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Abstract

The availability of complex, pediatric home care (CPHC) allows ventilator-dependent children to
live at home not hospital. The process of transition from hospital to home encompasses the
morphing of responsibilities from uniquely hospital based to CPHC based. This study promoted
contextualized understanding of transition using in-depth case-study methodology. A total of 26
adults were interviewed for their roles and responsibilities in transition; they represented mem-
bers of the family, hospital team, home team, and government programs. Interview analyses
revealed four major facets of transition, each accompanied by a significant challenge. Transition
(a) was a continuous shift in responsibility challenged by precarious human resources, (b) was pep-
pered with losses producing uncertainty and grief, (c) was focused on crossing jurisdictions in the
face of polarization around knowledge, and (d) was heavily reliant on mothers leading to expecta-
tions of maternal extraordinariness. The overarching conceptualization emerged that transition
entailed extremes and uncertainty in the bridging of boundaries.
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Introduction

How does a change in place—hospital to home—shape responsibilities? There is a new population
of ventilator-dependent children whose very life depends on the continuous use of medical tech-
nology. Until recently, if they survived the first few months of life, they would have called hospital
home. These children have complex health needs (CHNs), “ongoing healthcare needs related to
the use of medical technology and who require the support of a range of professionals and agen-
cies” (Kirk, 2008: S64).

Availability of complex, pediatric home care (CPHC), along with advances in technology;
restructuring of the health-care system; and public preferences allow children with CHNs to move
from living in hospital to living at home (Peter et al., 2007). Home care now includes traditionally
hospital-based therapies, yet the characteristics, resources, and responsibilities of home care
starkly differ from those of hospital care. Lantos and Kohrman (1992) recognized uncertainty
around which norms should prevail.

We focused on the process of transition from hospital to home to examine how the traditional
norms of hospital and home morph into the unique responsibilities of CPHC. Using an in-depth
case study, we examined the transition of two young, ventilator-dependent children. We aimed for
contextualized understanding of the experience of transition by examining the perceptions of 26
involved adults.

Background

The disability rate among children below 5 years of age in Canada was about 1.6% in 2001, and
approximately 63% of these children have chronic health conditions that are life threatening and
introduce CHNs (Government of Canada, 2007). These numbers parallel other Western, industria-
lized countries. This population is expected to grow in number, in their needs and in their demands
for care (Peter et al., 2007; Wang and Barnard, 2004). As CPHC is used more and more, “radically
new forms of childhood, parenthood and family life have been created, but are poorly understood”
(Carnevale et al., 2008: 5).

Many features of hospital follow these children home: medical needs, equipment, standards,
and personnel. Living at home has been linked to many positive emotional, social, and physical
benefits for the child with CHNs (Wang and Barnard, 2004). However, a constant tether to care-
givers and technology profoundly impacts the child, his or her sense of self, and his or her actual
and perceived capabilities (Arras and Dubler, 1995).

Parents of these children face the unpredictable and unrecognizable, as traditional childcare
requirements are compounded and complicated by medical imperatives. The bulk of caregiving
in CPHC is provided by parents but more so by mothers alone (Levine, 2005; McKeever and
Miller, 2004; Peter et al., 2007, Wang and Barnard, 2004). Mothers, as caregivers, must perform
complex medical tasks, supervise staff and patients, make decisions, solve problems, provide emo-
tional support, coordinate care, handle equipment, and provide direct care (Carnevale et al., 2006,
2008; Given et al., 2008; Kirk, 1998; Kirk et al., 2005). CPHC transforms families: the meaning
and structure of home changes, as do the daily activities of home life (Angus et al., 2005; Mah
et al., 2008; Moore et al., 2010; Yantzi et al., 2006; Yantzi and Rosenberg, 2008). Social isolation
and stigma have been linked to CPHC (Carnevale, 2007; Carnevale et al., 2006; Wang and Bar-
nard, 2004; Yantzi et al., 2006). Nevertheless, Carnevale et al. (2006) noted that some of these fam-
ilies’ daily lives contained gratifying experiences, which they could not do without.
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Health-care professionals face profound changes to the content, nature, and location of their
work in CPHC compared to the standardized and visible hospital setting (Arras and Dubler,
1995; Lewis and Noyes, 2007a). Professionals must share traditional and nontraditional responsi-
bilities with mothers and paid nonprofessionals (Arras and Dubler, 1995). Homes have limited
human and supply resources. With less direct supervision, CPHC can be freeing and disconcerting
(Parks, 2003; Peter et al., 2007).

The majority of literature on children with CHN's separates the experience at home from in hos-
pital. Two studies examined the link between these settings by exploring the process of discharge
(Lewis and Noyes, 2007b) and the experience of negotiating transition (Kirk, 2001). Lewis and
Noyes (2007b) provided practical guidance to navigate the complexity of discharge planning,
based on consultations with professionals and parents. Kirk (2001) interviewed parents and profes-
sionals to find common agreement that parents lacked choice in assuming caregiving responsibilities
from professionals, which fueled conflict not partnership (Kirk, 2001). This stemmed from little to no
actual negotiation of roles, a high level of obligation, and few community-based alternatives to par-
ents (Kirk, 2001). In this paper, we build on this literature to explore the hospital-to-home transition,
beyond negotiation and discharge planning, using adult perspectives on responsibility in this com-
plex process.

This case study was based in Alberta, Canada. Although services for young, ventilator-
dependent children vary across jurisdictions, we recognized that many facets transcend commu-
nities by commonality or necessity. In Alberta, a public health sector program provides specifically
for CPHC involving life-threatening airway management needs (Pediatric Advisory Team, 2009).
Eligible families receive assistance in planning and preparing for CPHC as well as public subsi-
dization of respite caregiving and some medical supplies while at home. Public social programs
provide complementary supports to the health-related services, including nonmedical respite,
funding for supplies or extraordinary medications, transport costs to hospital, and sibling care costs
during hospital visits.

Methods
Research question

We used the hospital-to-home transition process to augment understanding of the responsibilities
associated with CPHC. The research question was “What do the parties involved in the care of
young, ventilator-dependent children perceive as the process of altering and re-distributing respon-
sibilities, obligations and costs for care upon the transition from hospital to home care?”

Case-study methodology

We used case-study methodology to frame the study, explain the research aims, and justify the
methods. Case-study research “emphasizes detailed contextual analysis of a limited number of
events or conditions and their relationships” (Dooley, 2002: 335). This research hinges on select-
ing an exclusive individual—whether person, program, or process—to analyze and explore for in-
depth understanding (Stake, 1995; Yin, 2009). The case is a single, specific, bounded phenomenon;
its boundaries are either easily distinguishable or explicitly demarcated (Luck et al., 2006). Flyvbjerg
(2006) confirmed the value of case-study research: Contextual, in-depth knowledge can yield valu-
able and memorable understanding to counter predetermined ideas; expertise is closer through
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case study than abstract rules; and the thoughtful selection of cases represents critical, not
random, outcomes.

Our phenomenon of interest was the process of transition from hospital into CPHC for young,
ventilator-dependent children in Alberta. We examined two specific cases of transition. The
boundaries of the cases were not easy to define, but factors such as population, place, and technol-
ogy helped with demarcation. The intricacy of transition made the case-study approach ideal.

Data collection and analysis. The primary research data were interviews of adults involved in the
transitions. These cases involved specific children who were not interviewed. Purposive, then the-
oretical, sampling directed recruitment. We identified children who met the inclusion criteria and
then used a snowball method to detect potential adult interviewees.

The inclusion criteria for the case children were as follows: (a) aged below 5 years, (b) had one
family member who speaks English; (c) dependent on mechanical ventilation, (d) resident in
Alberta, and (e) receiving some provincially funded home-care services. Eligible children were
identified by one coauthor (I.M.). Clinic staff then contacted parents to gain consent for recruit-
ment by briefly describing the research project in person or over the phone. One coauthor
(K.P.M.) phoned interested parents to discuss informed consent for study participation.

Consenting parents were interviewed; they permitted the examination of their child’s health
records for study purposes; they identified professionals, individuals, and organizations involved
in transition (who were then approached to participate in interviews); and they agreed to consider
future focus group participation for feedback on preliminary findings. We sought a wide range of
participants to represent the family, hospital team, home-care team, and government programs. We
directed sampling toward roles and professions most prominent or representative during transition.
One coauthor (K.P.M.) recruited professionals using their professional emails; a one-page research
summary was provided in the email and follow-up phone calls entailed in-depth discussion for
informed consent.

In-person, or over-the-phone, semistructured interviews were digitally recorded and tran-
scribed. They ranged from 30 to 90 min. The initial interviews and questions inquired into the par-
ticipant’s experience with the care of that particular child. Questions targeted perceptions of
others’ involvement, roles, and responsibilities in the transition process as well as their views
on what transition entailed. Interviews became more structured and direct as the research pro-
gressed to fill conceptual gaps and to approach theoretical saturation. Qualitative and thematic
analysis directed the examination of the interview transcripts (Stake, 1995). For theoretical sam-
pling, data collection and analysis were simultaneous to ensure the developing theory informed
recruitment. One coauthor (K.P.M.) conducted the analysis, which was then critiqued and dis-
cussed with the other coauthor (I.M.).

Research ethics. The interview risks related to confidentiality were minimized by secure storage,
limited access, and secure destruction of documents (Corbin and Morse, 2003). The risk of emo-
tional distress was lessened by giving interview participants significant control (Corbin and Morse,
2003). All participants provided informed consent prior to participation, so participant compe-
tence, disclosure, understanding, and voluntariness were present (Beauchamp and Childress,
2001). This research was approved by the two major Albertan University Research Ethics Boards.

Trustworthiness. We pursued several well-established techniques to ensure methodological rigor,
including careful scrutiny of findings and methodological strategies, corroboration of evidence,
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and ensuring sufficiency of evidentiary scope (Forbes et al., 1999). We used an audit trail to follow
research memo development and use, collection and reduction of data, and use of decision points.
Ideas were discussed and compared between the research authors for credibility.

Different issues were compared and contrasted by interviewing participants with different roles
in transition. Different perspectives on the same process helped clarify the major concerns, which
promoted relevance of findings. Dissemination of research-in-progress at conferences invited feed-
back to further assess relevance. The final output was disseminated to the local clinical home care
groups for feedback.

Findings

A total of 26 participants were interviewed (15 in person and 11 through telephone interviews) with
the consent of two mothers whose daughters met the inclusion criteria. Three people did not
respond to recruitment attempts. The participants included 3 family members (including the moth-
ers themselves), 11 hospital team members, 8 home-care team members, and 4 government pro-
gram representatives. The fields represented included nursing, case management, medicine,
social work, respiratory therapy, and program administration. Both case transitions were stag-
gered: Children were moved from an urban, specialist hospital to a small-city regional hospital
to a rural home. This exaggerated the distance between hospital and home, which was conducive
to our critical case study.

The overarching conceptualization emerging from this analysis was that the transition process
entailed extremes and uncertainty in the bridging of boundaries. Four major themes and issues con-
tributed to this conceptualization. Data analysis exposed four major facets of transition, each
accompanied by a significant challenge:

1. Transition entailed continuous responsibility shifts, which were challenged by a pervasive lack
of caregivers and thus precarity of support.

2. Transition was filled with Joss, which challenged families and professionals with concomitant

grief and uncertainty.

Transition involved recognizing and crossing jurisdictions, which polarization challenged.

4. Transition focused on shifting considerable responsibility to mothers, which challenged moth-
ers with demands and expectations of extraordinariness.

W

We elaborate these facets of, and challenges to, the experience of transition from hospital to
home. To support this interpretation, we provide short exemplar quotes from the transcripts.
Sources are identified by the team they represent (family, hospital, home care, or government).

Continuous responsibility shifts and precarious support

The superficial goals of transition were to move the ventilator-dependent child home and to equip
the family and local professionals for CPHC. As one hospital staff stated, “Transfer is the move-
ment of the patient and we often think of the movement of the patient as the transition, but that’s
the transfer.” (Hospital Staff No. 10). Another aim transcended these in the transcripts’ language
and content: the purposive shifting of responsibility to facilitate the thriving of the ventilator-
dependent child (and her family) at home. “[In] the transition basically you’re helping a family
transition a child to home and preparing them for adult life”” (Hospital Staff No. 10).
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Accountability and liability for aspects of care of these children and families shifted along tran-
sition. This process generally began at the discussions around inserting a tracheostomy, which fam-
ily, rural health-care professionals, and government programs were alerted about later. Shifts were
neither simultaneous nor permanent. The dynamic context of transition confirmed this with
changes befalling the child, family, professionals, and health-care system. The process was contin-
ual: The goal of shifting responsibilities directed actions in hospital, in moving home, and in being
home. One home-care staff described this as

1 think it’s an ongoing process . .. I definitely think there was a beginning and I think there was ... a
process put in place. But I don’t think that . .. you'd ever sign it off and say now we re done. (Home-
Care Staff No. 4)

The language of scarcity permeated many transcripts. Finding, securing, training, and maintain-
ing appropriate paid caregivers to provide respite at home was a universally espoused challenge.
“Over 2 years, [myself and] one RN [are] still there [with the family]. Everybody else has kind of
turned over... We’ve probably gone through almost a dozen LPNs” (Home-Care Staff No. 5).
Many people were involved in transition to CPHC, including professionals, parents, siblings, and
community supports. However, respite caregivers were integral to allowing the child to be home.
Home-care, hospital, and government personnel found human resources scarcer than financial
ones, and the conditions of home care may have contributed to that

I mean a few of them left because . .. [they] found a full-time job and couldn’t get full-time with [home-
care] ... [Another quit because she] couldn’t handle the nights . .. I just trained another one but she
did the training and never came back. I can’t say I was surprised. (Home-Care Staff No. 5)

Scarcity led to rationing and increased stress, costs, and responsibilities for mothers and hospi-
tals. One governmental participant framed it as

It wasn’t that we couldn’t provide them with the hours either. It was people. We just had nobody and so
then we had to determine a way within our program to prioritize and ration services . .. But we would
prioritize the kids based on needs and of course choose the family that could go without a shift. (Gov-
ernment Representative No. 1)

Delays in transition were attributed to this challenge. Given the extensive, continuous nature
of transition and the unpredictability and precarity of respite, caregivers represented a
significant challenge as the purposive shifts in responsibility were thwarted. This particularly impacted
families:

The biggest delay always . . . is finding trained caregivers . .. [We] just can’t find them . .. Some of them
might work for a little while and then quit and then you re back to square one . .. Once these families get
home . .. if they have a caregiver quit, it could be crippling to them. (Government Representative No. 3)

Loss and uncertainty

Health professionals expressed and family members intimated that loss was ubiquitous along tran-
sition. Changes along transition meant certain things were lost, compared to the family’s
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pretransition experience and relative to other non-CPHC families. Bereavement of the losses left a
convergence of grief, confusion, and trepidation in their wake.

Many instances of loss resulted from uncertainty accompanying new or unusual situations and
unpredictable futures. One family member described it as

1t was mostly just “time will tell” . . . that’s not something somebody can answer for you . .. They can’t say
well this is what . .. you should do if she gets sick, ... you have to play by ear. (Family Member No. 1)

A hospital professional connected stress to this uncertainty: “No matter what you’re taught, that
first time where your child’s trach gets plugged and you have to deal with that and . .. I can imag-
ine your heart rate’s 200. It’s incredibly stressful whenever that happens” (Hospital Staff No. 9).

The unpredictability and “abnormality” of uncertainty was disconcerting for many. For example,

Dad was very emotional when we started talking about . . . transitioning home . .. In two conferences
all he did is cry. He couldn’t talk . .. He was very overwhelmed I think with just the knowledge that (4)
she was disabled and (B) she would be coming home and there wasn’t something that could fix this
quickly. (Home-Care Staff No. 7)

Uncertainty most prominently obscured the child’s health and future expectations. The gravity
of ventilator-dependent needs and the continuous nature of transition into CPHC put the child’s—
and family’s—future into question.

Connections were lost along transition, which promoted other experiences of uncertainty and
grief. Relationships changed; bonds were severed. Trepidation and uncertainty surrounded the
novel relationships between family, professionals, and the home. For example, moving home
meant both hospital professionals and mothers lost their previous connections forged during the
child’s hospitalization.

1 think families tend to hang on to what they know and . .. they learn they can trust somebody so they
tend to go there. And I think it’s hard too: the hospital kind [of] cuts them off and then [urban home-
care] cut[s] them off. (Home-Care Staff No. 1)

New bonds had to be forged between mothers and the home-care team, which was not always
easy or possible. Hospital professionals felt loss as well:

[When] a child [is] ready to go out the door and go home, I think there’s a feeling of relief and happi-
ness for the family, concern for what we know the family is going to go through and trying to prepare
them for that . .. And then there’s always a mixture of that with sadness because sometimes you've
developed a nice relationship with a family. (Hospital Staff No. 5)

Physical changes to home altered family connections to their living space. As a hospital team
member questioned, “How do you make your house look normal, when you’ve [got] equipment all
over the place and supplies?” (Hospital Staff No. 2)

Crossing jurisdictions and polarization of knowledge

Jurisdictional divides became quite apparent along the transition process. Some divides were
crossed. Some jurisdictions became connected or coextensive. Other jurisdictions were further
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polarized, which impacted the transition and its goal to purposively shift responsibilities. Ulti-
mately, the appropriateness of boundaries was exposed and questioned.

The move from hospital to home revealed the connections between these two previously distinct
jurisdictions. Mother, child, equipment, and expectations all traversed from hospital to home.
Familial caregivers, mostly mothers, used the training and techniques typically within professional
purview. Along the transition process, the features of hospital and home intermingled. Preparation
was essential during hospitalization, which replicated home through education, rooming-in, or day
passes. Once home, many features and connections to hospital remained such as equipment, per-
sonnel, or hospitalizations. This physical move was a watershed for the transition process, but the
context before and after the move had much in common.

Other boundaries presented challenges to transition. Polarization along jurisdictional lines cre-
ated hurdles to communication, collaboration, and conduct of responsibilities. Distinction partic-
ularly colored perceptions of knowledge and advocacy. Parties were confused about whose
expertise to recognize. Conflicts and discords arose among the parties. Particularly prominent
boundaries included urban—rural, medical-family, and professional—personal tensions. We elabo-
rate only the last tension fully in this paper.

Professional relationships were distinguished from and promoted over personal ones by most
professionals and government programs. However, mothers and those professionals with whom
they had a close, and potentially personal, bond found personal relations paramount. A mother
described this invaluable relationship:

On our first trip home, we came home with an NICU nurse. She’s become a good friend. She’s also the
bereavement councilor in town so we had met her with the loss of my first son . .. [She] was key cause
we involved her in so much cause she just knew [our child]. ... She’s the best advocate we could ever
have. (Family Member No. 3)

This promoted division not collaboration. One hospital professional found the professional team
disconnected, with negative consequences:

All the caregivers weren’t together. And because of that, the family could pick and chose who they had
a connection with and the connection primarily was who was gonna give the family what they
wanted, ... a child who was healthy . .. So they would look for someone who would encourage them
that their child is healthy or would be healthy. (Hospital Staff No. 10)

The skills, advocacy, and priorities of professionals devalued those of mothers and the profes-
sionals closely bonded to them:

1t was very difficult because the NICU staff had really bonded with this little girl and were advocating
exceedingly strongly for the family ... What they re asking for may or may not be able to be provided
in the community . .. It got to be a bit bizarre because one of the nurses, who again worked NICU [and]
who is a very strong advocate for families and clients, she became very, very involved on a personal
level as well. So I had some hesitation because of ... the blurring of professional boundary ... My
hesitation was just that how could anyone meet the expectations that the family had been given by this
individual. (Home-Care Staff No. 7)

Responsibilities became localized rather than broadly shared with parties turning away from
each other.
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Mother’s responsibility and expectations of extraordinariness

The final aspect of transition was the considerable breadth and depth of responsibility falling to
mothers upon transition into CPHC. At home, these mothers had extensive caregiving obligations
as well as significant oversight and backup responsibilities. The extent and location of the fathers’
employment and their rare provision of caregiving confirmed that familial CPHC responsibilities
were in fact maternal. This confirmed previous literature findings (McKeever and Miller, 2004;
Peter et al., 2007; Wang and Barnard, 2004).

While the ventilator-dependent child was hospitalized, mothers and hospital shared responsibil-
ities in deciding, organizing, and providing care. The hospital realized its responsibility through
different professionals. At home, sharing responsibility was less feasible. Fewer people, fewer
resources, and isolated locale meant mothers had the bulk of responsibilities. One home-care pro-
fessional described this as ownership:

[O]wnership falls onto the family. So yes they get support, but ultimately it falls to them ... [W]e tell
families that they 're gonna have support, ... that they get “x” amount of hours overnight. But you
know what? If that person doesn’t show, it doesn’t affect any of us right? It affects the family.

(Home-Care Staff No. 2)

Rural and urban professionals in home care and hospital, as well as in government programs,
had supportive but circumscribed responsibilities. A governmental participant noted these
differences:

[T]he biggest change [between hospital and home] is going from 24 hours 7 day a week supervision in
care; having emergency facilities and drugs and supplies and everything right at hand to going home
and you don’t have that. You have . .. what you have . .. [Y]ou might feel secure in your home because
it’s your own, but you still don’t have the medical back-up and access to those resources at a moment’s
notice. (Government Staff No. 2)

However, the challenges of polarized jurisdictions, precarious support, and significant uncer-
tainty interfered with the availability and execution of support. This compounded the level of
maternal responsibility.

Mothers were attributed with extraordinariness given the range of burdensome responsibil-
ities they completed as well as their approach to such completion. Each mother was
distinguished as unique and exceptional in her actions and reactions along transition into
CPHC.

1 think that had this mom not been on top of her game and the kind of personality and person that she
was . .. this could have gone so drastically ... completely different ... But, you had a well-organized
mom. You had a very dedicated [mother with] an attitude that she was a good advocate . .. [She] also
worked with a cooperative spirit. (Government Staff No. 4)

Reactions to obstacles were particularly telling:
Mom is exceedingly driven . .. [She’s] a very strong advocate. She is a very forward-thinking person.

She was always very positive and no roadblock was too big for her. She automatically thought past that
in “how can we ... move forward?”’ (Home-Care Staff No. 7)
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Occasionally, extraordinariness was negatively viewed as aggressive. For example, one hospital
participant described it as follows:

Because [this mom] is different . .. that doesn’t meet the norm in the Clinic . .. you deal with her and
communicate a little different than [others] ... [She] can be very demanding of the system and our-
selves. (Hospital Staff No. 2)

As a whole, the transition process appeared to expect and demand extraordinariness of these
mothers to continually fill gaps and overcome challenges.

Extremes and uncertainty in bridging boundaries

Ultimately, this case study provides more depth to the hospital-to-CPHC transition process for
young, ventilator-dependent children. This process entails extremes and uncertainty. The contin-
uous nature of transition presents a never-ending, burdensome process: an extreme process that
demands much of all but especially mothers. Maternal extraordinariness—whether extant through
serendipity or demand—represents a prototypical extreme, not mean, along transition. Neither the
myriad losses along transition nor their impact can be fully predicted. The precarity of support pre-
sents further uncertainty for families about the availability of caregiving support and about their
own responsibilities.

These extremes and uncertainty populated a process designed to traverse a major boundary: the
border between hospital care and home life. In crossing that boundary, other jurisdictions and bor-
ders became evident such as the professional—personal divide. The transition process was poised to
bridge many boundaries, although in this case study only the hospital-home divide was truly
connected.

Discussion

This research promoted an understanding of the character of a complex, impactful process in the
lives of vulnerable children, families, health professionals, and the public health and social care
system. The transition for young, ventilator-dependent children extended before and beyond the
physical transfer of the child home. Elaboration of the facets and challenges of the transition expe-
rience illuminated its reality and impacts, especially for the adults involved. This will advance the
informed consent process of parents contemplating CPHC for their ventilator-dependent children.

Professionals will be informed of the challenges faced by some families and colleagues. The
supports required along transition became elucidated. For example, a major support for mothers
once home would be for others to complete all their responsibilities to then avoid any need to “fill
in” the gaps. The finding that mothers were linked to extraordinariness is commendable but dis-
concerting. Maternal extraordinariness in transition requires further research and consideration.
Doing one’s best is very different from being unlike anyone. If the transition mandates extraordi-
nariness not excellence from mothers, then concerns arise for the sustainability of these girls’
CPHC. For professionals and programs involved with these case families, this establishes an unap-
pealing precedent of extraordinariness for future mothers of ventilator-dependent children.

The major challenges along transition into CPHC require further attention for redress or mitiga-
tion. Otherwise, delays and burdens will overwhelm the process. We propose potential mitigation
strategies, which require further research on utility and appropriateness.
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Loss due to uncertainty and changed relationships cannot be avoided, but professionals should
recognize and address the signs, symptoms, and implications of bereavement. If recognized and
addressed, the negative ripple effects of loss, such as interference with responsibilities, could be
avoided. The availability (and acceptance) of counseling for family and staff would promote emo-
tional health and productivity.

The lack of human resources has been connected to a systemic, social devaluation of care
(McKeever and Miller, 2004; Peter et al., 2007; Yantzi et al., 2006). This pervasive devaluation
requires broad, sustained promotion. Only then will people want to fill these roles. Potential
approaches include lessening home care’s isolation through daily interactions between evening
caregivers and the home-care team (e.g. a central evening representative to call and discuss issues),
establishing stability similar to institutional positions (e.g. unionization, benefits, and full-time
opportunities), and advertising campaigns to alert everyone—not simply the nursing commu-
nity—of the value of caregiving work.

The jurisdictional divides promoted polarity that pushed (or pulled) the parties away from each
other. Promoting trust could mitigate this polarization. For example, families and those close to
them seemed to distrust the medical team to provide all that was necessary and feasible within the
public budget. Meanwhile, the medical team appeared to distrust the family to do all that was
within their capabilities. With each side distrusting the other, suspicion overwhelmed cooperation.
Increased transparency, greater dialogue, recognized vulnerability, and more of the all-to-difficult
faith could promote trust (Brien, 1998).

This case study aimed for in-depth, contextualized understanding. We cannot comment on the
prevalence of these experiences among other transitions into CPHC. While the research aimed to
excavate perspectives equally from the family, hospital, home-care, and government teams
involved in transition, most participants represented hospital and home-care professionals, 19 pro-
fessionals compared to 3 family members and 4 government representatives. The research may
have benefited from greater family and government representation. Mothers were often the sole
family representative to the health-care system, so the dearth of paternal and other familial parti-
cipants was consistent with practice realities (Arockiasamy et al., 2008; McKeever and Miller,
2004).

The openness of the recruitment process, including the recognized case children, may have
introduced a recruitment bias against those wishing for absolute anonymity. The feedback on this
analysis was provided mainly through conferences and meetings with bioethics and home-care
professionals. We could not convene a focus group with family and home-care participants due
to participant unavailability or disinterest. One home-care participant provided emailed feedback
that indicated her perspective was captured. This inability to convene a focus group may affect one
aspect of the findings’ rigor. Nevertheless, other aspects of trustworthiness were completed (e.g. fit
and grounding in data) and confirmed analytical appropriateness.

Different professionals and programs were involved in the process of transitioning young,
ventilator-dependent children from hospital to home. These professionals affected and were
affected by this process. Each challenge involved professionals. Their understanding of the facets
and challenges to transition will promote better and smoother journeys for these children and their
families. Given her prevalence and predominance along transition, mothers appeared critical for
success. However, the breadth and intensity of her responsibilities demands recognition, support,
and reevaluation. Transition is not simply about moving a child home. It also entails shifting a glo-
bal and unremitting responsibility to a mother, while framing support through local and distal pro-
fessionals and programs.
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While this research promoted greater understanding about the process of transitioning young,
ventilator-dependent children from hospital to CPHC, it raised concerns that should be addressed.
The validity and implications of maternal extraordinariness, as well as the potential approaches to
mitigate the challenges of transition, require thoughtful care and attention.

Acknowledgements

The authors appreciate the comments and time of the journal reviewers and editors.

Funding

The authors would like to acknowledge the financial support that enabled the completion of this
project: a full-time studentship from Alberta Innovates—Health Solutions (KPM) and a small
grant from the Alberta Centre for Child, Family, and Community Research.

References

Angus J, Kontos P, Dyck I, et al. (2005) The personal significance of home: Habitus and the experience of
receiving long-term home care. Sociology of Health & Illness 27(2): 161-187.

Arockiasamy V, Holsti L and Albersheim S (2008) Fathers’ experiences in the neonatal intensive care unit: A
search for control. Pediatrics 121(2): e215-e222.

Arras JD and Dubler NN (1995) Introduction: Ethical and social implications of high-tech home care. In:
Arras ID (ed.) Bringing the Hospital Home: Ethical and Social Implications of High-tech Home Care. Bal-
timore, MD: The Johns Hopkins University Press, pp.1-31.

Beauchamp TL and Childress JF (2001) Principles of Biomedical Ethics. 5th edn. New York: Oxford Univer-
sity Press.

Brien A (1998) Professional ethics and a culture of trust. Journal of Business Ethics 17: 391-409.

Carnevale FA (2007) Revisiting Goffman’s Stigma: The social experience of families with children requiring
mechanical ventilation at home. Journal of Child Health Care 11: 7-18.

Carnevale FA, Alexander E, Davis M, et al. (2006) Daily living with distress and enrichment: The moral expe-
rience of families with ventilator-assisted children at home. Pediatrics 117: 48—60.

Carnevale FA, Rehm RA, Kirk S, et al. (2008) What we know (and do not know) about raising children with
complex continuing care needs. Journal of Child Health Care 12: 4-6.

Corbin J and Morse JM (2003) The unstructured interactive interview: Issues of reciprocity and risks when
dealing with sensitive topics. Qualitative Inquiry 9: 335-354.

Dooley LM (2002) Case study research and theory building. Advances in Developing Human Resources 4:
335-354.

Flyvbjerg B (2006) Five misunderstandings about case-study research. Qualitative Inquiry 12: 219-245.

Forbes DA, King KM, Kushner KE, et al. (1999) Warrantable evidence in nursing science. Journal of
Advanced Nursing 29: 373-379.

Given B, Sherwood PR and Given CW (2008) What knowledge and skills do caregivers need. American
Journal of Nursing 108: 28-34.

Government of Canada (2007) The Well-Being of Canada’s Young Children: Government of Canada Report
2006. Ottawa, ON, Canada: Human Resources & Social Development Canada.

Kirk S (1998) Families’ experiences of caring at home for a technology-dependent child: A review of the
literature. Child: Care, Health and Development 24: 101-114.

Kirk S (2001) Negotiating lay and professional roles in the care of children with complex health needs.
Journal of Advanced Nursing 34: 593—-602.

Downloaded from chc.sagepub.com at PENNSYLVANIA STATE UNIV on September 16, 2016


http://chc.sagepub.com/

236 Journal of Child Health Care 16(3)

Kirk S (2008) Transitions in the lives of young people with complex healthcare needs. Child: Care, Health
and Development 34: 567-575.

Kirk S, Glendinning C and Callery P (2005) Parent or nurse? The experience of being the parent of a
technology-dependent child. Journal of Advanced Nursing 51: 456—464.

Lantos JD and Kohrman AF (1992) Ethical aspects of pediatric home care. Pediatrics 89: 920-924.

Levine C (2005) Acceptance, avoidance, and ambiguity: Conflicting social values on childhood disability.
Kennedy Institute of Ethics Journal 15: 371-383.

Lewis M and Noyes J (2007a) Risk management and clinical governance for complex home-based health
care. Paediatric Nursing 19(6): 23-28.

Lewis M and Noyes J (2007b) Discharge management for children with complex needs. Paediatric Nursing
19(4): 26-30.

Luck L, Jackson D and Usher K (2006) Case study: A bridge across the paradigms. Nursing Inquiry 13: 103—109.

Mah JK, Thannhauser JE, McNeil DA, et al. (2008) Being the lifeline: The parent experience of caring for a child
with neuromuscular disease on home mechanical ventilation. Neuromuscular Disorders 18: 983-988.

McKeever P and Miller KL (2004) Mothering children who have disabilities: A Bourdieusian interpretation of
maternal practices. Social Science & Medicine 59: 1177-1191.

Moore AJ, Anderson C, Carter B, et al. (2010) Appropriate landscapes: The intrusion of technology and
equipment into the homes and lives of families with a child with complex needs. Journal of Child Health
Care 14: 3-5.

Parks JA (2003) No Place like Home? Feminist Ethics and Home Health Care. Bloomington, IN: Indiana Uni-
versity Press.

Pediatric Advisory Team (2009) Extraordinary Funding Information for Children with Complex Health
Needs. Edmonton, AB, Canada: Provincewide Services—Alberta Ministry of Health and Wellness.

Peter E, Spalding K, Kenny N, et al. (2007) Neither seen nor heard: Children and homecare policy in Canada.
Social Science & Medicine 64: 1624—-1635.

Stake RE (1995) The Art of Case Study Research. Thousand Oaks, CA: Sage.

Wang KWK and Barnard A (2004) Technology-dependent children and their families: A review. Journal of
Advanced Nursing 45: 36-46.

Yantzi NM and Rosenberg MW (2008) The contested meanings of home for women caring for children with
long-term care needs in Ontario, Canada. Gender, Place and Culture 15: 301-315.

Yantzi NM, Rosenberg MW and McKeever P (2006) Getting out of the house: The challenges mothers face
when their children have long-term care needs. Health and Social Care in the Community 15: 45-55.

Yin RK (2009) Case Study Research Design and Methods. 4th edn. Thousand Oaks, CA: Sage.

Downloaded from chc.sagepub.com at PENNSYLVANIA STATE UNIV on September 16, 2016


http://chc.sagepub.com/


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.3
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 266
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 200
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.00000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages false
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 266
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 200
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.00000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages false
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 900
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 600
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.00000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (U.S. Web Coated \050SWOP\051 v2)
  /PDFXOutputConditionIdentifier (CGATS TR 001)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /Description <<
    /ENU <>
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (sRGB IEC61966-2.1)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /ClipComplexRegions true
        /ConvertStrokesToOutlines false
        /ConvertTextToOutlines false
        /GradientResolution 300
        /LineArtTextResolution 1200
        /PresetName ([High Resolution])
        /PresetSelector /HighResolution
        /RasterVectorBalance 1
      >>
      /FormElements true
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 9
      /MarksWeight 0.125000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
  /SyntheticBoldness 1.000000
>> setdistillerparams
<<
  /HWResolution [288 288]
  /PageSize [612.000 792.000]
>> setpagedevice


