in the design 

of medical technologies; improvements in caregiver education and training; and discovery of 

novel relationship dynamics useful in future studies in this field and tangential fields discussing 

care relationships.  

Medical device design has two major issues: accessibility and user burden when the system is in 

failure. Pediatric medical devices are often patterned on adult designs with little consideration of 

anatomical differences and needs of children as compared to adults. Pediatric devices are instead 

retrofitted as though they were designed for small adults. There are differences in how the 

equipment itself should function in delivering care, a child’s response to care, as well as 

challenges associated with rapid growth and development that may not be considered in the 

retrofitting of adult technology to pediatric use cases (Khemani 2010). Additionally, the 
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technology used may not be adequately designed for the wide variety of different disabilities the 

children may have. Sensory, mobility, communication, and comprehension disabilities may each 

affect a child’s ability to interact with technology in a number of different ways, not to mention 

that different disabilities within those categories may also create different, sometimes contrary, 

needs. Universal design tenets suggest that technologies can be created so that “seamless design 

for multiple user groups without distinction was an ideal” (Galis 2013). However, the “parallel 

field of assistive technology [strives] to provide more specialized solutions for people with 

specific requirements” (NDA 2020). Universal design has become the predominant design field 

in combining the concepts of barrier-free design, the design of assistive technology, and user-

centered design, which “considered the needs of users from the very beginning of the design 

process” (NDA 2020). Universal design seeks to ensure that “‘the design of products and 

environments to be usable by all people, to the greatest extent possible, without the need for 

adaptation or specialized design’” (Maisel 2017). While universal design paints an empathetic 

ideal, in practice, such design principles may be exclusionary where modular, adaptive design is 

essential in conforming to the precise needs of the user. For example, if a child requires the use 

of multiple pieces of equipment, designers may not have considered how the various 

technologies will interface together in practice. This situation often requires both children and 

caregivers to rely on their own resources to create their own potentially unsafe solutions. “As 

long as machine actions are determined by stipulated conditions, machine interaction with the 

world, and with people in particular, will be limited to the intentions of designers and their 

ability to anticipate and constrain the user’s actions” (Suchman 2006, 186). Thus, the conscious 

overlooking of the multiplicity of needs for children on ventilators is an oversight that continues 

to strain actions of the users and their caregivers.  



 

51 
 

A factors may include that “LTC [long-term care] industries may not see the importance 

of technology or be ready to accept and adopt technologies in delivering care,” “LTC 

providers are concerned about the technology’s applicability to their situations/settings, 

the stability of the manufacturer, and the cost-effectiveness of the technology and 

whether it will integrate and operate with other technologies (interoperability).” “Further, 

restrictions of financial and human resources prevent [users] from purchasing and 

implementing residential LTC technologies. Finally, failure of the regulatory system to 

keep pace with technological advances stands in the way of implementing technologies.” 

(Tak 2010). 

In moments of equipment limitation and failure, the burden of failure is placed on the 

user (the child and caregivers). Examination of alternative designs may ease the burden of 

anticipating and responding to device failure for the user. “Practically, ingenious design 

combined with testing may do much to extend the range of useful machine behavior. 

Theoretically, understanding the limits of machine behavior challenges our understanding of the 

resources of human action” (Suchman 2006, 186). Currently, limitations and failures contribute 

to issues of isolation and immotility for the children. On the other hand, overcompensation of 

failure modes may cause user fatigue and allow crucial issues to be accidentally ignored.  

“At this point that they have a preconception about what to do, based on past 

experience,” where caregivers automatically silence many alarms and ignore the constant 

tones alerting variances in recordings. “Such preconceptions probably account in large 

part for the common complaint from designers that people ‘ignore’ instructions; they 

ignore them because they believe that they already know how to proceed. But given the 
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fact of the users’ misconception, the further problem arises when the faulted action goes 

by unnoticed at the point where it occurs” (Suchman 2006, 165). 

Caregivers engaging in long-term care of children must understand the emotional and 

technological and clinical components of care, as well as self-care practices necessary for 

personal care. Medical training may only address certain aspects of care, and may do so in ways 

that create a disconnect from expected duties and duties in practice for the caregiver. This can 

lead to attrition rates for caregivers who were improperly trained to provide care or lead to lower 

quality of care for the children in question. For instance, sexual assault nurse practitioners face 

extremely high attrition rates based on a number of factors not uniformly mentioned and warned 

against in training including: secondary trauma in hearing stories of survivors, long hours, and 

little administrative support (Van Bogaert 2017), (Nielson 2015). Training takes place in 

multiple arenas: medical school, retraining conferences and continuing medical education classes 

(CMEs), and on-the-job by senior caregivers for medical professionals and for social caregivers 

such as guardians, extended family, spouses, and friends healthcare practices are taught by 

medical professionals and learned overtime through practice.  

Medical training practices are often “dominated by the biomedicalization and the 

pharmaceuticalization of behavioral and psychological symptoms. With this approach, 

the [person] is reduced to his/her [pathology], and care practices are restricted to 

attending to bodily needs and managing ‘challenging behaviors’ with mechanical and/or 

pharmacological restraint. This approach to care poses significant barriers to meaningful 

participation by [persons] in planning and decision-making around their own care. 

[Persons] are also presumed to be unable to make meaningful contributions to their own 

lives and the lives of others” (Kontos 2018, 718). 
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This is especially a potential danger for children in long-term care that additionally take 

on a role of not yet independent people. At the same time, children are not yet autonomous 

beings, and thus decisions regarding their care must be shared with caregivers. 

“Treating a person’s consent as a decision of only one person, where medical 

professionals only provide non-directive guidance, does not begin to accommodate the 

complex and iterative ways in which such decisions are made in practice. Here, relational 

autonomy can lead to the adoption of a shared decision-making model, where 

everybody’s input, and the joint navigating of high levels of uncertainty, are explicitly 

acknowledged. Relational autonomy, based on an ethic of care and trust, would suggest 

to include the healthcare professionals in the decision-making processes” (Dove 2017). 

An important way to counter the medicalization of care and balance conceptualizations of 

care with the desires of the child in question is through creating emotional connection to the 

child. Emotional and nurturing components of care may be taught through socialization 

throughout a caregiver’s entire life or specific training classes. These emotional components of 

care are learned through experience, and may or may not be adequate to provide the child with 

support, especially for those in the process of adapting to new circumstances of life. Care attends 

to a multitude of different needs unique to each child that caregivers may not anticipate and will 

almost inevitably have to learn on the job. For example, “people differ in their needs for 

communication. Some expect or require patient listening, without caring much about the 

answers. Others want a specific explanation for everything that happens to them. These different 

needs should be treated accordingly by the [caregivers], who should be able to detect what each 

patient wants” (Kourkouta 2014). If the caregivers are not able to adapt to the needs of the child, 

the child may face emotional, mental, and or physical trauma. 
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Caregivers—especially family members and even more so those in such a position due to 

a traumatic event placing the child in such a situation—may experience that “the strain of 

caregiving often left them with a range of negative emotions. Many reported feelings of guilt for 

wanting relief from their caregiving duties and several described the circumstances around the 

initiation of their caregiving role” (Roberts 2018). Thus, it is important to assist in helping situate 

caregivers into their new position of caregiving with the child and resituate them at the point of 

any changes in care where “each care transition leads to a different set of needs and interpersonal 

tools for resilience (Roberts 2018). Part of the process of situating new caregivers into their new 

role is to help them come to terms with what the new normal is for the child. “The road to 

acceptance became a critical factor in the development of resilience for the participants. Having 

the ability to assess their situation helped build their confidence in their ability to face the ups 

and downs that each day can bring” (Roberts 2018). Creating and utilizing supportive services to 

assist new caregivers is essential as “without these supportive services at each transition in the 

continuum of care, family caregivers risk poor health outcomes as their resilience and stamina 

may wear down, making it harder to bounce back with each new set of caregiving 

responsibilities and circumstances” (Roberts 2018). Different families of children in the ward 

were more or less attentive to the children, leading many of the caregivers in the hospital to act 

as the primary family for those kids. Assisting new family caregivers who were not trained for 

this type of care may help them better cope with stress and better care for the child. 

Also important to care is “the concept of carescapes” that describe “a place-based 

landscape of services and relationships knit together by macro-level factors that include not only 

federal and state policies, economic conditions, new technologies, and health delivery systems 

but also the specific needs of the population” (Kenner 2018, Ch 5). As discussed in this paper, 
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there are a multiplicity of caregivers interacting with the children. It is through working in 

concert with one another that all the care needs of the child are met. The “caringscape” will 

demand different dependencies from the given carescape, thus prioritizing the need for certain 

caregivers over others over the course of the child’s development (Kenner 2018, Ch 5). In 

discussing chronic care, it is necessary to be aware of all actors in a chronic care infrastructure to 

take an active role in ensuring that care responsibilities are adequately shared among members. 

Lastly, this study may potentially identify certain dynamics of relationships previously 

not discussed based on the intersection of multiple care needs within these care relationships 

unique to the population being studied. Numerous studies have been conducted on the growth 

and development of neurotypical and physically able children, some have been conducted on the 

development of disabled or neurodiverse children, examining specific influences of disability on 

growth, many studies have examined assistance care relationships for disabled adults, and a 

growing amount of literature has explored patient-physician relationships through patient-

centered care practices. However, this study uniquely examines these relationships as operating 

intersectionally and thus influencing one another in potentially important ways. 
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APPENDIX 

Examples of questions asked over the course of interviews and shadowing were as follows: 

1) What does it mean to you to be a nurse/doctor/PT/OT/RT? What do you do? 

2) What responsibilities do you have in caring for your child(ren)? 

3) What is your goal? What do you want for the child you are working with? 

4) What is your relationship with these kids? What are you/do you mean to them? 

5) Can you talk me through treatment progress of one of your patients over time? 

6) What clinical/training outcomes are you looking for? 

7) What is the relationship between a practice of caregiving and ventilator management? 

8) What has surprised you when working with a ventilator/child on a ventilator? 

9) What ways have you observed children interacting with their ventilator? 

10) How do children interact with you about their desires and needs? 

11) What are some potential injuries for a mobile child that they can cause? That you can 

cause? 

12) Can you provide some demographic information about the age range, types of illnesses, 

and range of abilities of patients? 

13) What kind of space do you have in your hospital to provide care for them in regards to 

mobility? Inhibiting factors? 

14) What is a typical activity level for a child on either end of this spectrum? 

15) How does care change at home as opposed to at a hospital? 

16) What do you like about the current ventilator design? From your perspective, and from 

the children you treat? 
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17) What are the drawbacks of the current ventilator design? From your perspective, and 

from the children you treat? 

18) What do you do to improve ease of use for yourself and other caregivers in the hospital? 

What still isn’t addressed? 

19) What do you do to improve ease of use and comfort for the patient? What still isn’t 

addressed? 

20) What type of ventilator do you use at your hospital? 

21) How long does a battery last for a portable unit? 

22) If you had infinite time and resources to build the best ventilator, what would it be like? 

What features would it have? 
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