


Figure 1. Flow Diagram for Research Process
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Chapter 2

Literature Review

2.1 Introduction

Health is a basic human necessity. In various cultures, we were all raised believing that health is
the absence of disease; however, there is a whole lot more to approach holistic health since
holistic health by nature is considered as an approach not a concept by itself. According to the
Zhuangzi (c. 369-286 BCE), the holistic approach is subjected to flexible patterns, not simply
mechanical assemblages of self-sufficient elements. When single components such as the
physical, psychological, and social states of individuals are put together to produce a large
functional unit, a holistic quality develops not only depending on the behaviors or the functions
of the components all together; but also stemming from the individual components’ capacities
and state. Therefore, it is essential to promote the wellbeing of the physical, psychological, and
social state of individuals.

Healthcare facilities are considered to be multifunctional environments that cater for the needs
of several stakeholders, including patients, informal caregivers (parents), healthcare
personnelles, and visitors. The design of healthcare facilities is complex by nature since it is not
only about designing a space to accommodate the ill, but also about creating a healing
environment that supports both patients and their families to cope with stress induced from
the traumatic and psychosocial effects of trauma, sickness, and hospitalization. However, in
many cases, the complexity of healthcare facilities” design drives designers to disregard the
humane aspects such as the psychological and social wellbeing, known to be psychosocial
wellbeing. This has led many healthcare facilities to become dehumanized and inhospitable
institutions (Alvaro et al., 2016; Bates, 2018).

Only recently, the need to define the factors for creating a ‘humane’ healthcare environment
(known to be the humanization of healthcare settings) has been stressed upon in literature
(Alvaro et al., 2016; Bosia et al., 2016; Carmel & Portillo, 2016; Zumba, 2017; Bates, 2018). In
pediatric healthcare settings, especially in oncology departments, implementation of a
humanistic approach wouldn’t only be serving children as patients, but would also be serving
parents as they accompany their children throughout the whole hospitalization process. Parents
play a significant role in promoting their children’s health and wellbeing during hospitalization.
Their experiences and needs should be identified and taken into consideration while
designing pediatric healthcare facilities. However, only few studies explored the role of the
built environment in response to parents” experiences and needs throughout their children’s
hospitalization (Patterson et al., 2010; Marsac et al., 2011; Alisic et al., 2014).
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This chapter aims to provide a review of existing literature on the humanistic approaches
needed in pediatric healthcare facilities. It highlights the experiences and needs of parents who
accompany cancer diagnosed children during hospitalization. In particular, this chapter focuses
on understanding the psychosocial wellbeing and care approaches used to enhance the quality
of care for parents, especially mothers. Moreover, it focuses on understanding how individuals
perceive healthcare settings as psychosocially supportive environments. The final part of this
chapter explores Ulrich’s theory of supportive design (1991) and its associated stress inducing
factors, highlighting the role of the physical environment in providing individuals” psychosocial
wellbeing. It includes parental coping with stress strategies: privacy and perceived control,
territoriality and personalization, access to social support, and finally access to positive
distraction. This review sets theoretical foundation for the research approach and framework for
understanding parental experiences and needs within the Egyptian pediatric oncology healthcare
context, which seem to be different from those explained in the literature of western countries
due to socio-cultural differences.

2.2 Humanization of the Pediatric Healthcare Facilities

By nature, healthcare facilities are identified as complex environments with a variety of
functional needs and user requirements. The rapid evolution of technology in the medical field
resulted in promoting the notions of flexibility and efficiency while adhering to hospital design
guidelines, codes, and detailed regulations (Samimi, 2012). In many cases, such complexity in
healthcare facilities led the designers to disregard various humane aspects -psychological and
social- known as psychosocial wellbeing. This leads the healthcare facilities to become
dehumanized and uncomfortable institutions, which could negatively impact their main
hospitalization mission (Alvaro et al., 2016; Bates, 2018). Moreover, ensuring a strategic financial
investment in healthcare facilities might be an additional reason behind dehumanization. It leads
to cutting expanses that target creating ‘humane’ environments since hospitals are considered
not only as healthcare providers but also as investment resources (Alvaro et al., 2016). On the
other hand, recent literature suggests that adding a ‘humane’ layer at the core of the design would
in fact mediate all those requirements while creating the appropriate healing that would not only
suit children as patients but also suit their parents (Bates, 2018).

In recent decades, literature regarding healthcare facilities has paid increasing attention to the
apparent need for creating ‘humane’ environments in healthcare facilities. Over the post-war
period, calls towards hospital humanization were indeed increasing and were also part of wider
international trends (Bardon, 1981). References to the notion of humanizing healthcare facilities
were made in a range of social, economical, and political contexts across the globe, which resulted
in raising questions regarding the meaning behind the term (Bates, 2018). The multiple meanings
and ideological foundations of humanistic design are worthy of detailed attention in their own
right as they enable a better understanding of trends in humanistic healthcare design in practice
(Alvaro etal., 2016). As a multi-layered concept, humanization doesn’t only relate to the physical
aspects of space, but also to the psychological, social, and operational aspects (Bosia et al., 2016).
Nowadays, the international guidelines for hospital design acknowledge the aspect of
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humanization in health facilities as a basic factor on medical outcomes, as well as the adaptation

in the environmental quality of space organization and hospital design (Zumba, 2017).

The understanding of psychosocial and physical needs of the users is considered to be the key to
a humane design of healthcare institutions (Carmel-Gilfilen & Portillo, 2016). While there is an
excessive amount of information regarding health and safety constraints, little information is
available to designers about their principal concern, the individual human being (Samimi, 2012).
Only by fully understanding the relationship between individual’s behavior, culture, social, and
physical environment, the experience of spaces within healthcare environments can evolve into
an interactive and inclusive healing journey (Deasy & Lasswell, 1990). In literature, several
approaches were introduced; however, the cultural perception of humanistic design varied. The
use of scale and natural materials were considered as essential features of humanistic design that
can decrease the institutional feeling of a hospital (Bates, 2018). Moreover, home-like healthcare
environments were also introduced as humanistic, as they could decrease the stress resulting
from the unfamiliarity with space (Risse, 2003).

In pediatric healthcare settings, the implementation of the humanistic approach wouldn’t only
be serving children as patients, but would also be serving parents as they accompany their
children throughout the whole hospitalization process. Considering that pediatric hospitals must
consider the needs and preferences of both patients and families, recent studies highlighted
the necessary elements such as interactions between patient, family and health multi-
professional staff to be implemented to humanize pediatrics healthcare settings (Ribeiro,2014).
Moreover, notions such as access to information and emotional support, communication, and
user integration are considered the key elements for humanization in pediatric facilities (Zumba,
2017). The use of the architecture was also highlighted as a way to promote both child and family
wellbeing in order to facilitate the development of the work process of health professionals
(Carmel-Gilfilen & Portillo, 2016).

2.2.1 Parental Role and Distress during hospitalization

During the first decades of the 20th century, it was common practice for hospitalized children to
be separated from their families and allowed only limited contact with their parents (Connell
& Bradley, 2000; Davies, 2010). Healthcare providers intentionally maintained strict professional
boundaries which resulted in having psychologically distant and emotionally disengaged
relationships with children. Moreover, children were not given information regarding their
illness or medical treatment with the intention to prevent unnecessary anxiety or distress (Davies,
2010; Hunt, 1974). In such environments, one can imagine the excessive fear and altered behavior
that children not only experienced during hospitalization, but also persisted following discharge
from hospital (Jolley, 2007). In response to the recognition of the damaging effects of
hospitalization on children’s development and emotional well-being, contemporary approaches
to pediatric psychosocial care emerged. Increased awareness of these negative responses to
hospitalization gradually led to changes in the psychological approach to caring for children
during their inpatient stays (van der Horst & van der Veer, 2009).
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Parents became involved in the hospitalization process and acted as partners to their children’s
hospitalization journey. The involvement of parents in children’s health care is generally
associated with positive outcomes for both parents and children (Letourneau &Elliott, 1996;
Rosenbaum et al., 1998; Woodside et al., 2001). The parental adjustment and engagement in their
child’s care directly affects their child’s treatment effectiveness and well-being (Holm et al., 2003).
With regard to pediatric cancer, the parental distraction of their children during medical
procedures has been shown to be associated with high child coping behavior and lower distress
(Manne et al., 1992). Parents have been included as nurses” assistants during the cancer-related
medical procedure to reduce pain, anxiety, and distress. Studies of the efficacy of the parents’
interventions indicate that they play a significant role in reducing child pain, anxiety, and distress
(Barrera, 2000; Broome, Rehwaldt, & Fogg, 1998; Manne et al., 1992; Powers et al., 1993; Smithet
al., 1996).

However, parents started to report stress associated with the hospitalization of their children.
During the diagnosis phase, parents tend to experience extreme levels of anxiety that sometimes
reach a panic level, then anxiety levels reduce on subsequent days. Miles & Carter (1983) suggest
that parents’ responses throughout their children's hospitalization phases are the results of the
interactions between situational variables, personal characteristics, and environmental
stressors. Studies indicate that many parents experience high levels of anxiety, depression, and
uncertainty when their children are seriously ill (Franck et al.,, 2015, Wray et al.,, 2011).
Experiences such as changes in their parental role, feelings of helplessness, lack of support,
and financial burdens are considered to be primary factors causing parental distress (Nabors et
al., 2018; Tallon et al., 2015). High parental distress is considered to be a barrier to the effective
participation in child care and can adversely affect the hospitalized child, influencing children’s
experiences and their ability to cope with their own distress (Power et al., 2008). Indeed, a review
of the literature suggested parents’ anxiety prior to medical intervention was a consistent
predictor of children’s anxiety. In addition, parental distress has been associated with negative
long-term adjustment for parents and children (Dunn et al., 2012; Kassam-Adams et al., 2009;
Nugent et al., 2007). Moreover, environmental stressors are considered to be factors that arise
from the physical and psychosocial aspects of the pediatric oncology environment, where

parental stress in response to a child’s illness is considered to be a normal and inevitable response.
2.3 Psychosocial Wellbeing and Care
2.3.1 ‘What”: Defining Psychosocial Wellbeing

When dealing with distressed parents, it is essential to concentrate on the development of
psychological and social well being, known to be the psychosocial wellbeing, since it caters for
positive relationships with other individuals in the surrounding environments. The term
quality of life is usually interchangeable with the term psychosocial well-being since it involves
similar components. Moreover, it is often used in healthcare research to specify how the
individual’s well-being may be impacted over time by a medical condition (Guyatt, 1993). As a

matter of fact, psychosocial well-being is considered to be a multidimensional construct that
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consists of psychological, social, and subjective components; all of which influence the overall
functionality of individuals in achieving their true potential as members of the society (Kumar,
2020). It incorporates the physical, economic, social, mental, emotional, cultural, and spiritual
components of health. According to Segen's Medical Dictionary (2012), psychosocial refers to a
person’s psychological development in, and interaction with, a social environment, while for
the Gale Encyclopedia of Medicine (2008), psychosocial refers to the mind’s ability to
consciously or unconsciously adjust and relate the body to its social environment. Although
both definitions are not complex in themselves, these definitions disclose a state of well-being
that motivates the development of life skills. This enables individuals, families, or communities
to understand and engage with their surrounding environment (East African Community,
2019). The term psychosocial denotes the inter-connection between psychological
sub-components and social sub-components; where the psychological sub-components include
emotions, thoughts, behaviors, in addition to coping strategies, and the social sub-components
include interpersonal relationships, social roles, norms, values, traditions and community life.
All of which contribute to individuals” overall wellbeing (OED, 2003). Accordingly, it reflects to
the dialectic relationship between the individual’s emotional, psychological, perceptual, and
social realms with its cultural and traditional dimensions.

2.3.2 ‘Why’: The need for Psychosocial Wellbeing in Pediatric Facilities
2.3.2.1 ‘Anticipatory Grief’ - Among Parents living with Cancer Diagnosed Children

Pediatric chronic diseases represent a central event that creates a major challenge to all family
members. Pediatric cancer is now viewed as a chronic life-threatening illness rather than an
incurable disease (Wong & Chan, 2006). This means that parents have to live with the threat of
relapse or death for years. Accordingly, the pediatric cancer diagnosis and its therapy process
is an essential stress trigger for both children and their parents. Families with a cancer diagnosed
child undergo stressful experiences such as frequent hospitalization of the child which often leads
to psychosocial problems, isolation, and reduced recreational activities (Shamsi et al., 2016;
Zokaee Ashtiani et al., 2017). Al Gamal and Long (2010) disclosed the process of ‘anticipatory
grief’ among parents living with a child with cancer. When parents go through a long period of
uncertainty, with the possibility of permanent damage or death of their child, anticipatory grief
occurs. Anticipatory grief is defined as the phenomenon that involves the process of mourning,
coping, adapting, accommodating, and accepting change that begins and stimulates in response
to an imminent loss (Rando, 2000). Moreover, Worden (2003) defined anticipatory grief as an
active process of grieving in response to different types of loss, which is the loss of a child’s
health in this case. Correspondingly, the conceptual analysis of anticipatory grief indicates that
it is a multidimensional phenomenon including various stages and coping approaches (Al Gamal
and Long, 2010; Fulton & Gottesman, 1980; Rando 2000). Thus, understanding the different
stages the parents go through during their children's hospitalization is essential. It acts as an
alert for professionals to the need for supportive interventions to preserve parents’
psychosocial wellbeing.
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2.3.2.2 Care Burden and Parents’ Psychosocial Wellbeing

Although both parents may get involved in caregiving, women are traditionally expected to
provide care, nurturing, and help with the role of caregiver particularly in developing countries
(Santo et al., 2011; Adelman et al., 2014; Sulkers et al., 2015). Studies show that mothers, as the
primary caregivers, usually carry huge care burdens that result in several painful experiences
such as avoidance of social interaction, reduced social relationships, unwillingness to talk, and
decline in the quality of life (Khanjari et al., 2013; Cal et al., 2017). Moreover, mothers tend to
always feel that it is their full responsibility to be caring for children with cancer during the
hospitalization process which puts excessive physical and psychological burden on them
(Nemati et al., 2018). Accordingly, mothers are considered to be more vulnerable to the issue of
care burden. Thus, it is essential to understand the causes of the care burden to be able to provide
appropriate strategies to reduce it.

Care burden is one of the most common psychosocial wellbeing problems (Shokri et al., 2020). It
is defined to be the extent to which caregivers perceive caregiving’s adverse effects on their
emotional, social, physical, and spiritual functioning (Zarit et al., 1986). Other authors defined it
to be a multidimensional response to the surrounding environments’ stressors that are
associated with the caregiving experiences (Kasuya et al., 2000). Lack of information about the
course of the disease, feelings of inadequacy, and disorganized family life are considered to
be the most common causes for care burden (Ahmadi et al., 2018; Ahmadi et al., 2019). However,
there are multiple factors that can alleviate the care burden for the caregivers of the cancer
diagnosed children. Social support is one resource that can affect care burden since it has a
buffering effect, especially among mothers (Burnette et al., 2017; Wang et al., 2017). Feeling
supported enhances mothers” sense of self-efficacy in dealing with her child. It can reduce
mothers’ emotional burden as mothers benefit from open and frequent communication about
children’s disease, which has a great impact on their psychosocial and physical well-being (Zhang
et al., 2014; Shiba et al., 2016). Mothers’ care burden is not only limited to care giving of the
hospitalized child, but it also includes caregiving of the husband and their other children (Barlow
& Ellard, 2006).

2.3.3 The role of Pediatric Psychosocial Care (PPC)

Contemporary approaches to Pediatric Psychosocial Care (PPC) emerged during the first decades
of the 1900s. It grew as a response to the recognition of the damaging effects of hospitalization
on children's and parents’ psychological, social, and emotional wellbeing. PPC is defined as
the culturally sensitive provision of psychological, social, and spiritual care (Legg, 2011). It
includes developing rapport, empathy and support, enabling patients along with their families
to feel comfortable and safe, and providing communication between healthcare personnel and
families and clear medical information (Curtis et al., 2016; Legg, 2011). One of the primary goals
of PPC is to promote parent and families’ resilience and adaptive responses within the
challenging medical context (Humphreys & LeBlanc, 2016; Beickert & Mora, 2017). The early
assessment of the family’s strengths, vulnerabilities, and psychosocial resources can help the
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PPC professionals to anticipate the adjustments needed and allow for efficient provision of
psychosocial care based on their needs (Wiener & Alderfer, 2011, Wiener et al., 2010). The
availability of group support, individual and family counseling for caregivers can be also useful
in addressing feelings of anxiety, adaptation, coping styles, and communication patterns
(Wiener & Pao, 2012). Accordingly, psychosocial care does not encourage dependence on the
medical team, but rather encourages development of effective coping strategies.

Psychosocial care professionals have a fundamental role in determining whether the medical
information is clearly communicated and understood by the family. Assessing each family
member’s coping and learning techniques is an essential component of helping a family at this
critical time (Moss et al., 2019). Accordingly, the work of PPC professionals addresses a range of
issues related to physical, psychological, and social development among parents. Moreover, it
should be undertaken with an understanding of the importance of the relationships among
individuals’ psychosocial wellbeing and healing environments (Doha International Family
Institute, 2018). Accordingly, it is necessary for the PPC professionals to promote quality of care
approaches within the surrounding supportive environments, especially in pediatric healthcare
settings, to reduce care burden and parental stress, and maintain the psychosocial wellbeing of
both parents and children during the hospitalization process.

2.4 Enhancing Quality of PPC

As the family was increasingly acknowledged as being critically important in the emotional,
developmental, and medical care of the hospitalized child, both family-centered care (FCC) and
Trauma Informed Care (TIC) emerged as approaches for enhancing the quality of care for both
children and their parents during pediatric hospitalization and medical encounters (Auerbach
et al.,, 2021). The main aim behind implementing such approaches is to emphasize respect for
family perspectives and encourage family participation in care and decision making (Davidson
et al., 2007). Moreover, implementation of such approaches would help in providing health care
in a way that minimizes the potential for current or ongoing psychological trauma or
posttraumatic stress throughout hospitalization experiences (Marsac et al., 2016). Accordingly,
FCC and TIC are complementary concepts as each concept is associated with improved health
outcomes and better patient and family experience.

2.4.1 Family Centered Care

Family-centered care (FCC) is a philosophical approach that is guided by a set of principles that
provides a pathway to engage not only with children but also with their parents and families
during their hospitalization experience (Mooney-Doyle et al., 2020). It is defined as an approach
of caring for children and their guardians within pediatric healthcare settings, ensuring that care
is planned around the whole family, not just the individual patient, by which all the family
members are recognized as care recipients (Shields et al., 2006). It seeks to establish and
maintain mutually beneficial partnerships among patients, families, and healthcare
professionals to make informed decisions about the medical care and support services needed

23



for both the patient and family (Pettoello-Mantovani et al., 2009; Richards et al., 2017). Moreover,
FCC promotes orientating care to support and involve the family with the goal of improving
quality, psychological well-being, clinical outcomes, and the overall patient and parents
experience. Therefore, FCC is considered to be a platform to inquire about, understand, and

attend to the child and family response to the overall hospitalization experience.
2.4.1.1 Background

As a concept, Family-centered care has initially developed in the economically advantaged
countries as a result of an increased social awareness. Such social awareness focused on the
importance of meeting the psychosocial and developmental needs of both children and parents,
highlighting the role of families in promoting the health and wellbeing of their children (Haller
JA,1967; Skipper et al., 1968; Hardgrove at al., 1972; Hennemen et al., 2002; Thompson RH, 1985).
Historically, family-centered care has evolved from the concept of Medical Home, which was
neither a house nor a hospital, but rather an approach through which comprehensive primary
care was provided. The concept of a medical home is defined as an accessible, coordinated, and
culturally effective primary care in which a pediatric clinician works in partnership with the
family and patient to assure that all of the medical and non-medical needs are met (Neff et al.,
2003). Through this partnership, the pediatric clinician can help the family and patient to access
specialty care and family support, and other public and private community services that are
important to the overall health of the child and his family (American Academy of Pediatrics,
2002).

Before the 1950s, hospitals used to be provoking a wealth of emotions for children such as fear,
anxiety, loneliness and homesickness (Birch et al., 2007; Carney at al., 2003; Coyne, 2006). It was
believed that having parents visiting their children constantly would obstruct effective care and
cause more anxiety to children once their parents leave when the allowed visiting time is over
(Nethercott, 1993; Shields, 1998; Johnson B, 1990), while on the other hand, researchers reported
that children whose parents didn’t visit them at all suffered acute trauma (Bowlby ], 1971; Bowlby
J, 1973). Accordingly, the Platt Report (Platt H, 1959) recommended that visiting should be
unrestricted, and mothers shall stay with their children during the hospitalization phase,
humanizing the pediatric healthcare settings. However, the movement towards the
implementation in hospitals and health systems has been slow since the degree to which family-
centered care is implemented varies across institutions, countries and regions (Palmer S, 1993;
Coyne I et al., 2007).

Nowadays, general consensus on the importance of family involvement in high quality care for
hospitalized children has been reached (Committee on Hospital Care & Institute for Patient and
Family Centered Care, 2012; Johnson et al., 2008). The American Academy of Pediatrics (AAP;
2012) asserts that all pediatric health care professionals should adhere to patient-centered and
family-centered care paradigm to ensure children and their families are well-informed about
diagnoses and procedures in addition to empowering them to be involved and make decisions

in all aspects of care (Claridge et al., 2020). In fact, FCC can be considered as an extension of the
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Patient-focused care, which promoted delivering care based on patients’ needs while
abandoning the traditional approach by which delivering care was based on the organizational
perspective. In other words, FCC takes the patient-focused care to the next step by expanding
the loop of care delivery to include parents whose wellbeing is recognized as equally
important as the patient's life (Neff et al., 2003).

2.4.1.2 Core Principles of FCC

During the last decades, family-centered care has been promoted as the philosophies and
practices that put the family at the heart of services, identifying parents as the driving force
(Katz et al., 2002). In partnership with the Association for the Care of Children’s Health, the
Institute for Patient- and Family-Centered Care (IPFCC) proposed five key elements that
characterize family-centered care perspective: recognizing family as a constant in child life,
facilitating communication between family members and healthcare providers, understand
children and parents’ needs and integrate them within healthcare systems, recognizing parental
strengths and coping strategies, and finally encouraging and facilitating parent-to-parent
support. Those five key elements were later grouped into three main clusters: Family as a
constant, Supporting family individuality, and Culture/Social Responsiveness since some of the
previously mentioned key elements rely on the existence of one other (Watt et al., 2013; Foster et
al., 2015; Doha International Family Institute, 2018). For instance, recognizing parent as a
constant in child life, which is considered to be the main key element in FCC, can be
demonstrated through recognizing parental strengths, facilitating communication between
family members and healthcare providers with the aim of reducing parental distress,
understanding parental needs and integrate them within healthcare systems, and providing
flexibility within health care settings. While for the supporting family individuality cluster, it
can be demonstrated through respecting families’ coping methods, in addition to providing
emotional support and family-to-family support (Pettoello-Mantovani et al. 2009). As a
concept, FCC finds its true meaning in the social context where it has occurred, honoring the
difference from one culture to another. Therefore, FCC is a context-based concept that should be
addressing the perspectives of communities from which parents and children are coming in
order to provide a comprehensive and responsive environment that corresponds to their needs
(Mooney-Doyle et al., 2020)

2.4.1.3 FCC in Pediatric Oncology

In pediatric oncology, the implementation of the family-centered perspective requires a dynamic
and evolving approach since the nature of pediatric cancer as a disease and its treatment phases
are in constant change thus evolving the needs of hospitalized children and their parents
(Mooney-Doyle et al., 2020). In order to address such evolution, the examination of care of
children is to be nested within the care of parents who are coming from various socioeconomic
and cultural contexts. Indeed FCC acknowledges that children and their parents are much more
greater than the sum of their needs, thus its goal is to incorporate a multi layered focus on their
experiences and needs as individuals with an overarching aim to improve their wellbeing as
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a family unit (Woodgate et al., 2011; Angstrdm-Brannstrom., 2018). As pediatric psychosocial
care professionals, the incorporation of FCC’s core tenets of collaboration, flexibility,
customization of care, and respect for family difference coincides with their vision of
customizing the care for patients and families based on systematically identified needs and
experiences that are elicited from the children and families themselves while putting into
consideration the environmental and lifestyle factors (Mooney-Doyle et al., 2020). Accordingly,
family-centered care in pediatric oncology is be considered as a framework to guide
engagement with and care for children with cancer and their parents. Moreover, FCC allows
pediatric psychosocial care professionals to view the care of children with cancer and their
families through a lens of multidimensional, overlapping factors that influence the family’s
experience of the illness and its effects on the family as a whole and on its members as
individuals (Smith W, 2018; Mikkelsen, 2011).

2.4.2 Trauma Informed Care

In conjunction with family-centered practices, trauma-informed approaches are used to enhance
quality of care for patients and their families, as well as the wellbeing of medical care providers
(Marsac et al., 2016). Trauma-informed (TIC) is a psychosocial care framework focused primarily
on the hospital context, incorporating an understanding of posttraumatic stress developed
through the hospitalization experiences for children and their families (Kassam-Adams et al.,
2015). According to the Substance Abuse and Mental Health Services Administration's
(SAMHSA), trauma-informed care is defined as a strengths-based delivery approach that
emphasizes physical, psychological, and emotional safety for both providers and survivors,
while creating opportunities for survivors to rebuild a sense of control and empowerment. This
definition is considered to be among the most comprehensive and widely employed and thus can
be used in guiding the application of trauma-informed care in pediatric healthcare networks
(SAMHSA, 2014).

The implementation of TIC requires adjusting the healthcare network’s organizational culture to
incorporate an understanding of trauma into routine care and treatment processes with the goal
of decreasing the effect of the potentially traumatic events on both patients and their parents
(Ko et al., 2008; Stuber et al., 2006). Changing such practices reflects the core principles of a
trauma-informed approach that are categorized as essential in the healthcare setting, including
patient empowerment, choice, collaboration, safety. And trustworthiness (Harris et al., 2001).
Moreover, trauma-informed care incorporates additional key elements including addressing
distress and providing emotional support for the family, encouraging coping resources, and
providing anticipatory guidance regarding recovery (Kazak et al., 2006; SAMHSA, 2014).
Accordingly, TIC must involve both organizational and clinical practices that recognize the
complex impact trauma has on both patients and providers (Menschner et al., 2016). Such a
process is often complex since it requires assessing the willingness and capacity of healthcare
providers to design an innovative approach that allows health care systems to transform into TIC
systems and adopt TIC approaches.
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Figure 2. Family-Centered and Trauma-Informed Pediatric Care (Marsac et al., 2016)

In settings that employ a family-centered approach to care, the addition of a trauma-informed
approach is natural and offers several advantages. As illustrated in Figure 2, family-centered and
trauma-informed care approaches are complementary but offer unique contributions to
promoting high quality pediatric healthcare. Each approach emphasizes involving the entire
family in care, ensuring cultural competence in care delivery, promoting collaboration among
care providers and continuity of care, and engaging in self-care for providers (Kazak et al., 2006;
SAMHSA, 2014; Committee On Hospital Care, 2012). In other words, both approaches highlight
the importance of creating supportive environments that cater for psychological and social
wellbeing of both children and parents.

2.5 Psychosocial Supportive Environment

The role of physical environments of the healthcare facilities is essential in promoting all
stakeholders” wellbeing. During the hospitalization process, the patients and their families seek
not only a cure but a holistic healing experience that provides much-needed support in stressful
times. Accordingly, providing a well-designed and a supportive physical setting is essential for
a less stressful and traumatic experience. Moreover, taking into consideration the psychological
and social constructs and needs while designing is necessary to enable families along with
patients to adapt and cope well, improving the overall hospitalization process (Chaudhury et al.,
2009; Dijkstra et al., 2006; Ulrich et al., 2004).
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2.5.1 A Multidimensional Construct of the Environment

For architects, environments are basically the spaces and shelters where individuals interact and
execute various functions; however, this is not the ultimate definition for the term environment
as it is just one of many other perspectives that are defined from various disciplines. Lockie (2015)
defined the environment as the totality of conditions that surround individuals in a particular
space and time, interacting with the physical, biological and cultural elements that are
originally interlinked to individuals. Accordingly, environments here are not physically tangible
constructs for sociologists nor for anthropologists; it is about human interaction and
interpretation of context that exert some sort of an influence on individuals. Moreover, Moser
(2003) defined the environment as a setting that is neither neutral nor value free, but rather a
culture bound that constantly conveys meanings and messages that is essential for human
functioning and is integral to human action. Accordingly, after investigating the various
definitions, one can realize that the environment is a multidimensional construct that consist of
various dimensions. It is no longer a simple physical and tangible element that can promote
individuals' well-being. It consists of social and cultural dimensions that provide a better
construct to human perceptions, attitudes, and behaviors which must be directed to promote
wellness.

2.5.2 Healthcare Facilities as Social and Cultural Environments

Hospitals are ultimately liminal spaces, where people are removed from their everyday lives,
taken to the in-between space of being diagnosed, treated, operated upon, and medicated. For
many people, hospitals are places in which their previous identities are stripped bare and new
identities are forged. Therefore, interest for medical anthropologists to study people inside
hospitals emerged, revealing the socio-cultural dimensions of healthcare settings. Contrary to
a commonly held notion that hospitals are identical clones of the global biomedical model;
anthropologists describe and interpret the variations in hospital cultures in different countries
(Dilger & Hadolt, 2015). In fact, hospitals are domains where core values and beliefs of a culture
come into view. In situations and processes of illness and recovery, people’s ‘true’ values,
convictions and moral systems become most clearly visible (Fainzang, 2001). Along the same
lines, Lock (1986) notes that the study of health, illness, and medicine provides us with one of the
most revealing mirrors of the relationship between individuals, society, and culture. Accordingly,
the element of ‘life” must be added in hospitals. The extant studies of hospital life suggest that it
is a world apart, a culture which is altogether different from the ‘real” world or even a reversal of
normal life. Although some ethnographers considered hospital wards as ‘a tight little island’
(Coser, 1962), others contend that life in the hospital should not be regarded in contrast with life
outside the hospital, the ‘real” world, but that it is shaped by everyday society (Van Der Geest, et
al., 2004). Therefore, we can say that a hospital is not a separate island but an important part, if
not the capital of the “‘mainland’.
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2.5.3 ‘What’”: Psychosocial Supportive Environment

The term ‘supportive” generally means to strengthen the position of a person, or community,
and having the quality of supporting and sustaining one’s assistance or adherence (OED, 2003).
Ulrich (2001) described the term ‘supportive” as an environmental characteristic that supports or
facilitates coping and restoration with respect to stress that accompanies illness and
hospitalization. With these definitions, the term psychosocial supportiveness can refer to the
quality of the built environment, which strengthens or sustains the ability of an individual to
perform. Moreover, Dilani (2000) highlighted that psychosocially supportive environments
enhance people’s capability to better cope with stress (Dilani, 2000). He proposed features for a
psychosocially supportive environment: such as integrating the hospital into the city and its
social structure. Therefore, the previous statements suggest that psychosocial is not about
designing for an unconscious psychological process. It's about providing spaces that maximize
opportunities for patients to access social support from within the hospital, from both members

and other patients.

The relationship between individuals and environment is identified mainly by the individual’s
perception and conscious experience of objects within the surrounding environment
(Mazumdar, 2000). According to Brunswik’s probabilistic model on environmental perception
and understanding of individual learning differences, the perceptual process is described as
analogous to a lens, wherein stimuli from the environment become focused and perceived
through the perceptual efforts (Brunswik, 1956). Moreover, Gifford et al. (2000) elaborated on the
lens model framework with its consequential stages. It first responds to particular objective
features of the physical environment, then it integrates these reactions into emotional
impressions, and finally translates them into evaluations of the built environment.
Accordingly, this probabilistic model may include psychosocial supportiveness as a filter in the

perception of physical cues.

2.5.4 Ulrich’s Theory of Supportive Design
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-

Access to
Sense of Control Access to Positive
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Figure 3. Ulrich’s Theory of Supportive Design (Ulrich et al., 1991)

In healthcare settings, literature highlights the existence of a relationship between the supportive
environments and stress theory (Chaudhury et al., 2009; Dijkstra et al., 2006; Ulrich et al., 2004).
Ulrich’s Theory of Supportive Design conceptualizes how the physical environment can
impact individuals’ psychosocial wellbeing, where the healthcare’s physical-social
environment reduces the hospitalization induced stress not only for patients, but also for
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parents and healthcare personnel (Molzahn, 2013; Ulrich et al., 2004). Ulrich advocated that
physical and social healthcare environments, as healing environments, should be designed to
promote wellbeing by providing a sense of control, access to social support, and access to
positive distractions in the physical surroundings (Ulrich et al., 1991). This theory is often used
to describe and interpret individuals' needs during hospitalization and suggests strategies for
achieving supportive design. Using such approaches within healthcare facilities, especially in
pediatric healthcare settings, would allow physical environments to cater for all stakeholders’
(patients, parents, healthcare personnel, social workers, etc.) wellness and promote the
integrating of healing environments in individuals’ surrounding buildings. Despite the use of
the theory of supportive design in cross cultural research in developed countries, limited research
on this theory was identified in developing countries (Andrade & Devlin, 2015).

2.6 Parental Coping with Stress within Pediatric Facilities
2.6.1 Coping with Stress Mechanisms

Although the definitions vary, coping has traditionally been defined as thoughts and behaviors
that are used to manage the internal and external demands of situations that are appraised as
stressful (Lazarus & Folkman, 1984). Coping is considered to be a dynamic process that changes
in response to the ongoing demands of the stressor. The specifications of the structure of coping
responses have been one of the major challenges in coping related research. Due to the nature of
coping itself, it is not based on a specific behavior, but rather a broad organizational construct
that includes a large spectrum of behaviors that individuals use to manage their stressful and
traumatic experiences (Skinner et al., 2003). Accordingly, the construct of coping has been
subcategorized in a variety of ways. Compas, Connor-Smith, and Saltzman (2001) proposed that
coping responses can be depicted along two broad dimensions: Voluntary versus involuntary
and engagement versus disengagement. A decade later, Compas et al., (2012) proposed a more
detailed model representing coping responses whereby people use three primary coping
mechanisms to cope with a childhood illness including active coping, passive coping, and
accommodative coping. Active coping, also known as positive coping, refers to the cognitive and
behavioral attempts to deal directly with problems and their effects (Choi et al., 2012). It
includes strategies that measure problem solving and communication. On the other hand,
passive coping, also known as avoidant coping, refers to cognitive attempts to avoid confronting
problems and behaviors as an attempt to indirectly reduce emotional tension (Choi et al., 2012).
It includes strategies such as withdrawal from sources of stress and social interactions,
disengagement, distraction, and other forms of avoidance. Whereas accommodative coping
includes coping efforts to adapt to stress through reappraisal, positive thinking, acceptance,
and seeking social support (Stoppelbein et al., 2013). Research suggests that accommodative
coping is related to better emotional adjustment, whereas passive coping is related to poor
adjustment after a child is diagnosed with an illness (Compas et al., 2012). Accordingly, coping
can also be considered a multi-dimensional phenomenon as it includes a variety of facets
defining the intensity of engagement (Lerwick, 2016). Although the previously mentioned
coping theories focus on the children’s coping, Compas et al. (2012) suggested that this coping
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model can be conceptualized within the context of the family’s coping skills.
2.6.2 Parental Coping Strategies

When examining parental coping mechanisms during the hospitalization process, parents of
pediatric cancer patients reported to be using mostly accommodative and active coping
strategies interchangeably (Stoppelbein et al., 2013). Through an extensive qualitative
investigation, (McGrath et al., 2004; McGrath et al., 2005) found that accommodative coping is
associated with parents seeking social support. Parents tend to report that interaction with other
parents experiencing similar situations and having support from friends and extended family
members made it easier for families to cope with childhood cancer. Moreover, parents of children
with leukemia reported that the accommodative coping strategies aimed at maintaining family
strength and an optimistic outlook were perceived as being the most helpful (Patistea, 2005).
Communication is often mentioned in the literature as a coping strategy used by parents of
children with cancer (Vollmer et al., 2017). Apart from open communication about the illness
with the child (Landolt et al, 2003; Chaney et al., 2016), communicating with professionals about
parents' emotional experiences throughout the hospitalization period (Hall, 1987) in addition to
communicating with the healthcare personnel to understand children’s medical situation are
essential factors for coping with such traumatic experiences and stressful events. Accordingly,
parental active coping has been conceptualized as a willingness to encounter information
through being available during the doctors” daily checkup visits and advocating questions asking
the healthcare personnel during or after the process (Doupnik, 2017; Peterson, 1989). Parents cited
that information-seeking as a coping strategy is associated with feelings of empowerment. For
parents, accompanying their children throughout the hospitalization process and being able to
look after their children while taking the chemotherapy sessions decreases the issue of parental
role alteration (Stoppelbein et al., 2013), and increases the perceived amount of control parents
have over their children’s hospitalization process, which is considered to be an important active

coping mechanism (Vollmer et al., 2021).

2.7 The Quality of Parent-Child Relationship

Children are dependent on their families, especially their parents, to meet their physical,
emotional, and social needs; therefore, the quality of the parent-child relationship plays a
crucial role in the psychological development of children (Lamb et al., 2011; Pinquart, 2013).
Mothers are considered to be the primary caregivers and the best pediatrician to the child;
accordingly, research highlighted the importance of mother's presence throughout the
hospitalization process. Their existence doesn't only increase the quality of medical attention as,
but also keeps child-parent affection relationships (Barrera et al., 2007). According to different
theories, the emotional bond between the parent and child is considered the most important
dimension (Lamb et al., 2011; Pinquart, 2013; Clark et al., 2000) . Furthermore, it is a natural desire
of parents to participate in their child’s care and emotional and practical support (Power et al.,
2008). If parents of a critically injured child have reduced capacity to meet their child’s needs

there is a negative impact on the physical and psychological adjustment of their injured child
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(Gongalves et al., 2008; Ruth et al., 2020) and the well-being of the entire family unit can be
threatened (Skinner 2007). The only intrapersonal coping resource the young children require is
the ability to contribute to a secure and productive attachment to a caregiver (Goldsmith &
Alansky, 1987).

2.7.1 The Attachment Theory

The influence of caregiver behavior is identified as the key factor in the quality of the parent-
child relationship (Bowlby, 1973). The quality of care provided by the parent primarily functions
to influence the child’s confidence in the availability of the parent and the quality of the parent-
child relationship. Moreover, the attachment theory addresses the parent-child relationship
relative to the emotional wellbeing of the hospitalized child (Van der Horst & van der Veer, 2009).
The formation of a secure attachment pattern is a critical milestone of early development that
provides the foundation for positive psychological and health-related outcomes throughout
the lifespan (Puig et al., 2013; Sroufe, 2005). In pediatric healthcare settings, attachment patterns
develop within the context of young children's interactions with mothers (Ainsworth et al., 1978).
Mothers who are available to their children and provide consistent, appropriate, and sensitive
responses to children's emotions and behaviors facilitate the development of a secure attachment
relationship. In contrast, an insecure attachment relationship is likely to develop when there is a
disruption in the communication between infants and their caregivers. Such disruption is
characterized by inconsistent or non responsive interactions and caregiver unavailability (Turner,
2005). Accordingly, attachment theory provides a useful framework for understanding both
family and child responses to the stressful healthcare experiences and for guiding care practices.
Consistency, comfort and predictability are desirable features for pediatric healthcare settings.
These conditions are essential to sustain a secure attachment relationship between the parent
and the child during hospitalization.

2.7.2 Architectural Determinants for the Quality of Parent-Child Relationship
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Environmental Impact Parent & Child space for interaction withdrawal possibilities

Figure 4. One of the Architectural Determinant for Parent-Child Interaction - Proximity between parent and child
(Vollmer et al., 2021)

Within the pediatric healthcare setting, the physical environment is an essential component of
the care provided in children’s health care settings and plays an important role in supporting
the quality of child-parent relationship and interactions (Henriksen et al., 2007). Literature

proposes approaches by which hospital environments influence the amount and degree of
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interaction that occurs (Shepley et al., 2008). Based on a qualitative fieldwork, four architectural
determinants were captured highlighting the quality of child-parent relationship and
interactions. The architectural determinants include the function and place of interaction,
proximity between parent and child, used space for interaction, and availability of possible
spaces for parental withdrawal (Vollmer et al., 2021). In Figure 4, the proximity between parent
and child is highlighted since such determinants highlight the different activities and interactions
conducted in each mode and their impact on the overall parent-child relationship. Accordingly,
architectural supportive interventions for hospitalized children and their caregivers should
strive to facilitate children's sense of protection and safety, while maintaining proximity
between the child and his primary attachment figure (Krauss et a., 2016).

2.8 Privacy and Perceived Control

Literature on the design of healthcare facilities illustrates many approaches by which the design
can provide opportunities for patients’ privacy and social interaction, while upholding
principles of family-centered care that helps in fulfilling parents” request to accompany their
children throughout the hospitalization period. However, opportunities for supporting parents’
in finding relaxation, privacy, control, and withdrawal are yet missing (Vollmer et al., 2021).
Despite the call for the various quality of care approaches that encourage parents to take an active
part in the care of their hospitalized child, there is little evidence on finding the suitable
approaches to best accommodate parents, enabling them to be effective and healthy participants
in their child’s treatment and recovery (Franck et al., 2015). In the majority of societies, privacy is
conceived as a fundamental social need; however, there are significant variations in the
perception of privacy for individuals due to the influence and variance of culture and traditions
(Buchman, 2004).

2.8.1 The Perception and Levels of Privacy Across Cultures

Privacy has always been considered as a public endeavor that has controlled variables such as
gender, culture, age, and personality (Hall 1966, Altman and Chemers 1980). According to
Edward Hall, an American anthropologist and cross-cultural researcher, cultural differences
affect how people utilize and interpret space. Hall classified the cultures into 2 main classes;
contact group represented by the spatial behavior of Mediterranean culture, and non-contact
group represented by the spatial behavior of European culture. For the Mediterranean societies,
they are known for their proximate interactive distance, while for the Northern European
societies, they prefer the extensive one. According to Hall, differences in interpersonal distances
are not only limited to cultural contact and non-contact groupings, but also encompass
subcultures. Across cultures, the desire for privacy varies since some cultures need more
privacy in comparison with others (Altman and Chemers, 1980). Accordingly, Irwin Altman
(1975), developed his privacy regulation model, in which levels of privacy were classified into
desired, achieved, and optimum levels. The balance between levels of privacy is crucial as the
ultimate goal is always reaching the optimal level of privacy. However, when such balance is
not achieved, many conditions can occur affecting the psychological wellbeing of individuals.
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When the optimum level of privacy is exceeded, the individual feels isolation, social solitude,
and boredom. On the other hand, when the achieved level is lower than the desired level, it
can be concluded that the person’s surveillance in social behavior is not proper and the
individual suffers from crowding. Accordingly, consistent with Altman’s studies, the design
of pediatric oncology healthcare facilities should cater for reaching the optimal levels of privacy
for both patients and their families.

2.8.2 Perceived Control: Interplay between Privacy and Social Interactions

In healthcare facilities, privacy is directly related to the notion of perceived control. Accordingly,
privacy can be defined as the selective control of social interactions (Altman, 1975; Mulhall et
al., 2004). Parents and children want to control to whom they are accessible. Such ability
to control interactions is so important to the extent that it could be even more important
than the process of interaction itself. (Shepley, 2005). Research has shown that the results in
the stress coping abilities of parents who feel they have some control over their children’s
situation is better than that of those who feel a lack of control (Ulrich et al., 2003; Uwajeh & Ikenna,
2019). Accordingly, control is seen as a protective cognitive factor that extends beyond controlling
the physical environment. It has been linked to the emotional well-being of parents, patients, and
healthcare personnel (Page, 2009). A sense of control is related to opportunities to modify or alter
aspects of the environment (Huang et al., 2004). In hospitals, the established routine renders
parents helpless. In the outdated patient rooms, parents experience a loss of control related to
almost every aspect of their daily lives: what and when to eat and when to receive visitors. They
have little opportunity to leave the ward or patient room, are limited in their range of activities
in addition to the amount of control over their surrounding physical environment (Allen et al.,
1980; Huang et al., 2004; Vollmer et al., 2021)

Environmental control is the degree to which people perceive they can control and impact
characteristics of their physical environment (Devlin & Andrade, 2017). Room occupancy is also
associated with privacy and access control. In fact, room occupancy reveals the interplay
between privacy and social interactions that occurs within pediatric oncology patient wards.
Single occupancy rooms can enhance control, as occupants have full command over how to
adjust the environmental conditions to suit their own needs and preferences; however, social
isolation results due to the absence of direct social interaction (Devlin et al., 2016). While in
multioccupancy rooms, patients along with their parents might stress over the possibility of
private conversations being overheard, the noise, the feeling that they are being looked at in their
patient room by passers-by, and the frustration that there are no facilities for parents to be alone
with their children (Pinson, 2013). However, regardless of the room type, basic environmental
features that permit patients, some level of control should be provided. Accordingly, supportive
design environments should cater for aspects such as territoriality, flexibility, &
personalization to balance the interplay between privacy and social interaction and also
enhance parents’ sense of control within the physical settings.
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2.9 Territoriality and Personalization

As individuals enter into relations with their physical environments, they impart to the world
and structure it spatially, which represents a certain degree of organization. The spatial structure
of such an environment then is formed and marked out by physical barriers and boundaries such
as fences, walls, doors, gates, etc. Individual dwelling units, for example, have always constituted
a peculiar system of barriers that gives structure to a specific part of space, demarcated mainly
by “external” and “internal” terms that indicate a complex system of different places and zones
within and around it. However, such structuring of the surrounding environment takes place
only at the levels of consciousness; it doesn’t presume an active input into the environment
(Heidmets,1994). Accordingly, there is a second class of structuring that consists of forms that
entail a more or less marked practical transformation of the environment to give it a physical
form suited to man. Studies of environmental psychology highlighted the phenomena of
territoriality and personalization as the most essential “psychological determinants” of the
actual structure of any inhabited environment (healthcare, residential, commercial facilities)
(Heidmets,1994).

2.9.1 The phenomenon of Territoriality

Human territoriality has recently been brought to the public attention as a significant aspect of
everyday socio-environmental life. Territoriality itself is a complex concept with a variety of
definitions through which the emphasis is based on active defense, exclusiveness of use, and
control of space (Altman, 1975). Generally speaking, territoriality can be characterized as a set of
behaviors that are displayed by an individual in relation to a physical environment, informing
others that such an object is “under his/her control” and is used exclusively over a specific period
of time (Edney, 1974). It is defined as a mechanism that is used to regulate the boundaries
between individual and others using personalization and perceived control to satisfy
individuals social and physical needs (Altman, 1975; Blumberg & Devlin, 2006) Accordingly,
territory is not a possession of a specific element, but rather it can be considered as the
“designation of a particular place to a particular subject”, through which specific behavioral
norms, attitudes, and other factors occur. Moreover, empirical studies of human territoriality

have shown it to be related to social hierarchy (Sundstrom and Altman, 1974)
2.9.1.1 Types of Territorialities

Synthesizing on human territoriality, Altman (1975) has suggested that there are three basic types
of territories: primary, secondary and public territories. Primary territories are those controlled
and used exclusively by a single entity for an extended period of time. It is considered to be the
integral to oneself’s daily activities and is perceived as an indispensable part of oneself.
Secondary territories represent locations that are not necessarily used exclusively by a single
entity; yet provide wide area coverage and are periodical controlled. Public territories, on the
other hand, are areas where everyone shares equivalent rights and nothing is allocated to
individuals. In the pediatric inpatient department, the child’s designated room is considered to
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be the most prevalent depiction of a primary territory for both parents and children (Blumberg
& Devlin, 2006). According to Proshansky and colleagues (Proshansky, Itelson & Rivlin, 1970),
individuals thrive on organizing their physical surroundings to set detectable boundaries and
maximize their freedom of choice. In this regard, the various territorial boundaries are symbolic
and usually identified by personal belongings or possessions (Veitch & Arkkelin, 1995).
Moreover, the boundaries and divisioning of a certain territory is a way to pursue freedom of
choice. When a territory is closer to the individual, he can act freely within its boundaries.
Accordingly, flexibility and customizability can promote the feeling of owning territory where
parents can personalize and make their children’s assigned room home-like and better adjusted
to their personal needs (Gashoot, 2012).

2.9.1.2 Privacy and Territoriality

Recent literature highlights the importance of studying the relationship between the two
phenomena, territoriality and privacy (Namazian & Mehdipour, 2013). On an intuitive level both
phenomena appear to overlap substantially. Individuals seeking to preserve their privacy or
territory are in both cases defending their own right not to be invaded by others, and the behavior
of those whose privacy has been violated is similar to that of those whose territory has been
invaded (Edney & Buda, 1976). In fact, some writers have drawn the two concepts very closely.
Proshansky (1970) suggests that individuals” determinant of territorial behavior is one’s desire
to maintain or achieve privacy as it affords a sense of autonomy and emotional release.
Moreover, Altman (1975) suggests that the phenomenon of territoriality is related to and can be
subsumed under privacy because it is one of the ways available to man of achieving privacy. In
situations when privacy and its associated mechanisms are ignored and the different levels of
personal space and territory are not recognized, people will have to struggle coping with the
surrounding environment’s stressors and achieving what they consider to be appropriate levels
of interaction. Accordingly, designers should take into account the dynamics of privacy as a
changing process in which people open and close themselves to others and to different levels
as different times, using personal space, territorial behavior, and other mechanisms to achieve
a desired degree of privacy (Namazian & Mehdipour, 2013).

2.9.2 The Phenomenon of Personalization:

The phenomenon of personalization of the environment is closely linked to the phenomenon of
territoriality. Altman (1975) defined personalization as an aspect of territoriality. According to
Bartholomew (1974), personalization can be defined as a way of changing the environment and
transforming it according to individuals” own needs and uses. Fitzhugh & Anderson (1980)
measure personalization through changes exhibited in the surrounding environment. While
territoriality views the environment as an object that can be governed, personalization considers
the environment as a way to materialize one's individuality and distinctiveness (Heidmets,
1994). Studies categorized the phenomenon of personalization under two courses, where one
focuses on different means for personalizing the environment, while the other examines the
effects that these circumstances have on the individual. Despite the fact that the majority of
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studies conducted on the issues of personalized environments in healthcare settings reported that
there is a lack adequate means of personalization, Cldudia and Ann (2015) highlighted that
personalization is not only an aspect of territoriality, but also an aspect of individuals’
perception of control. They defined perception of control over the physical environment as the
feeling that individuals can change, modify or transform the environment according to their
needs. Individuals feel control when they feel they can personalize a space, changing its
environmental characteristics. Accordingly, Heidmets (1994)’s reviews on the purposes and role
of environmental personalization proves that individuals gain assurance, safety, and a sensation
of ownership through the act of personalization, projecting of the individual’s self into the
surroundings. Moreover, the capacity to bring part of their home within the hospitalization
phase results in easier coping and adaptation to the surrounding traumatic and stressful factors
for both patients and parents. Thus, personalization is also a key factor that contributes to parents
coping with stress within new settings.

2.10 Access to Social Support

Social support is reported to be one of the most well-documented psychosocial factors influencing
individuals” wellbeing (Uchino, 2009). Establishing social connectedness to others, surrounding
environments, and even the self is considered to be a primary concern in human nature (Hagerty
et al., 1996). While the hospitalization process includes many emotional, social, and physical
stressors, research suggests that social support can reduce the amount of stress, reduce
depression, and positively influence health outcomes among patients and their parents (Bolger
& Amarel, 2007; Frasure-Smith et al., 2000; Uchino, 2009) In fact, social support can be facilitated
through opportunities for social interaction, social integration and an enhanced connection to
community (Kim & Kaplan, 2004). Social integration is a multidimensional construct that
includes a behavioral component, where active engagement in a wide range of social
relationships, and a cognitive component, where a sense of communality and identification with
one’s social roles (Brissette et al., 2000). Recent studies have documented a link between a sense
of community and subjective well-being (Young et al., 2004). Sense of belonging is an
important concept for mental health social functioning, and physical health outcomes (Hagerty
et al., 1996). Accordingly, in developed countries designers for healthcare facilities concentrate
on providing access to social support for parents along with their hospitalized children since the
focus of the current research highlights the positive relationship between quality of care design
approaches, such as Family Centered Care, and users’ psychosocial well-being (Alvaro et al.,
2016).

2.10.1 Types of Social Support

Studies focusing on types of social support are usually associated with an individuals' needs
during stressful and traumatic experiences. Accordingly, if stress is defined in terms of the
absence of social relationships, then social support is defined in terms of resources that allow for
access to social relationships, by which individuals’ needs are met (Jacobson, 1986). Caplan (1979)

describes social support systems as formal and informal relationships through which an
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individual receives the emotional, cognitive, and material support necessary to cope with
stressful experiences. Cited as the most needed type of social support, emotional support refers
basically to an individual's behavior that fosters feelings of comfort, in addition to surrounding
others’ behaviors that fosters feelings of caring and security (Jacobson, 1986). Lazarus and
Folkman (1984) argued that coping with stress is a process that involves different types of social
support at different times. Moreover, coping with stress reflects the continuous development of
appraisals and reappraisals of the shifting relationship between an individual and the changing
demands throughout the stressful experience. Accordingly, it is necessary to consider social
support in its temporal dimension, since parental social support needs differ from one stage to
another throughout the hospitalization process.

2.10.1.1 Parental Peer to Peer Support

One of the most efficient types of social support cited by parents is the ‘Peer to Peer Support’
(Shepley, 2005). Studies indicate that contact with peers results in significant benefit in social and
communication skills (Fels et al., 2001; Said et al., 2018). Moreover, interactions with other
parents sharing similar experiences seems to have a positive impact on parental psychological
wellbeing (Ahmann, 1999). Parent-to-parent support provides parents with information,
emotional support, and sense of being understood (Dunst, et al., 2003). Parents have cited
support from other parents as an essential factor in helping them cope successfully with the
stress of a hospital experience (Johnson, 1992). Moreover, parents who are supported are better
able to help their child with cancer to cope with the stress of illness, treatment, and
hospitalization. Support from other parents is more likely to be accepted than formal support
(Hockenberry et al., 2006). However, in early stages of hospitalization, formal support is cited
to be more preferred than peer to peer support (Vollmer et al., 2021). Foster and colleagues (2017)
found that spatial configurations within hospital wards, specifically single rooms or shared
rooms, had a significant impact on relationships and interactions among children, parents, and
nurses. Parents in shared rooms appreciated the peer support, and social interaction that are
afforded by the shared spatial configuration, while parents in single rooms experienced more
isolation and less interaction (Foster et al., 2017). Accordingly, the notion of increasing the
provision of single rooms within the inpatient department is therefore likely to directly affect
family-centered care application in practice. However, parents in single-patient rooms
described enhanced parent-child interaction due to the lack of interactions with others.

2.10.2 Role of Physical Environment in providing Access to Social Support

Healthcare facilities” physical environments are an essential component of the care provided in
pediatric healthcare settings; in addition, they play an important role in supporting the practice
of family-centered care (Henriksen et al, 2007). While considering the psychosocial impact of
Family-centered care on the family unit, pediatric oncology nursing research examined the
impact of the physical environment and the structure of individuals” relationships (Mooney-
Doyle et al., 2020). Evidence exists that the hospital environment can influence the amount and
degree of interaction that occurs (Shepley, 2005). Verwey et al. (2008) found that fulfilling a
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parent's physical needs was an important component in reducing stress. Ensuring aspects such
as comfortable sleeping arrangements within the inpatient room and flexible seating
arrangements within the outpatient department, made a family’s experience a more positive
one (Watt et al., 2013). Moreover, creating withdrawal spaces that allow for relaxation away
from the inpatient area, in addition to peer interaction could be preferable. Evidence has shown
that providing family lounges, day rooms, outdoor gardens, and waiting rooms with flexible
furniture can promote social support. In addition, providing a family meeting area for visitors
can encourage positive feelings and promote family relatives and friends to visit the patient and
their parents in the hospital (Pinson, 2013). Accordingly, a thoughtfully designed hospital
environment can support parents and children psychosocially by providing greater control,
protecting privacy, and facilitating communication and participation in care (Joseph at al.,
2008).

2.11 Positive Distraction

In healthcare facilities, the notion of distraction is mainly used to divert patients” attention from
the surrounding stressful environment and the stress-inducing thoughts (Campagnol & Shepley,
2014; Pati & Nanda, 2011). Since the 1970s, healthcare-related environmental research has shifted
its focus from reducing the negative effects of the physical environment to creating restorative
environments that reinforce positive experiences (Shepley, 2006). Ulrich (1991) defined positive
distraction as environmental features that have been shown to reduce stress. It evokes positive
feelings, holds attention and interest, and eventually fosters beneficial psychological changes
(Ulrich et al., 1991). The overarching goal of positive distractions is to provide low levels of
distraction without reaching overstimulation (Blumberg & Devlin, 2006). In pediatric healthcare
settings, incorporating positive distractions could offer comfort and a positive perception of the
supportive environment for both patients and their parents (Ulrich, 1997). Various types of
positive distractions, such as access to external view, nature, color, and artwork have been
identified as being effective in general healthcare environments (Cusack et al., 2010). Social
interaction has been also considered as a form of positive distraction not only for patients, but
also for their families (Campagnol & Shepley, 2014). However, access to nature has been
highlighted as the most efficient therapeutic device that can soothe and encourage coping with
stress, change occupants mood, and relieve their perceived level of pain, anxiety, and
depression in various healthcare situations (Pinson, 2013). Moreover, research has demonstrated
that natural window views (Ulrich 1984) and accessible gardens (Whitehouse et al. 2001) can
enhance people’s health and well-being in healthcare settings.

2.11.1 Defining Restorative Environments

Since its origins in the 1960s, research on restorative environments has increasingly become
organized around Ulrich’s (1991) theory of supportive design, which concerns stress reduction.
Hartig (2004) defined the term restorative to be the renewal or recovery of adaptive resources
or capabilities that have become consumed in meeting the demands of everyday life. As such,

restoration is seen as a general process through which particular consumed resources become
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restored. Over their life course, many people spend a substantial amount of time in healthcare
settings, either as a patient, companion, or even a visitor. As people use physical, psychological
and social resources on an everyday basis, the need for restoration arises regularly. Therefore,
restoration is an important process, as new demands will come along and resources will have

to be renewed to face them.
2.11.2 Windows as Restorative Resources

Windows are more than openings in an exterior wall and must be considered for their size and
proportion (Shepley, 2006). They offer a special kind of connection between life outside and the
inside. While people are contained inside, windows provide some sort of interactions with the
exterior surrounding spaces whether streets or landscapes. In a comparison of window and
windowless hospital rooms, Verderber (1986) found that windows that are very small, distant or
high, were not thought of as windows at all. The presence of windows is an extension of the
concept of access to nature (Shepley, 2006). Following stressful or demanding experiences, a
visual exposure to nature can reduce stress by eliciting positive emotions, such as pleasantness
and calmness; sustaining non-vigilant attention and positive interest; and reducing negative
thoughts (Ulrich et al., 1993; Ulrich et al., 1991). People do not need to be outdoors to realize
restorative benefits while engaging with natural features surrounding the facilities
(Masoudinejad & Hartig, 2020). A substantial amount of evidence indicates that a view of
vegetation through a window is evaluated more favorably and preferred over a view of built
environments (Balling & Falk, 1982; Butler & Stuerwald, 1991; Kaplan, 1993). Moreover, natural

environments have more restorative potential than built environments (Kaplan, 1995).

The restorative quality that the sky, vegetation, and other contents impart to a window view can
be framed in terms of Attention Restoration Theory, ART (R. Kaplan & Kaplan, 1989; Kaplan,
1995). ART suggests the ability to concentrate may be restored by exposure to external view
(Heather et al., 2016). It refers to restoration as a process in which effortless attention goes to
interesting and pleasant aspects of the environment (R. Kaplan & Kaplan, 1989; Kaplan, 1995).
The components of restorative experience can be treated as mediators of relationships between
physical environmental attributes and psychological restoration. They allow individuals a “get
away” ticket from the everyday stresses, experience “expansive” contexts, engage in activities
that are “compatible” with one’s intrinsic motivations, and finally critically experience stimuli
that are “softly fascinating” (Kaplan, 1995). Such a combination of factors encourages the
involuntary attention and enables individuals” directed attention capacities to recover and
restore (Kaplan 1995; Staats 2012). Accordingly, the aspect of having effortless engagement of
attention by the environment, is the key component in restorative experience in ART.

2.12 Conclusion

Literature has well established the impact of the dehumanization of healthcare facilities on
parents” psychosocial wellbeing (Ulrich et al., 1991; Franck et al., 2015; Wray et al., 2011; Nabors
et al.,, 2018; Tallon et al., 2015). The implementation Family-centered and Trauma informed Care
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approaches doesn't only offer unique contributions to promoting high quality of care, but also
highlight the importance of creating supportive environments that cater for the psychosocial
wellbeing of both children and parents (Kazak et al., 2006; SAMHSA, 2014; Committee On
Hospital Care, 2012). Ulrich’s (1991) theory of supportive design along with its associated stress
inducing factors highlighted the role of the built environment in addressing the individuals’
psychosocial wellbeing. Despite the use of Ulrich’s (1991) theory in cross cultural research in
developed countries, limited research adopting this theory was conducted in developing
countries (Andrade & Devlin, 2015). There is a lack of literature which relies on parents as
tirsthand users expressing their own preferences and needs. Moreover, there is a lack of design
solutions which provide “culturally responsive experiences’ for parents during their children’s
hospitalization period. Accordingly, there is a need for a research investigation on the provision
of psychosocially supportive environments which correspond to parents' psychosocial needs and
experiences (Foster et., 2017; Patterson et al., 2010; Marsac et al., 2011). As the built environment
plays a great role in parental coping with stress, it is expected that using Ulrich’s (1991) theory
of supportive design along with its associated stress inducing factors: privacy and perceived
control, territoriality and personalization, the quality of parent- child relationship, access to
social support, and access to restorative resources and positive distraction would provide a
better understanding for parents' experiences and psychosocial needs during the hospitalization
of their children. As highlighted in Table 1, this chapter helps introducing some of the parental
needs and the associated environmental qualities that may appear during the different stages that
mothers go through in children’s hospitalization journey. In this regard, the next chapter
discusses the implemented research design and the conducted fieldwork in Egyptian pediatric
oncology healthcare settings.
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Literature Review Sections

Deduced parental needs and wants

Environmenal qualities that cater for the needs

2.6 - Parental coping with stress within
pediatric healthcare settings:

Communicating with professional:
Parents need to express their emotional experiences
throughout the hospitalization period.

Access to informational support from healthcare
professionals.

Provide ‘go to’ spaces where parents can privately express their
psychosocial state with healthcare professionals.

Provide one-to-one spaces where parents can meet privately with
healthcare professionals.

2.7 - The Quality of Parent-Child
relationship

Different modes of Mother-Child interactions

Provide a space design that caters for strong physical bond, visual
connectivity with no physical bond, and withdrawal with no contact
modes of interactions.

Provide spaces where the desired level of privacy is achieved, with

2.10 - Access to Social Support

Access to Peer Support

Privacy > - 3 : :
. . an overarching aim reaching an optimum level of privacy.
2.8 - Privacy and Percieved Control
. Provide spaces where a balance between privacy and social
Spatial Control g G :
interaction is achieved.
Spatial Tesitory wno.ﬁaw ‘regulated territorial boundaries” within the space that
maintains sense of enclosure.
2.9 - Territoriality and Personalization
’ e Provide flexible and adaptable qualities that cater for different
Spatial Personalization e :
personalization scenarios.
Access to Family Suppers Provide of meeting facilities/venues for other family members

during the hospitalization period.

Provide social spaces that caters for different peer interaction modes.

2.11 - Access to Positive Distraction

Connection between life outside and the inside
the healthcare facilities.

Visual Exposure to Nature

Windows act as restorative resources that provide interactions with
the exterior surrounding spaces

Provide view of vegetation through windows

Table 1. Parental Needs and Associated Environmental Qualities deduced from Literature
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Chapter 3

Methodology

3.1 Research Design

It is the most natural -but yet forgotten- fact in architecture that studying people is a must,
especially when designing for people. Designers should carefully pay attention to the users'
needs for the space. This is only possible through "observing," or as Deasy and Lasswell (1985)
in their book "Designing places for people" call it, "playing the people-watching game." Deasy
and Lasswell highlight the availability of so little information for designers about their principal
concern, the human client. At the same time, so much information is available to deal with the
other building concerns of technology, health, and safety. The study of the relationship between
the environment and behavior is essential. It is imperative while designing healthcare facilities if
we intend to design "healing spaces" (Samimi, 2012). In this regard, this research uses 'Husserl's
descriptive phenomenology' (see Penner & McClement, 2008; Reiners, 2012; and Shorey et al.,
2022) as the key approach to understanding the experiences of mothers within pediatric
healthcare spaces as unfolded in the introduction and literature review chapters. In a broad sense,
the purpose of phenomenology is to describe particular phenomena as lived experiences
(Speziale & Carpenter, 2007). Using a phenomenological analysis, this study's aim is to clarify the
meanings of phenomena from lived experiences. As such, phenomenology offers a critical shift
from a positivist cause-effect focus to one of human subjectivity and discovering the meaning of
actions (Giorgi, 2005). Accordingly, the phenomenology practiced within a human science
perspective can result in valuable knowledge about individuals' experiences. Given the aims
underlying major phenomenological approaches, a descriptive phenomenological approach is
better suited for examining the experiences of cancer patients” mothers in the different spaces
where psychosocial support is needed. It will help identify their psychosocial needs during their
children's hospitalization journey. This approach is especially appropriate considering the need
for more local research examining this particular group of caregivers and the need for a
fundamental understanding of their lived experience.

In order to achieve the research objectives and understand the experiences of mothers with an
overarching goal of identifying mothers' psychosocial needs within the two local healthcare
contexts, ethnographic fieldwork techniques were conducted. These include participant
observation with its various stances and strategies, behavioral observations, and semi-
structured interviews with the mothers. Data collection was completed between late January-late
March 2022 and mid-September-late November 2022. Participant observations were first
conducted on a selected pediatric healthcare space (outpatient chemotherapy daycare units). This
was to examine and document the prevalent physical and behavioral mapping in one local
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healthcare facility (Children's Cancer Hospital Egypt 57357) before proceeding with the

interviewing the mothers.

Corresponding to Al Gamal and Long (2010)’s disclosure on the process of ‘anticipatory grief’
among parents living with a child with cancer, interviews with mothers in the sample revealed
three stages that mothers go through during their children's hospitalization journey. These are:

"adjusting to the unknown," "

accommodating to the status quo", and "weaving through the ordinary life”,
which are labeled in respect of the experiences of the mothers. Accordingly, the research scope
was adjusted to cover the mothers' experiences throughout the journey. It addressed the differing
psychosocial needs and experiences of mothers across the three stages. These are studied in three
different spatial layouts: Single inpatient rooms, double inpatient rooms, and outpatient
chemotherapy units, that correspond to the above stages and represent the spaces where

psychosocial support is needed.

Systematic field visits and detailed behavioral mapping were undertaken to document the
variable behavioral activities and physical patterns used in relation to the study settings and their
support facilities. Interviews with the mothers followed. The interviews were to gain a deeper
understanding of the reasons behind the different observations and assumptions. Moreover, they
are used to probe for the details of activity patterns during the different stages in the selected
spatial layouts. The research relies on primary data collected from fieldwork. The data was
collected through field notes, sketches, behavioral mappings, photographs, and transcriptions
((see Appendix A)

Finally, the researcher completed an IRB training course prior to conducting this research. It was
a thesis requirement set by The American University in Cairo. The research title, aim, purpose,
scope, duration, a sample of interview questions, and consent form were all submitted and
approved by the Institutional Review Board (IRB) at AUC to ensure confidentiality and privacy
for all interlocutors (see Appendix B). Since all interviews were conducted face-to-face, a consent
form was handed to the interlocutors while the topic was explained. The mothers were given an
Arabic version of the informed consent form to sign before conducting any interviews. These
consent forms included the research title, aim, duration, and procedure (see Appendix C). For
illiterate interlocutors, the form was read out to them, and the topic was explained to them before
recording. The faces of mothers and children were masked in all photos to maintain
confidentiality since consent was not possible during fieldwork observation in large spaces.

3.1.1 Study Areas

This research selected two different healthcare facilities that represent two of the most common
pediatric healthcare environments available to the majority of the Egyptian population. Both
hospitals provide services at low cost or free of charge and primarily serve low to middle-income
populations. Since access to healthcare facility users is limited due to privacy and medical
restrictions, the studied healthcare facilities were selected based on their willingness to host the

researcher for administering the study. The comparison between the spatial layouts for the
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The first case study area is Ain Shams University Children's Hospital (ASUCH) (Figure 5). It is a
teaching hospital in the Demerdash Hospitals Complex located in Abbasia, Cairo, Egypt (Figure
6). The original El-Demerdash Hospital was established in the late 1920s by a generous grant
from El-Demerdash Pasha, his wife, and their daughter. It was built on 12,400 square meters and
had only 90 beds. Decades later, El-Demerdash Hospital became the Demerdash Hospitals
Complex, affiliated with the Faculty of Medicine of Ain Shams University, and funded by the
Ministry of Higher Education (Ministry of Health and Population/Egypt, El-Zanaty Associates,
& ORC Macro, 2003). ASUCH consists of three main buildings: an old pediatric hospital (A), a
new inpatient building (B), and the outpatient building(C) (Figure 7) The old building was
constructed in the 1940s with a current capacity of 198 beds (Ain Shams University Hospitals,
2022). The new building began operation in 2018 with a capacity of 194 beds. Both hospitals are
connected by a bridge, while the outpatient building is stand-alone due to the nature of the
outpatient clinics and heavy traffic and circulation. Within the new inpatient building, the
inpatient medium care units (Figure 8), located on the first floor, and the oncology unit on the
fourth floor (Figure 9), were used for conducting the fieldwork. They were considered potential
spaces of psychosocial support, as they host the "adjusting to the unknown" and
"accommodating to the status quo" stages of children’s hospitalization. In the outpatient
building, the outpatient chemotherapy unit and its waiting area (Figure 10), located on the 4th
floor, were used for conducting the fieldwork as they were considered potential spaces of
psychosocial support, hosting the "weaving through the ordinary life" stage of children’s

hospitalization.

.
Figure 7. ASUCH - Pediatric Hospital Buildings
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