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Abstract 

This qualitative study was conducted with the aim of discovering parents’ experiences of 

receiving family-centred care from the neonatal nurses of an Irish, Level III, neonatal 

intensive care unit. The objective of the study was to use the knowledge gained from the 

parents’ experiences to improve partnership between neonatal nurses and parents. A total of 

five couples were recruited using purposeful sampling. One taped, semi-structured interview 

was conducted with each of the couples that participated. An interpretive, hermeneutic 

approach was utilized to discover the submerged essences/truths of the parents’ experiences 

of receiving family-centred care. The four main types of family-centred care that the parents’ 

received from the neonatal nurses in the neonatal intensive care unit were: Comforting, Hit or 

Miss, Empowering, and Waiting for Family-Centred Care. It was identified from the 

interpretation of the transcribed data that all the parents had highly valued family-centred 

nursing care activities that were comforting and empowering. These activities from neonatal 

nurses included: facilitating kangaroo care, providing emotional comfort to parents, loving 

care of premature babies and teaching parents how to perform basic cares for their own baby. 

The primary barrier to comforting and empowering family-centred care was the busyness of 

neonatal nurses due to the high activity level of the neonatal intensive care unit. While 

recognizing the reality of austerity on government Health spending, these findings indicate 

that in order to provide individualised family-centred care for parents of a premature baby in 

the NICU, an increased ratio of nurses to babies is essential.  
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Chapter 1-Introduction & Significance of the study 

1.1 Introduction 

What is Family-Centred Care? 

Family Centred-Care (FCC) is an approach to delivering neonatal care. Nine 

Principles of FCC were adopted by the American Academy of Pediatrics (AAP) in 2003. 

These principles have been used as a foundation for the greater inclusion of parents in the 

care of their baby in the neonatal services and in decision-making surrounding their child’s 

care also. To summarise these nine principles, Family-Centred Care is about delivering care 

through the empowerment of the child and their parents by healthcare professionals. This is 

achieved by collaboration and information-sharing between the parents, doctors, nurses and 

the child, when applicable. The details of the nine principles are included in Appendix A. 

Fundamental concepts in the Nine Principles are respect, honesty, facilitating choice, 

providing support and perhaps most importantly: 

“ensuring flexibility in organizational policies, procedures, and provider practices so 

services can be tailored to the needs, beliefs, and cultural values of each child and family” 

(AAP 2003:692). 
 

1.2 Background 

The Nine Principles are acknowledged in the international literature as the basis for 

development of Family-Centred Care policy and guidelines in the relevant health-care 

settings (Shields et al. 2012) to enhance of the provision of FCC from all healthcare 

professionals. As will be described in more detail in Chapter 2, the importance and necessity 

for healthcare institutions that provide care for babies and children to develop a greater 

family-centered care focus, was the impetus for the AAP to produce its first guidelines in 

2003. 
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Family-centered care principles/guidelines, as set-out in the international literature 

(e.g. open, 24 hour parent visiting to neonatal unit, parent participation on medical ward-

rounds, parents involved in development of family-centered guidelines in individual neonatal 

units, parent-to-parent support groups/buddy-training programme facilitated by the neonatal 

unit management) have not been universally adopted and fully implemented in Irish 

neonatal/paediatric healthcare settings (unlike in much of North America, Canada, Australia, 

New Zealand, and many parts of northern Europe). Awareness of FCC is widespread, but 

FCC tends to be submerged in a greater focus on Developmental Care, as will be discussed 

further in Chapter 2.  

A nurse in Ireland is required to promote ‘the active involvement’ of the individual 

and his/her family, as appropriate, ‘in all aspects of their care’ (ABA 2003). Indeed, it could 

be said that neonatal nurses are obligated to provide family-centred care to parents and 

babies, due to the philosophical and ethical underpinnings of defined nursing work and care, 

as exemplified by the above statement from our national regulatory body.  

The focus of this study is to examine parent-couples’ experiences of receiving family-

centred care practises from the neonatal nurses working in one Level III, Irish neonatal 

intensive care unit (NICU). The purpose of this study is to examine the parents’ experiences 

in order to improve the family-centred nursing care practices that neonatal nurses provide to 

parents’, and their premature/ill newborn babies. 

 

1.3 Significance of the Study 

The significance of this study is partly due to it being the first Irish study to explore 

couples’ experiences (mothers and fathers equally) of receiving family-centred care from 

neonatal nurses, specifically in the NICU. The significance of this study in the context of my 

own background is, to a certain extent, related to my experiences as a midwife of working 
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with mothers and fathers prior to my move in to neonatal care, and specifically working in 

the neonatal intensive care unit. The NICU is a very complex healthcare setting. Coming 

from a midwifery background, the expectation and focus on the ‘normal’ pregnancy, and 

avoidance of medicalisation of childbirth was in stark contrast to the reality of working in the 

neonatal unit, and especially in a NICU. There, it seemed obvious to the writer, how 

desperately the parents needed the neonatal nurse to care for them, as well as their 

premature/ill newborn baby. This need for comfort and care was due to the expectation they 

had also had, as all parents do, prior to their pregnancy and delivery. People who imagine 

having a child don’t normally include in their daydreams the prospect of an extremely 

premature, tiny little boy or girl, ventilated, in an incubator, monitored, with lots of wires and 

tubes coming out of their baby. They, like all of us, planned for a healthy, pink, chubby little 

bundle of joy who would arrive after nine months of a (hopefully) glowing, problem-free 

pregnancy.  

In this context, the importance of family-centred care in the NICU cannot be 

overstated. In particular, the neonatal nurse has a vital role to play in recognizing the parents’ 

needs and relieving their distress, while providing safe and timely care to the premature 

infant she is responsible for. As outlined in our defined scope of practice:  

“Fundamental to nursing practice is the therapeutic relationship between the nurse and the 

patient/client that is based on trust, understanding, compassion, support and serves to 

empower the patient/client to make life choices” (ABA 2000:3).  
 

 

The significance of this study in a broader nursing and general healthcare context is 

linked to a focus on the fundamentals of nursing care. The setting for this study is a Level III 

neonatal intensive care unit-NICU, a very mechanical, sterile and controlled environment. In 

such a care environment, it is easy for nurses to become overly-focused on the more technical 

side of the care they provide, particularly to the neonate, as Henson (2010:392) incisively 
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explains. Proper use of the ventilators, resuscitation and other essential equipment is vital to 

providing safe and competent neonatal nursing care in the NICU. Other vital aspects of 

neonatal care that a nurse must be especially focused upon include: infection 

prevention/control, thermoregulation, the electrolyte and fluid balance, capillary blood gas 

interpretation, fluid intake and output, x-ray interpretation and oxygen/nitric oxide 

administration. All of these care aspects involve close and constant collaboration with the 

medical team in the NICU, specifically the registrars and consultants. It is immediately 

obvious from the above description, how a nurse caring for more than one neonate in the 

NICU could become a little distant from the empathetic fundamentals of nursing care. These 

fundamentals include concepts around ‘care’, and ‘compassion’, particularly in terms of the 

nurse-parent relationship in the NICU setting (Henson 2010).  

There is a growing focus on these, what could be termed, ‘core’ nursing values. This 

is because of increasing awareness in the general public and among healthcare professionals, 

through the media, of certain scandals that have occurred in recent years. In both Ireland and 

the United Kingdom, healthcare facilities where there was a lack of basic care and dignity 

given to patients and clients, particularly from nurses, have prompted investigations and 

public outcry: (Ireland: Leas Cross Nursing Home, the Bimbo Paden case in Co. Sligo; UK: 

Mid- Staffordshire Foundation NHS Trust, Winterbourne View, St. Michael’s View,) and 

official reports detailing where the source of problems had begun (O’Donovan 2009, Irish 

Examiner 2014, Francis 2013:42, DOH 2012;54, Ross 2013 ).  

Two common themes arise from these documents. One, the importance of nurses 

providing so called ‘core’ or ‘basic’ nursing care, specifically the caring and compassionate 

nursing relationship with the client/patient. The second, the impact of monetary and 

economic considerations on nursing workload, staff training & development, and nurse to 
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patient ratio on the standards of nursing care on the frontline. From each of these themes, 

direct impact to neonatal nurses in the NICU and nursing care in Ireland can be seen.  

In Ireland currently, there is a tremendous focus on cost-saving with the Health budget 

and general public-sector/government spending (HSE 2014:2). For frontline nursing staff, 

reduced Health spending has had a direct effect on nurses’ workload. This is particularly 

linked with the current recruitment embargo being operated in the public sector. Senior nurses 

were enticed in to early retirement with attractive severance packages. These nurses were 

then not replaced, in order to reduce overall head-count of staff. Add to this the restricted 

recruitment of graduate nurses & midwives on a reduced start-off salary scale, and it is clear 

how frontline nursing staff are being stretched (INMO 2014:5). This problem is exacerbated 

in the maternity services by a 16% increase in the national birth rate in the last decade 

(INMO 2014:6). The natural knock-on effect of the growing birth rate is the increased 

demand for neonatal cots and the nurses/midwives needed to care for these newborns.  

As a neonatal nurse and midwife, I hope to gain a better understanding of parents’ 

expectations of what they require from the neonatal nurses providing family-centred caring 

for them and their babies. It is also hoped that the disseminated results of this study will 

benefit and enhance the family-centred care practices of my nursing colleagues.  

The need for this study may be assessed in an overview of the benefits of providing 

FCC in the neonatal services. As will be discussed in greater detail in Chapter 2, the benefits 

of adopting of a Family-Centred Care approach to care delivery has been shown to include: 

reduced length of infant stay in the neonatal unit, improved breastfeeding rates, decreased 

infant readmission rates, improved parental satisfaction with neonatal care provision, 

increased job satisfaction for neonatal staff and improved neonatal medical and 

developmental outcomes (Örtenstrand et al. 2009, Gooding et al. 2011, Asai 2012). However, 

there is some debate in the literature regarding the proven benefits of adopting a family-
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centred approach to care provision. This shall be examined in greater detail within the 

literature review in Chapter 2. 

When reviewing the above benefits, it may appear surprising to some that Family-

Centred Care is not already the default method of care provision/care planning & care 

delivery in all neonatal units. The benefits of FCC, particularly reducing infant length of stay 

and readmission rates produce short-term financial saving. Improved breastfeeding rates and 

better developmental outcomes/reduced morbidity (Örtenstrand et al. 2009) would seem to 

indicate a clear financial saving to the Health Service in terms of reducing long-term Health 

spending by reducing the likelihood of physical & intellectual disabilities, obesity, cardio-

vascular disease and diabetes. A more in-depth discussion around FCC and care 

planning/provision in neonatal units, from an institutional/HSE perspective shall be addressed 

further on.  

Summary 

In summary, the need for this study has been justified on a number of criteria. This 

study hopes to gain fresh insights into parents’ (mothers and fathers equally) experiences of 

family-centred care. It is hoped the findings will help to develop the body of knowledge on 

the topic and improve the family-centred care practices of neonatal nurses for babies and their 

parents.  

The Research Question    

The research question of this study is: what are the parents’ experiences of neonatal 

nurses providing Family-Centred Care in the Neonatal Intensive Care Unit?  

Study Aim 

The aim of this study is to improve partnership between parents of babies in the 

Neonatal Intensive Care Unit (NICU) and the bedside neonatal nurses. 
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Study Objectives 

The primary research objective is to hear in the parents’ words if the FCC that 

neonatal nurses currently provide in the NICU is experienced by parents as being effective 

and sufficient. The secondary objective is to discover how the participants define Family-

Centred Care in terms of their needs & wishes. 

For the purposes of brevity, the term ‘neonatal nurse’ shall be taken to include registered 

midwife and registered sick children’s nurses too. The pronoun ‘he’ or ‘she’ shall be used 

interchangeably, to reflect the diversity of nurses working in the neonatal and children’s 

nursing services.  
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Chapter 2-Literature Review 

2.1 Introduction 

This literature review section will outline the topic of family-centred care, the 

necessary facts to justify the investigation of the chosen topic, and the research methodology 

employed to conduct this study. A further examination of the literature related to this subject, 

will be a part of the Data Analysis section of this dissertation in Chapter 4, to put the study 

findings in context with the relevant and available literature to date. The major themes that 

emerge from the initial literature review are: the historical context of parents, nurses & the 

NICU; the evolution of family-centred care; the broken family (parents & baby) in the NICU; 

the merging of developmental care into FCC provision by nurses; nurses & parents building a 

partnership; the Institution & FCC policies.  

 Upon examination of the literature, it is clear that much of the majority of the latest 

research is coming from Canada and the USA. The European literature on family-centred 

care is largely from the Scandinavian counties and some research from the UK also. Some 

research articles that have been included in this literature review do not have family-centred 

care as their primary focus. There is excellent research about parents’ 

experiences/perceptions/satisfaction with neonatal care, support, education and the NICU 

environment. These studies offer valuable insight to family-centred care activities on the part 

of neonatal nurses. As Zhou et al. (2012:2) noted in their systematic review of FCC, many 

studies use alternate terminologies such as: ‘partnership-in-care’, ‘parental involvement’, 

‘nurse-parent partnership’, ‘parental participation’ and ‘care-by-parent’. This literature 

review has found other terminologies, including: ‘parent-focused’, ‘family-integrated’, 

‘family needs’, ‘family-focused’ and ‘parent empowerment’.  

In total, thirty-five articles have been included in the literature review. Thirteen of 

these were qualitative studies (Fenwick et al. 2001, Hall 2005, Heerman et al. 2005, , 
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Arockiasamy et al. 2008, Fegren et al. 2008, Gavey 2008, Higman & Shaw 2008, Beck et al. 

2009, Hollywood & Hollywood 2010, Reis et al. 2010, Pepper et al. 2012, Smith et al. 2012 

and Bracht et al. 2013). Another nine studies used quantitative methodology (Moore et al. 

2003, Saunders et al. 2003, Byers et al. 2006, Erdeve et al. 2009, Örtenstrand et al. 2009, 

Meyer et al. 2010, Mundy 2010, Asai 2012 and Holditch-Davis et al. 2013). A further eight 

articles were literature reviews (Malusky 2005, Cleveland 2008, Deeney et al. 2009, Reis et 

al. 2009, Dalziell 2011, Sudia-Robinson 2011, Zimmerman & Baursaches 2012 and Levick et 

al. 2014).  

Three systematic reviews were identified, the first by Cleveland 2008, the second 

conducted by The Cochrane Collaboration (Shields et al. 2012) the third by The Joanna 

Briggs Institute (Zhou et al. 2012). A statement of principles and seminal article (based upon 

qualitative data) from Harrison (2003) and two opinion pieces from nursing research journals 

were included. One was by a neonatal nurse (Discenza 2009), the second by a mother of 

premature twins (Van Dell 2011). A position piece, and seminal work by Harrison (1993) 

was essential to this literature review. 

2.2 Search strategy 

A computer search of the CINAHL and MEDLINE databases was conducted. The 

terms ‘FCC’, ‘Family-Centered’, ‘Family-Centred’, ‘neonat*’, ‘parents’ and ‘experience’ 

where searched, with limits of any study from 2008 to present, in the English language. A 

Google Scholar search of the same subject terms was also conducted. A reading of the recent 

research studies and references contained therein, led to some older, seminal 

studies/publications/articles in the area of FCC. As parents’ experiences were being 

examined, the relevant grey literature linked with parents of premature/ill newborn babies, 

e.g. patient support services, parent association websites & leaflets was also searched. 

Relevant Department of Health/HSE/Government policy documents and Nursing Board 
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publications were also located. As this author is a novice investigator, an extensive CINAHL 

search was also conducted to locate useful articles on research methodologies, as well as a 

manual search of the hospital library for relevant texts/articles. 

 

2.3 How does one define ‘family’ and Family-Centred Care?  

The word ‘family’ refers to:  

“two or more persons who are related in any way—biologically, legally, or emotionally. 

Patients and families define their families… In pediatrics, particularly with infants and young 

children, family members are defined by the patient's parents or guardians” (IPFCC 2010).  

 

The term Family-Centred Care has recently evolved and “Patient & Family-Centred Care” is 

suggested as a more appropriate definition by the AAP (2012), with a revised format of Six 

Principles (See Appendix B). Patient- and family-centred care is:  

“an innovative approach to the planning, delivery, and evaluation of health care that is 

grounded in a mutually beneficial partnership among patients, families, and providers that 

recognizes the importance of the family in the patient’s life” (AAP 2012:394).  

 

As the research on FCC in neonatal care favours the term ‘family-centred care’, the writer 

shall use this term as opposed to patient & family-centred care throughout this dissertation. 

How a family is defined is not straightforward. The earlier definition of family from 

the IPFCC is more specific to paediatrics, yet illustrates some grey areas within society and 

legal concepts of what constitutes a ‘family’. This definition of family can present the 

neonatal nurse with a dilemma. In Ireland, an unmarried mother is the only person who can 

consent on behalf of her infant for medical procedures. Currently 34% of all registered births 

are outside marriage (Treoir/CSO 2013) as per latest figures from Census 2011, with 54% of 

these births to unmarried couples at the same address. There has recently been a media focus 

in Ireland on the issue of genetic motherhood and surrogacy. Another relevant issue is the 

coming referendum in Ireland on LGBT marriage rights. All neonatal nurses will have been 
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involved at some time with a case where the identification of the ‘parents’ of a newborn has 

not been clear-cut. Although all issues surrounding parental rights and equality are of 

importance to neonatal nurses, this study has been designed to focus on the traditional 

‘nuclear’ family. A more detailed explanation of this decision regarding the study design 

shall be provided in Chapter 3.  

Family-Centred Care: Definition & Evolution 

 Many authors & researchers of family-centred care refer to it being difficult to define.  

Moore et al. (2003) describe FCC as a vision/philosophy of care and ‘more of a journey than 

a destination’, in that the principles of FCC provide a ‘foundation for a NICU’s policies, 

decisions, goals and new directions’. Malusky (2005) also acknowledges that FCC is a 

somewhat abstract idea. However, the definition that shall be settled upon within this study as 

the most appropriate is that from the IPFCC-Institute of Patient & Family Centered Care in 

the USA: 

 “Patient- and family-centered care is an approach to the planning, delivery, and evaluation 

of health care that is grounded in mutually beneficial partnerships among health care 

providers, patients, and families. It redefines the relationships in health care. 

Patient- and family-centered practitioners recognize the vital role that families play in 

ensuring the health and well-being of infants, children, adolescents, and family members of 

all ages. They acknowledge that emotional, social, and developmental support are integral 

components of health care. They promote the health and well-being of individuals and 

families and restore dignity and control to them”. (IPFCC 2014) 
 

However, it is clear that the above definition is quite broad in scope does not specify 

particular actions or care activities. This may partly explain the absence in many maternity 

hospitals and neonatal units of specific guidelines/models of care on family-centred care 

provision for nurses and other staff. 

The first Nine Principles of FCC developed in 1993 by the American Academy of 

Pediatrics-AAP (Appendix A) and evolved primarily from the research and writings in the 

1980’s and early 1990’s of Bernadette Mazurek Melnyk (RN), Terri Shelton (psychologist) 

and Helen Harrison (author & advocate). The year before the AAP produced its first 
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guidelines on family-centred care, The Institute of Family-Centered Care (Now Institute of 

Patient & Family-Centered Care) was the NGO founded in the USA to advocate for 

hospitalised people and their families. The Nine Principles of FCC were a refinement of 

Harrison’s (2003:644) Ten Principles of Family-Centered Neonatal Care, which were 

developed in collaboration with the AAP that same year. In tandem with the greater focus 

toward family-centred care was the growing focus on developmental care for premature 

infants and the development of the NIDCAP programme. NIDCAP shall be described in 

more detail further on, but must be mentioned here, as nursing & medical researchers in 

neonatology began in the 1990’s to link family-centred care and developmental care, due to 

the overlapping principles of individualising care to the premature baby by advocating the 

inclusion of parents. 

Although the AAP (2012) Principles of Patient & Family-Centred Care are geared 

more towards paediatricians and neonatologists, they provide a solid basis for the 

development of family-centred care policies for individual institutions and units. This is to be 

taken note of, because some elements of the philosophy and principles of FCC are better 

applicable to a paediatric rather than neonatal setting.  

 

2.4 Parents, Nurses, the NICU: The Historical Context. 

For many decades, parents’ role in the neonatal unit was little more than ‘passive 

observers’ (Gavey 2007:199). Historically, before the 1960’s, there was little need for 

neonatal services due to the high mortality rate of any baby born before thirty-five weeks of 

pregnancy. This was before many advances in medicine, particularly surfactant to aid lung 

expansion, dexamethasone for maturing the baby’s lungs and new ventilator technologies like 

high frequency oscillation and continuous positive airway pressure. The centuries-old 

domination of health service provision by the religious orders, who prioritised the wishes of 
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the usually male doctor before the patient, meant that a sick newborn baby was isolated from 

its parents until it was ready to be discharged home. The increased likelihood of a sick 

neonate then being abandoned by its parents was linked by researchers in the 1950’s and 

1960’s as a consequence of parental exclusion from the neonatal nurseries.  Shields et al. 

(2012) explain how change began in the UK, firstly with the Platt Report being published in 

the 1950’s. Its recommendations included allowing mothers unrestricted access to their 

hospitalised children and adjusting medical & nurse training to include a focus on the 

emotional needs of children.  

In the USA, Canada and Europe, another factor seen as influential to the greater 

inclusion of families in the neonatal unit was the wider social change that began after the 

Second World War. The rise of the feminist movement and adaptation of the traditional 

paternal role from merely the breadwinner to an actively caring, nurturing parent played its 

part in the demand from parents to be allowed access to their premature/ill babies in hospital. 

(Malusky 2005) Over the years, an improved understanding of attachment theory (e.g. 

Bowlby), holistic care models (e.g. Roper, Logan & Tierney) and transmission/treatment of 

infection means that parents are now welcomed within the neonatal unit (Gooding et al. 

2011). 

2.5 A Broken Family  

Beck et al. (2009) note that when a baby is born and admitted to the NICU, the 

natural ‘bonding process’ is interfered with, particularly as the NICU is such a ‘high-tech’ 

environment. A part of the NICU environment that the research has revealed is frightening 

and overwhelming for parents is the technology. Having a baby in the NICU is acknowledged 

as a very stressful experience for parents (Erdeve et al. 2009, Örtenstrand et al. 2009, Smith 

et al. 2012). These parents may never in their life have been hospitalised, or have visited a 

critical care environment. An extremely premature baby (between 24-28 weeks of pregnancy) 
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will have a plethora of beeping, flashing, oscillating and whirring machines connected to 

them. Many articles describe the impact of technology/alarms on parental stress levels in the 

NICU (Zimmerman & Bauersachs 2012). Environment is a crucial factor in how an NICU 

could be conducive to FCC happening at a baby’s cot-side at a hospital design/infrastructural 

level, as Beck et al. (2009) discovered in their trial of single-room versus open-plan NICU 

and the impact on family-centred care for parents. 

2.6 Family-Centred Care + Developmental Care 

Asai (2012: 63) describes how there has been a ‘fundamental shift’ from provider-

centred care to family centred-care because of the increasing importance placed on 

development care. Malusky (2005) and Sudia-Robinson (2011) goes on to explain the vital 

link between FCC and the provision of developmentally supportive care. The benefits of 

developmentally appropriate FCC include: less infant irritability, improved 

neurodevelopmental outcomes, earlier progression to oral feeds, and earlier discharge home 

(Sudia-Robinson 2011). The link between family-centred care and developmentally 

individualised neonatal care shall be expanded upon in a later section. 

NIDCAP- The Newborn Individualised Developmental Care and Assessment 

Programme (Als et al. 1994) by Heidelise Als was published in 1995 after many years in 

development. NIDCAP is one way of delivering what has come to be known as 

Developmental Care. As explained by Symington & Pinelli (2009:3) in their Cochrane 

Review, Developmental Care ‘is a broad category of interventions that is designed to 

minimize the stress of the NICU environment’ on the preterm infant. Put simply, 

developmental care aims to mimic the in-utero environment for the premature baby. NIDCAP 

interventions include: specific & continual observations of newborn behaviour, minimising 

stressful external stimuli (light, noise), swaddling/nesting of the preterm infant, clustering of 

nursing care activities to the baby. These lead to improved family outcomes (less emotional 
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stress, improved relationship between parents and their preterm baby). Byers et al. 

(2006:113) highlight the issue of NIDCAP being viewed by some paediatricians as being 

‘something nice to do’ and not having any scientifically measureable benefit to premature or 

ill newborn babies. Neonatal nurses researchers and authors on the other hand, have 

embraced developmental care/NIDCAP. This is probably because its central philosophy is 

one of holistic assessment and intervention based on each neonate’s developmental needs, 

and advocates for parental involvement in NIDCAP delivery and assessment.  

2.7 Nurses & Parents: The Way Forward 

The phenomenon of nurses being the ‘gatekeeper’ between parents and their newborn 

baby in the neonatal unit is well documented (Fenwick et al. 2001, Dalziell 2012, Gavey 

2012). The origin of the nurse-gatekeeper phenomenon toward the neonate & parents in the 

early to mid-twentieth century was (and some may argue, still is) a combination of health 

professionals being historically paternalistic towards those in the ‘sick role’ and fear of 

infection from visitors to the neonatal unit (Gooding et al. 2011). This may appear to parents 

as a power imbalance. Indeed, some authors have identified the lack of choice parents have 

when it comes to giving up responsibility of their child to the neonatal nurses & medical 

staff; it is ‘essential to do so’, according to Dalziell (2011:13). As one mother noted in her 

writings ‘…we had to step back and let them do what we could not…be our boys’ primary 

caregivers’ (Van Dell 2011:298).  

‘Flexibility and accessibility are other ways that nurses promote FCC’ (Malusky 

2005:30).Of course, this suggests that power in the nurse-parent relationship must be 

negotiated and the cot-side neonatal nurse must allow the parents to become partners with 

her. The difficulty that neonatal nurses can experience when adapting to sharing power and 

decisions with parents is revealed by Beck et al. (2009). It is interesting to note that despite a 

neonatal unit having an ethos of family-centred care, parents can still view the NICU has an 
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environment that they have to ‘learn how to fit-in to’, as revealed by Gavey (2007:204). That 

study also highlighted the difficulty parents experience when contradictory information is 

provided by different cot-side NICU nurses. An example is provided by Gavey, of parents 

being encouraged to touch their infants then rebuked if baby was too hot on a certain 

occasion. Bracht et al. (2013:126) eloquently identify one solution to bridging the gap 

between parents and nurses and the baby in the NICU: ‘Parent education is absolutely 

necessary to enable parents to become partners in their infants’ care, which is the cornerstone 

of family-integrated care’. 

As a final word on nurses and their relationship with parents of any baby in the NICU, 

the huge responsibility upon the neonatal nurse is identified by Van Dell (2012:298) ‘…for 

that period of time (in the NICU), each of those nurses became a vital part of our family’. 

This maternal observation opens up a new vision of family-centred care. Neonatal nurses in 

the NICU perform care towards a premature baby that the parents cannot. If parents see 

nurses as an extension of themselves, then family-centred care in the NICU also includes the 

neonatal nurse. Therefore like any parenting unit, discussion, partnership, compromise and 

commitment between parents & the neonatal nurse are essential to a mutually satisfying & 

productive relationship which benefits the baby too (Levick et al. 2014). Neonatal nurses in 

the NICU have, and must transition from being the gatekeeper, to a member of the family. 

2.8 FCC-From the Top, Down. 

Although family-centred care is proven to have some benefits for parents, babies and 

neonatal staff, Dalziell (2011) sounds a warning note; that implementing family-centred care 

practices in a neonatal unit is a process, rather than a mere implementing of new policy, 

because the unit culture must adapt to embrace FCC principles. In Saunders et al. (2003) 

seminal article on FCC evaluation & implementation, enhanced collaboration & relationship 

building with parents was more dependent on staff attitudes than on the physical NICU 
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environment. The organisational attitude and policies on FCC are crucial to its 

implementation (Saunders et al. 2003, DeCastro 2010). As Higman & Shaw (2008: 197) 

clearly elucidate, ‘FCC is not provided by the neonatal nurse alone’.  Saunders et al. (2003) 

state that collaboration and information-sharing between caregivers and parents are the 

cornerstones of FCC. 

Having provided a comprehensive overview of the available and most relevant 

literature related to neonatal nurses, parents and family-centred care, some points of 

discussion are clear. The literature review reveals an obvious grey area around the concept of 

family-centred care in the NICU. An obvious point of contention is the FCC core concept that 

recognises ‘the family is the primary caregiver in the child’s care’ (Asai 2012). It has been 

revealed by other studies that parents of a premature baby in the NICU acknowledge the 

necessity of passing responsibility for their child’s care to the NICU nurses and medical staff. 

It is a stark reality that an extremely premature infant requires intensive medical & nursing 

care than cannot be provided by the family/parents. It is more realistic to state that the 

neonatal nurse in the NICU should aim for maximum parental involvement in their child’s 

care, and certainly in the decision-making processes regarding medical treatment.  

 

2.9 Methodological Issues 

This section shall summarise the research methods that have been used in the studies 

included in this review. In reviewing the literature, thirty-four articles were identified as 

having the most relevance to the topic of parents’ experiences of receiving family-centred 

care from neonatal nurses in the NICU. These include a fairly good balance of quantitative 

(9) & qualitative research articles (13), as well as literature reviews (8), systematic reviews 

(3) and opinion/position pieces (3). This literature review has clearly revealed that there are 

many studies and review articles that focus on mothers’ experiences within the NICU (Hurst 
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2001, Bialoskurski et al. 2002, Heerman et al. 2005). There are some that have looked at 

fathers’ experiences (Arockiasamy et al. 2008, Deeney et al. 2009, Hollywood & Hollywood 

2011) and single mothers’ experiences also (Fogg 2011). No recent Irish or U.K. article was 

discovered that looked only at couples’ experiences of receiving family-centred care from 

neonatal nurses. There have been some recent quantitative and qualitative studies of neonatal 

nurses and their provision of FCC (De Castro 2011 (unpublished), Asai 2012). 

The Quantitative Research 

The nine quantitative studies included in this literature review ( Moore et al. 2003, 

Saunders et al. 2003, Byers et al. 2006, Erdeve et al. 2009, Örtenstrand et al. 2009, Meyer et 

al. 2010, Mundy 2010, Asai 2012, Holditch-Davis et al. 2013) mostly studied family-centred 

care in its broader application than the qualitative studies. Success of FCC was evaluated by a 

variety of measures, including parent satisfaction, maternal outcomes, infant outcomes, 

nurse/neonatologist practice evaluation. Most studies use surveys to gather their data, and use 

statistical analysis software to generate their results. However, Byers et al. (2006) and 

Örtenstrand et al. (2009) use retrospective chart reviews to gather data on infant outcomes 

and morbidity to assess the effect of family-centred care interventions (NIDCAP practices, 

and individual room design respectively). The Örtenstrand et al. (2009) study was the only 

randomised control trial, with four other studies of experimental or quasi-experimental 

design.  

Two of the articles have clearly used mixed-methods (benchmarking visits, 

interdisciplinary brainstorming, chart reviews, hospital self-evaluations) but are 

predominantly quantitative studies. They are also seminal research studies on the national 

(USA) development, implementation & evaluation of family-centred care policies, practices 

and measureable outcomes. These authors (Moore et al. 2003, Saunders et al. 2003) 
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collaborated with the American Academy of Pediatrics in the same year that the Nine 

Principles of FCC were published.  

Overall, the nine quantitative studies offer conclusions and recommendations that are 

consistent across this literature review: the importance of nurse/parent partnership, a top-

down approach being vital to encouraging FCC nursing practices, the importance of 

developmental care/NIDCAP and the impact of environment on FCC delivery. There is some 

disagreement about the benefits of FCC within these quantitative studies, specifically in 

reducing length of stay (of the neonate) in the NICU, decreased incidence of maternal stress 

and decreased infant morbidity. This disagreement is replicated somewhat in two of the three 

systematic reviews that shall now be briefly examined. 

The Systematic Reviews 

An obvious point of interest in relation to the Cochrane systematic review of FCC for 

hospitalised children between the age of 0-12 years by Shields et al. (2012) and JBI 

systematic review by Zhou et al. (2012), was the non-inclusion of research on FCC for 

parents and premature neonates in the NICU. The justification given for the non-inclusion of 

these studies is that the ethics and philosophy of care for premature infants in the NICU are 

not compatible with those for the care of term newborn infants and children up to the age of 

twelve. They claim that these ethical & philosophical variations are very similar to those for 

hospitalized adolescents, thereby justifying the non-inclusion of research on FCC and 

adolescents too. The supporting reference for this stance is a single reference from a textbook 

chapter by Brophy (2006). Although it is more than clear from the literature review for this 

study that there are certain differences between an NICU and a paediatric setting, it doesn’t 

seem that Shields et al. (2012) adequately justifies excluding all research into FCC for 

premature babies and their families in an NICU setting. It may be judged as relevant, that the 

American Academy of Pediatrics (2012) or the IPFCC (2012) have not found it necessary to 
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publish separate FCC principles for premature neonates, or adolescent patients and their 

families.  

The third systematic review looked at parenting in the NICU (Cleveland 2010). This 

article reviewed studies about parents’ needs and nursing behaviours that support these 

parents. Although the phrase ‘family-centred care’ was not explicit in the declared research 

aims or objectives, this review clearly examined what family needs from nurses in the NICU 

are, thereby being family-centred in all but name. Some of the studies systematically 

reviewed by Cleveland (2010) had already been included in this literature review. The 

findings presented were also consistent with the major findings across all the quantitative & 

qualitative studies presented here, those being: the importance of neonatal nurses providing 

emotional support, nurse/parent partnership & nurses empowering parents through education, 

facilitating kangaroo care and effective communication strategies.   

The Qualitative Studies 

As stated earlier, few studies have looked at ‘family-centred care’ in its entirety. The 

qualitative studies reviewed here have each focused on one or two of the elements of FCC 

(one obvious gap in the research is culturally-sensitive FCC). These elements are: 

communication strategies, parent emotions & coping strategies, staff support, parent 

education, parent/infant attachment, nurse&parent partnership and the NICU environment. 

Four articles that explore generally the parents’ or father’s experiences/perspectives on the 

NICU (Hall 2005, Gavey 2007, Hollywood & Hollywood 2011 and Pepper et al. 2012) make 

reference to all of the above elements to a greater or lesser degree. Another commonality 

across the qualitative research is that every study but one (Arockiasamy et al. 2008) is nurse-

led. This is consistent with a tradition of nursing research preference for discovering rich and 

personal experiences from patients, colleagues and families of patients who receive 

nursing/medical care. As is common among qualitative studies, the sampling of participants 
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in all the qualitative studies was either convenience sampling or purposeful sampling. All 

studies used either interviews with only the main researcher & a parent or couple; focus 

groups with the lead investigator and parents, or used both strategies for data collection. For 

example, Smith et al. (2012) used focus groups with parents to formulate the questions they 

would use in the subsequent, semi-structured interviews with parents. 

In the qualitative studies that have been included, the majority (11) use either a 

descriptive methodology or grounded theory methodology, or mixture of both. It may be 

proposed that both of these qualitative research methodologies are generally more popular 

because of the step-by-step (prescriptive) nature of how data analysis is performed. It must be 

mentioned that only one article (Higman & Shaw 2008) specifies the particular data analysis 

method employed (that of Ritchie & Spencer), and that study investigates nurses’ 

understanding of delivering FCC in the neonatal unit. None of the descriptive research 

articles mentioned the philosophical underpinnings of their methodologies (e.g. Husserl, 

Merleau-Ponty,van Kaam), use the phrase ‘phenomenology’, or name the originator of their 

data analysis framework (e.g. Giorgi, Colaizzi, Moustakas). All the descriptive articles 

looked at certain elements of the parent/nurse/neonate triad with the NICU but don’t have all 

components of family-centred care as a central focus of their research.  

Grounded Theory methodology is equally as popular a methodology as descriptive 

within these qualitative studies. The four studies identified as using a grounded theory 

methodology (Fenwick et al. 2001, Arockiasamy et al. 2008,  Beck et al.2009, Smith et al. 

2012) reference either Barney Glaser, Juliet Corbin or Anselm Strauss, the three most 

influential theorists in modern grounded theory research. The phrase constant comparative 

method is sometimes utilised instead of grounded theory within these studies. The constant 

comparative method is the inductive process through which the theory that is grounded in 

participant data is generated (Corbin & Strauss 2008). To use an example, Arockiasamy et al. 
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(2008) construct a visual model to demonstrate how fathers’ experiences in the NICU have 

‘lack of control’ as the common thread that runs through the four main themes from the 

participants’ data.  

Four studies use mixed methodologies (Heerman et al. 2005, Fegren et al. 2008, Reis 

et al. 2010, Pepper et al. 2012). A noticeable feature across these articles is a lack of 

acknowledgement that mixed-methodologies are being employed. The stated methodologies 

include descriptive-hermeneutic and interpretive-description. These postmodern approaches 

are not uncommon and do not necessarily represent a flawed, messy methodology as 

Creswell (2011:275) explains. Mixing methodologies & terminologies can often be explained 

as depending upon the type of research question being asked. However, if the author does not 

mention postmodernism or postpositivism, then undeclared mixed methodologies and/or 

terminologies could be seen a major flaw in the rigour and validity of any results that are 

presented.  

Only two studies use an interpretive, hermeneutic phenomenological approach (that of 

Max van Manen). These were Hall (2005) and Hollywood & Hollywood (2011). Both of 

these interpretive, hermeneutic phenomenological studies respectively looked at parents’ and 

father’s experiences of having a baby in the NICU and/or paediatric ICU. There are rich 

participant descriptions and insightful observations obtained from the nurse researchers’ 

interpretations of the transcripts in each study. Neither study intends to examine experiences 

of receiving FCC from neonatal nurses, although there are plenty of useful insights into how 

parents were treated by the nursing staff.       

2.10 Summary 

To conclude this chapter, this literature review indicates that although the success of 

family-centred care on certain measureable outcomes is not fully agreed upon, the weight of 

the combined conclusions affirm the importance to parents and caregivers of many aspects of 
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FCC. It can be repeatedly seen from the nurse-led research that neonatal nurses greatly 

impact upon how parents can interact with their baby, the NICU staff and environment. How 

well neonatal nurses can communicate, then build a relationship with the parents of a 

premature neonate is the foundation of the nurse-parent partnership. With effective 

communication from the nurse lies the key to providing all the other elements of family-

centred care. The way parents are informed, educated, supported and empowered by neonatal 

nurses is directed by the parents’ individual needs, and these needs are only discoverable 

through individualised nurse assessment of each parent/couple as individuals and a family-

unit.  

As FCC is identified in this review as being an abstract concept, and very important 

and unique to each family, the research suggests an interpretive hermeneutic investigation in 

to parents’ experiences is the most appropriate method to pursue. No study in this review 

looks exclusively at parent-couples and how they experience family-centred care practices 

from neonatal nurses in the NICU. All research studies in this review that did include couples 

also had data from mothers surveyed or interviewed alone, thereby weighing the findings and 

conclusions more heavily towards maternal experiences. The absence of a study that 

investigates equally mothers’ and fathers’ experiences of family-centred care in the NICU is 

an obvious gap in the latest nursing research.    
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Chapter 3 

3.1 Research Design 

A research design is ‘the overall plan for addressing a research question, including 

specifications for enhancing the study’s integrity (Polit & Beck 2006:509). To address the 

chosen research question, it is necessary to use a qualitative methodology. This type of 

research has an inherent ‘emergent design’. Streubert Speziale (2007) explains very well that 

emergent design is necessary due to the analysis of qualitative data occurring from the 

beginning of data collection. A rigid research design would not be compatible with the nature 

of qualitative investigation, and that the research design must be flexible in order to achieve 

maximum understanding of the viewpoints that the participants are giving to the researcher. 

That said, a qualitative design is identified as the most appropriate to explore parents’ 

experiences of neonatal nurses providing family-centred care in the NICU.  

 

3.2 Research Paradigms 

Polit & Beck (2006:13) define a paradigm as ‘a world view, a general perspective on 

the complexities of reality’. Within nursing research there are two distinct, broad paradigms 

that can be utilised. They are the positivist paradigm and the constructivist/naturalistic 

paradigm. The research question I have chosen, (what are the parents’ experiences of 

neonatal nurses providing Family-Centered Care in the Neonatal Intensive Care Unit?), is 

best addressed by using a naturalistic paradigm. This is because the type of information being 

sought for is unlike that which would be gained in a randomized control trial, an example of a 

positivist paradigm of investigation. It is not possible to separate the phenomenon of Family-

Centred Care from the people who experience it and then test FCC, like in a drug-trial. A 

naturalist research paradigm begins with the assumption that there is no ‘absolute truth’. It is 

not anticipated that my research will produce an exhaustive & universal picture of how all 
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parents experience FCC as provided by all neonatal nurses in every NICU. My research 

project hopes to adequately illuminate how, just the participants in this study, experienced 

FCC as provided by neonatal nurses in a particular NICU.   

 3.2.1 Research Methodology 

A qualitative research methodology was employed by this researcher. Polit & Beck 

(2006) explain that a qualitative research project has certain basic characteristics. They 

include: identifying the research problem, doing a literature review, selecting and gaining 

entrée to the research site, designing the study, addressing ethical issues, conducting the 

study and finally, disseminating findings. In this study, the research problem has been 

identified as the need to discover parents’ experiences of receiving family-centred care from 

neonatal nurses in the NICU. A breakdown of how each of these characteristics was achieved 

shall now be described. 

The chosen research problem has been partly identified through a review of recent 

nursing research literature surrounding the topic of FCC and parents’ experiences in the 

NICU with nurses and their premature babies. It must be explained again at this point that 

some articles that didn’t intend to explore FCC in the NICU as a primary objective, have 

much to offer for this literature review. Research articles that have focused on parents’ 

experiences in the NICU/neonatal unit have vital data regarding parents’ perceptions of their 

interactions with the neonatal nurses, doctors and their premature/ill newborn babies. When 

reviewing these articles from the stand point of family-centred care, there is abundant 

evidence to be collected and assessed, as the relationship between neonatal nurses, parents & 

their babies is at the core of family-centred care delivery.  

The selection and gaining entrée to the chosen research site was influenced by the in-

depth knowledge that this researcher has of the study site through being a staff member for 

over six years. It was felt that the delicacy required to conduct this type of qualitative 
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investigation in to parents’ experiences with a specific set of neonatal nurses, would benefit 

from the type of insider knowledge that a staff nurse/midwife would have from knowing all 

the neonatal staff members and hospital/NICU policies & procedures. A related factor to the 

selection of a research site at which I am a current staff member, is the fact of my being a 

part-time staff member. As a part-time neonatal nurse who works mostly on night-duty, I do 

not get the opportunity to meet many parents.  This was felt to be a bonus to the research 

investigation as I am not a regular, familiar face for most couples visiting the neonatal unit. 

This is relevant as the chosen study population was parents of a baby/babies born at 24-29 

weeks gestation that were nearing discharge home.  

Study design is the fourth characteristic of Polit & Becks (2006) definition of a 

qualitative research design. This has been somewhat addressed in the first paragraph of this 

chapter. An integral part of the qualitative research design, is the qualitative tradition that is 

selected as the most appropriate to answer the research question. There are a wide variety of 

qualitative research traditions (grounded theory, phenomenology, ethnography, critical 

theory). Each of these traditions have sub-sets within them that have developed over the 

decades, and centuries in some cases. The broad qualitative tradition that is being used in this 

research study is phenomenology.  

Phenomenology is described by Rinaldi Carpenter (2007: 76) as a ‘science whose 

purpose is to describe particular phenomena, or the appearance of things, as lived 

experience’. A universal definition of phenomenology is impossible to find given the historic 

origins and nature of phenomenology (Dowling 2011). McConnell-Henry et al (2009:8) 

explain that phenomenology is the study of phenomena. The term phenomenon originates 

from the Greek word phaenesthai, meaning ‘to show itself’. Phenomenolgy is a philosophical 

tradition that developed as an alternative to the positivist paradigm (McConnell-Henry et al. 

2009). Bondas (2011) explains how Edmund Husserl-the father of phenomenology-was the 
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philosopher who outlined the construct of lifeworld, or lebenswelt, which is the foundation of 

knowledge. Husserl believed that our lifeworld is pre-scientific, the world before any 

empirical analysis and therefore forms the fundamental basis of all human understanding. 

Husserl’s transcendental phenomenology is based on the belief that we understand our 

‘lifeworld’ through lived experience (Earle 2011). Another fundamental concept to 

Husserlian transcendentalism is to discover essence of lived experience by epoche, or 

bracketing of pre-conceived ideas, as identified by Tuohy et al (2013). In much of the modern 

research texts, research methodologies with a root in Husserlian phenomenological tradition 

fall in to the category of descriptive phenomenology (eg. Giorgi, Colaizzi).  

Martin Heiddeger was a student of Edmund Husserl in Germany in the early twentieth 

century. He developed ideas that ran contrary to Husserl’s beliefs and became the originator 

of an alternate branch of phenomenology which became known as hermeneutic 

phenomenology. The original meaning of the term hermeneutics is derived from the Greek 

verb hermeneusin which translates as, to interpret or to understand. As Healy (2011) and 

Dowling & Cooney (2012) describe, hermeneutics as a research method is the interpretation 

of written text that describes lived experience. Heidegger developed the term daesin, which 

translates approximately as ‘being in the world’ (Tuohy et al. 2013). In terms of researching 

lived experience, daesin means that the researcher is a part of the participant’s world and 

therefore bracketing is impossible. This is relevant to both the researcher and participant in 

terms of how the lived experience is recounted by the participant, and the pre-suppositions 

that the researcher brings with them to the interpretation of said lived experience (Smythe 

2011). Polit & Beck (2006:220), like most modern research texts, group hermeneutic 

phenomenological theories, methodologies and writers (e.g. Heiddeger, Gadamer, Ricoeur, 

van Manen) under the heading interpretive phenomenology.  
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Max van Manen (1990) explains that phenomenological research explores lived 

experience in order to discover the ‘essence’ or nature of particular experience/phenomenon. 

He details how the essence is the ‘lifeworld’-our world, ‘as we immediately experience it pre-

reflectively rather than as we conceptualize, categorize, or reflect on it’ (van Manen 1990: 9). 

The purpose of discovering essences of our lived experiences is to better understand 

ourselves and our fellow humans As nurses, this type of investigation of the essence of lived 

experience has high value. Understanding the truth of patients’ lived experience of the care 

we nurses provide offers the opportunity to enhance and improve upon our professional 

practice.  

Max van Manen (1990) offers a useful framework for researchers engaging in 

hermeneutic phenomenological analysis of data/text. The transcribed text from the interviews 

of this study will be interpreted using van Manen’s (1990) six-step interpretive framework. 

This framework involves the researcher first acknowledging assumptions and pre-

understanding of the particular phenomena of interest. The researcher then gathers their text 

from the participants and begins to submerge themselves in the interpretation process by 

looking at participant phrases, descriptions and drawing in external supporting references 

from literature, art, music, poetry that also reflect on the chosen topic. Next, the researcher 

must combine reflection upon the emerging themes from the transcripts with revealing hidden 

meanings from the text through linguistic analysis of particular descriptions, words and 

phrases. Finally, the researcher must engage in phenomenological writing. This draws 

together the reflexive activities of the researcher through journaling/self-analysis, with the 

main themes drawn from the participants’ words, to include overt and submerged themes 

from the data and relevant artistic sources.   
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3.2.2 Philosophical Underpinnings 

To begin this section, and using the Creswell (2007) chapter on interpretive 

frameworks as a starting point, the philosophical assumptions that underlie this research 

study shall be outlined. As I am trying to discover parents’ experiences of family-centered 

care, as provided by neonatal nurses in the NICU, the ontological basis here is 

acknowledging the multiple realities experienced by each couple. This shall be evidenced by 

using direct quotes from participants to highlight similarities or discrepancies between 

parents when describing certain common elements from the data analysis. Secondly, the 

epistemological assumptions of this study arise from my close relationship with the study 

topic. As a neonatal nurse & midwife, I have been working with new parents of premature/ill 

newborn babies for more than ten years. As a staff midwife/RGN in a tertiary neonatal 

referral center, I am working ‘on the ground’ in relation to the setting of this study. This puts 

me in the ideal position to comprehend the language used by the participants in relation to the 

world of the NICU and its ‘jargon’. Also, as a quite new mother who had her baby in the 

same hospital as the site of this research study, I share an understanding of the experience of 

having a baby in that setting.  

The axiological assumptions of this author are now written before the interviewing 

process with participants has begun. Axiological assumptions are the values and biases that 

the researcher brings with them to the research process. These need to be acknowledged by 

myself in order to freshly approach the interview process and data analysis & minimize the 

possibility of inadvertently skewing the data in one direction or another. Axiological 

assumptions are also termed ‘positionality’ of the researcher. Another personal bias would 

stem from my own experiences of dealing with parents who’ve alluded to incidents which 

they said made them feel like ‘outsiders’ in the NICU environment and from their baby. 

These issues shall be addressed in more detail in the literature review section. The final 
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element of my positionality within this study was my also being a post-RGN registration, 

qualified midwife and having a strong belief in the core midwifery value of partnership 

between the mother and midwife. As set out by our national regulatory body, the ‘concept of 

partnership between the woman and the midwife is fundamental to midwifery practice. It is 

based on mutual trust, support and collaboration, which facilitates informed choice and 

decision-making and the empowerment of both the woman and the midwife’ (ABA 2000:6). 

The criticality of acknowledging one’s pre-judgments is also explored by Bradshaw 

(2013:60). She discusses the issue of the ‘authentic hermeneutic witness’ to the nurse by 

patients. The conclusion reached is that interpretive, hermeneutic investigation of patient 

testimonies has high research value, but that the undeclared pre-judgments of nurse 

researchers detract from the validity of their interpretation. 

The fourth, final assumption is the rhetorical. Creswell (2007) reveals the need for 

qualitative researchers to use labels, names and phraseology that constitute a qualitative 

rhetoric. This rhetoric includes the assumption that all qualitative research needs to ‘be 

personal and in literary form’ (Creswell 2007:16). It shall be restated here that this research 

dissertation is being undertaken in part fulfilment of a Master’s Degree in Neonatal Intensive 

Care Nursing. The context underlying this study is its educational value for the student and 

the marking guidelines of the university. As a novice researcher, the embracing of qualitative 

labels is essential to demonstrate fluency in the methodological and philosophical language of 

this research paradigm. As to the need for this dissertation to be personal or literary, the 

seminal research texts on interpretive/hermeneutic phenomenology are the driving force 

behind the style of writing. Hermeneutic, interpretive research requires the input of the 

researcher in order to illuminate the data collection. Gadamer (2004:385) makes it clear when 

discussing language and hermeneutics, that: 

“a genuine conversation is never the one that we wanted to conduct…we fall in to 

conversation…we become involved in it…a conversation has a spirit of its own, and 
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the language in which it is conducted bears its own truth within it’ i.e.it allows 

something to ‘emerge’ which henceforth ‘exists’”. 

 

This excerpt highlights the fundamental role of the researcher in hermeneutic, interpretive 

inquiry. As for data analysis, Gadamer (2004:390) again assists: ‘…language is the universal 

medium in which understanding occurs. Understanding occurs in interpretation’. It is clear 

that hermeneutic, interpretive enquiry cannot exist without the researcher. They initiate all 

interpretation through the very act of reading a text. Hermeneutics specifically refers to the 

analysis of text to discover hidden meanings.  

3.3 Population, Sample, Sampling 

3.3.1 Eligibility Criteria 

Parents (man-woman couples) of a baby/babies born between 24-29 weeks gestation 

were determined to be the most typical and fair representation of the family-centred care 

experience in the NICU.  The exclusion criteria approved by the Ethics committee was as 

follows: no parents less than18 years old, not having fluent written and spoken English, 

single parents, parents of a baby with a lethal abnormality e.g. anacephaly, Edward’s 

syndrome. The exclusion criteria was decided upon in order to enhance the ethical purity of 

the research, and also a lack of funding to engage interpreters for couples with little spoken or 

written English.  

Due to the nature of the phenomena under study, a purposeful sampling strategy was 

required. The particular type of purposeful sampling employed by this study was a mixture of 

criterion and homogenous sampling. These two sub categories are described by Polit & Beck 

(2006) and are self-descriptive. Criterion sampling is the inclusion of participants who meet 

certain requirements in order to answer the research question. In this study, the criteria was 

defined as any man & woman couple/parents of a baby/babies that were born between 24-29 

weeks gestation of pregnancy. This choice of gestation was necessary to maximise the length 

of experience parents had of receiving family-centred care from nurses in the NICU. 
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Homogenous sampling is exemplified by the decision to sample only man/woman couples 

who had a stable, growing pre-term infant/s that was nearing discharge. It was felt that in 

order to generate findings with the greatest likelihood of ‘transferability’ and ‘relatability’ 

(Nolan 2008), that talking to couples who met the specific inclusion and exclusion criteria 

would capture what could be termed the typical parent experience of receiving FCC from 

neonatal nurses in the NICU.  

3.3.2 Access to Participants 

A participant information leaflet was offered to potential couples by the research 

‘gatekeeper’ nominated by the site Ethics Committee, in this case, the Neonatal Discharge 

Co-ordinator at the research site. The interviews were scheduled in-person between the writer 

and the couple, usually within a day or two of the gatekeeper approaching. Informed, signed 

consent was gained from each parent by the investigator prior to commencing the interview. 

3.4 The Study Setting 

 The study site is a Level III Neonatal Unit in a major Irish city. Level III means a 

tertiary referral unit that receives transfers of high-risk mothers and babies from smaller 

regional maternity/neonatal units. The amount of admissions to the Neonatal Unit per year is 

between 1,200 and just under 1,250 per annum (HSE 2013:157). There is a seven-cot 

capacity in the NICU, from a total cot capacity of 39 on the Neonatal Unit. The nursing staff 

at the research site is comprised of just over sixty full and part-time neonatal nurses, 

including clinical nurse/midwife managers I, II and III, two advanced neonatal nurse 

practitioners, a neonatal discharge co-ordinator, a clinical nurse specialist in neonatal 

neurology, a clinical nurse facilitator, four permanent consultant 

neonatologists/paediatricians, seven rotating senior house officers and seven 

registrars/specialist registrars in paediatrics/neonatology. The Unit also helps to staff the 

National Neonatal Transport Programme, and rotates with two other Level III neonatal units 
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in the running of this national service. The study setting also facilitates undergraduate nursing 

& midwifery neonatal placements, staff nurses/midwives to complete the postgraduate 

diploma/MSc in neonatal intensive care nursing, ANP training in neonatology and other 

specialist nurse training is also facilitated.  

At the research site, there is a hospital Mission Statement which mentions the 

requirement to give ‘responsive care to women and their families’. There are five Strategic 

Objectives in the hospital’s latest Strategic Plan, the first of which is patient & family-centred 

care. The Neonatal Unit of the research site does not have its own mission statement, but a 

Philosophy of Care in the neonatal department. This document is on display in the main 

reception of the neonatal unit. It does not contain the phrase ‘family-centred care’ but does 

mention, ‘…a high standard of holistic care to sick newborn infants and their families…’. It 

goes on to specify ‘…all care is individualised and developmentally supportive so that all 

infants may achieve their optimal potential’. The Parents Guide that is designed for the 

parents of a baby admitted to the Neonatal Unit has recently been updated. The phrase 

Family-centred care is not stated, but contains the statement that: ‘each baby and family are 

central to our care and our philosophy is to provide high quality specialised care to each and 

every one of them’.  

The literature review shows that certain fundamental nursing-care practices must be in 

place as part of family-centred care provision. These include: information-sharing regarding 

the medical & nursing care of their baby; involvement and empowerment of parents in certain  

cares for their baby (medical condition permitting); a focus on individualised, 

developmentally supportive neonatal care that includes parents in its provision & assessment; 

negotiation & partnership with parents using clear, honest & affirmative language; a 

commitment to facilitating breastfeeding/expression of breast-milk & kangaroo care; 

advocating on behalf of the neonate & its parents to the rest of the multidisciplinary team; 
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and emotional care & comfort for the parents of a premature/ill neonate. The research site has 

all of these fundamental practices being delivered by the neonatal nurses in its NICU. The 

extent to which they are delivered & the adequacy of these family-centred, neonatal nursing 

practices for the parents who receive them, is not known.  

3.5 Data Collection 

One taped, semi-structured interview was conducted between myself and each couple. 

Brief field notes from interviews were taken to record important non-verbal observations and 

also to capture transitory impressions from the listening/interpreting process. A total of five 

couples were interviewed. See Appendix C- for samples of interview questions, along with 

prompts.  

3.5.1 Interviews 

The semi-structured questions were designed to elicit information that will go to the 

issue of the family-centred care activities provided by the bedside neonatal nurse in the NICU 

(see Appendix) Semi-structured questions were felt to be essential because of the risk of 

parents simply describing the experience of having a premature baby in the NICU. It was 

anticipated that the parents would describe those feelings and events. Indeed, the beginning 

of the interview required the parents to give a summary of the circumstances of the 

pregnancy, birth details and basic demographic information. These questions eliminated the 

need to access healthcare records, which was desirable in order to assure a smooth ethics 

application & approval process at the research site.  

The questions and prompts were formulated partly to reflect the Nine Principles of 

FCC, as set out by the American Academy of Pediatrics (2003). The questions & prompts 

were also designed to bring the parents towards experiences which specifically deal with 

interactions involving their baby/babies and the neonatal nurses. This was necessary because 

the NICU at the research site (like all others) is an inter-disciplinary environment. Parents 
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interact with a wide range of health professionals on a daily basis who care for and treat 

neonates. These medical, nursing, healthcare assistants and sometimes radiographer staff 

members wear nearly identical theatre ‘scrubs’. It was possible that parents would blend 

stories of care provided to them and their babies from different NICU staff.  

The semi-structured questions were necessary also because of the nature of Family-

Centred Care provision, as the literature review clearly identified that FCC goes beyond the 

Nine Principles (AAP 2003) and that many nursing studies have linked FCC to broader 

themes like developmental care (Byers et al. 2006) and nursing care/support of families 

(Cleveland 2008). As FCC covers a broad range of nursing activities including information-

provision to parents, breastfeeding support, kangaroo care, developmental care strategies and 

holistic nursing care of the parents & their baby/babies, the questions sought to access parent 

experiences related to those nursing care activities. Interview prompts from the researcher 

were then required to help parents expand upon relevant memories/events.    

3.5.2 Pilot Interview 

The first interview that was conducted with a couple was tape-recorded, transcribed 

and analysed carefully alongside the self-reflections from the journal that was maintained. 

The transcript and initial themes were discussed with the thesis supervisor and led to some 

refinement of the questions. The data generated from the first interview was of excellent 

quality as the couple were eager participants for the study, had a wealth of experiences in the 

NICU to draw upon and share, and were very articulate.   

3.6 Data Analysis 

This process partly began with the transcription of the taped interviews. There was 

also a level of data analysis occurring prior to transcription through personal reflection during 

the interview process & also through the continuous maintenance of my reflexive journal. As 



 

36 

noted by Nolan, ‘data analysis begins early and guides subsequent data collection’ (Nolan 

2008:343). 

   As described by Whitehead (2002), each interview transcript was read and re-read, 

then compared with other whole transcripts, in order to identify common themes across the 

transcripts. Interpretive hermeneutics within nursing research is particularly concerned with 

uncovering meaning from the words of participants, and gaining understanding by linking 

this hidden meaning to the context of the experience. In this study, it was hoped to discover 

how the FCC that neonatal nurses provide is experienced by the parents of premature babies 

in the NICU. By encouraging parents to recount relevant stories, incidents and emotions, the 

meaning they place on the FCC they experienced can be picked apart and re-understood. 

Through analysing the words they use, speech patterns and non-verbal cues, this analysis 

combined with an integration of other artistic & literary sources and my reflexive 

observations through maintaining a study journal shall, hopefully result in a rich and nuanced 

understanding of the parents’ experiences. 

As Nolan (2008:344) describes, in qualitative research, at the end of data analysis any 

‘conclusions’ signify only that the material has been exhausted, not that the full truth has 

been discovered and described. Whittlemore et al. (2008) discuss the problem of trying to 

reconcile qualitative validity with quality of data analysis. They suggest that rigid application 

of a particular methodology to data analysis may impede the art & subtlety required to 

interpret qualitative data. These authors also mention the problem of imposing data analysis 

tools on qualitative data to generate quantitative categories, like e.g. themes, headings, sub-

headings.  

3.7 Rigour and Trustworthiness 

 Streubert Speziale (2007) outlines four techniques to demonstrate rigour in qualitative 

research. Those are: credibility, dependability, confirmability and transferability. Credibility 
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was established by the participants approving their interview transcripts in terms of content 

validity. Dependability is confirmed as the primary themes of this study are similar to those 

in previous qualitative studies into parents’ experiences in the NICU. Confirmability is 

assured by putting the interpretive themes developed by the writer alongside the verbatim 

transcripts and assessing the thought processes that link them together. The transferability of 

the study findings goes to how well the study findings are utilised by others. This shall be 

determined through presentation of the research at a nursing research conference and 

publishing in a peer reviewed nursing journal.  

3.8 Ethical Considerations 

Approval was gained from the local hospital Ethics Committee at the research site. 

The ethics guide from our national regulatory body (ABA 2007) was closely consulted to 

ensure staying within the Ethical Principles nurses and midwives scope of practice must 

observe in the conducting of research. These principles are: respect for persons/autonomy, 

beneficence & non-maleficence, justice, veracity, fidelity, and confidentiality. In terms of 

beneficence and non-maleficence, this study balanced the intention to do good by discovering 

parents’ experiences of receiving family-centred care from nurses in the NICU alongside the 

need to avoid harm to the participants. As noted by Clark (2006), the potential harm for 

participants included their vulnerability to emotional distress, as the focus of this study was 

on the first few weeks that the parents had an extremely premature baby/babies in the NICU. 

The research indicates the impact of strong emotions on the interview process (Mitchell 

2011). 

Another potential harm parents’ might have feared was that sharing any negative 

experiences of family-centred nursing care with the investigator would become known to the 

nursing/midwifery staff of the research site. The ethical consideration of confidentiality was 

ensured as far as possible by the investigator irrevocably anonymising transcribed data at the 
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earliest opportunity (once participants had approved their interview transcript). 

Confidentiality was also assured by other measures. The digital audio-recordings were 

deleted once participants approved their interview transcripts. The audio-recordings and 

interview notes were kept in a lock box at the research site, then destroyed at the conclusion 

of data analysis. The transcribed, irrevocably anonymised interviews were deleted from the 

password-protected laptop of the investigator once the data analysis process was concluded 

and final conclusions had been determined. Finally the investigator did not disclose to anyone 

about any aspect of recruitment, participants names/details either before or after the 

interviews were conducted. 

A gatekeeper was used to help recruit possible participants by distribution of the 

participant information leaflet, but the gatekeeper was not involved in the parents meeting 

with the lead investigator to gain consent for participation and schedule the interview. The 

ethics guidance document of the research site was also very helpful in designing the format of 

the consent form and participant information leaflet to be offered to potential participants. 

Informed consent is assured when the four following components are present: disclosure of 

information, comprehension, competency, and voluntariness.  

The participant information leaflet (PIL) was the means of disclosing the information 

necessary to assure comprehension for informed consent. The PIL and consent form were the 

product of many re-readings and re-drafts following input from the thesis supervisor in RCSI, 

two senior nursing colleagues from the Neonatal Unit of the research site, and the final draft 

of both documents was approved by the Ethics Committee. The readability of participant 

documents was also tested by having a non-healthcare worker adult for whom English is not 

their first language give an assessment of the language and grammatical structure. 

Competency of the participants to understand and consent to participation involved the 
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development of certain exclusion criteria for participation (no parents less than18 years old, 

not having fluent written and spoken English).  

Voluntarism of participation in the research was promoted via a variety of means. The 

gatekeeper approached potential participants who met the inclusion criteria (a male-female 

couple of a baby/babies born between 24 and 29 weeks gestation that had been admitted to 

the NICU) and offered them the PIL. The couple were then approached by the investigator if 

they had indicated an interest in participation to the gatekeeper. The interview would then be 

scheduled at a time of the parents’ choosing. If they hesitated to schedule an interview, they 

were asked to contact the investigator via the research mobile or email with the date & time 

they chose for the interview. The participants were not approached again if they failed to 

make contact via phone or email. The consent forms were signed by the participants at the 

time of interview, but before the recording was commenced. 

3.9 Summary 

 The design of this study was dictated by the research question. As detailed in this 

chapter, parent experiences of family-centred care were best investigated using an 

interpretive, hermeneutic framework due to the abstract nature of FCC as a concept of care. 

The inclusion criteria were designed to ensure recruitment of parents with the greatest 

amount of time spent with neonatal nurses in the NICU. The exclusion criteria were chosen to 

ensure no vulnerable groups would be unethically recruited. Approval for this study was 

obtained from the hospital ethics committee at the research site. Informed consent was 

obtained from all participant parents, and the transcribed interviews were approved by 

participants assuring content validity. The interpretive results from the five interviews with 

each couple shall now be presented and discussed.  
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Chapter 4 Presentation & Discussion of Findings 

4.1 Introduction: The Primary Interpretive, Hermeneutic Themes 

 The five interviews that were conducted between myself and each couple have been 

analysed using van Manen’s (1990) six-step approach. (See Appendix D). To summarise 

them briefly, the investigator must focus on one central phenomenon of interest. To discover 

the truth, the essence of the experience in question, the investigator must write, and write, and 

rewrite their idea of the essential themes that are emerging. These themes emerge not only 

from the verbatim data, but also from examining the language (e.g. expressions, anecdotes, 

silences) within the transcripts. This constant re-writing is combined with reflection upon the 

themes, whilst maintaining a strong grasp of the fundamental research question. Through the 

constant rewriting, the investigator hits upon the overt and submerged themes. Finally, the 

overt and submerged themes are balanced with the research question/phenomenon of interest, 

self-reflections of the investigator, and artistic/literary sources to determine if the study 

findings have revealed a new understanding, or identify a further deficit in our understanding.  

Four main themes/essences have emerged from this interpretive hermeneutic analysis. 

The four essences identified of parents’ experiences of receiving family-centred care from 

neonatal nurses in the NICU were: Comforting FCC, Hit & Miss FCC, Empowering FCC, 

and Waiting for FCC. The first theme of Comforting FCC is divided into two parts. One 

sub-theme of Comforting FCC has been interpreted as In Loco Parentis.  The second theme 

of Hit or Miss FCC is divided into three categories: Busy NICU, Less Individualised, and 

finally Inevitable Distress.  

The Participants 

 All five couples were married. Three of the five couples (P, A1 & A2, P. C1 & C2, P. 

D1 & D2) were Irish first-time parents, and had received assisted reproduction in order to 

conceive. One couple were from a non-EU country. All couples had planned their 
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pregnancies. Two of the five mothers (P. A1 & P. D1) had had a multiple pregnancy and 

birth. There were eight live babies born between the five couples. One of the eight babies (a 

boy, one of twins) died in his second week of life in the NICU, from complications of 

prematurity. 

 

4.2 Comforting FCC 

All the couples had experienced care from the neonatal nurses that comforted and 

reassured them. This care fell into two categories. The couples primarily felt comforted by 

caring nursing behaviours shown towards their babies and the routine neonatal nursing care 

that kept their babies stable, safe and alive. The second category: comforting/reassuring care 

of the parents from the neonatal nurses was also remembered, and was a vital help to parents 

during the time their babies were in the NICU.  

4.2.1 Comforted by Nursing Care of Their Baby  

A part of the comfort parents experienced was derived from the caring activities of the 

neonatal nurses to premature babies in the NICU. Many NICU nurses were seen by the 

couples as nurturing & loving towards the babies. Parents all remarked how much they 

valued caring and tenderness shown to their babies by the neonatal nurses. Examples of these 

caring nurse activities were: gentle touching and cradling of the babies (P. E1, P. E2), 

drawing little love-hearts on the infant identification bands and bedside documentation (P.A1 

20:799), and chatting/talking to babies ‘as if it was their own child’ (P.B2 10:293, P. D1, P. 

D2). These parents felt comforted by those caring actions as it helped them to go home from 

the NICU and not worry too much. All the mothers, and four of the five fathers remembered 

particular neonatal nurses and enjoyed watching how some nurses handled the other babies 

they were caring for, ‘…when Nurse takes Baby there’s so much love in his hands, and he’ll 

be so careful and so gentle…’(P. B1. 10:297). 
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4.2.2 Comforted by Nursing Care to Parents 

The comfort parents received from the neonatal nurses fell into three broad categories 

of: emotional support, information sharing, and informal conversations. There was crossover 

between these three categories, as can be seen by the examples given in this sub-section. 

One mother remembered visiting her premature & very ill baby in the early days of the 

admission and she began to cry. A nurse (not the one looking after her baby) came across the 

room to see if she was okay. 

 “…just the kindness from her, so then, sure I loved her. It’s like the small things that 

a nurse does… then you just think that nurse is great forever…” (P. A1. 16:627). 
 

 The neonatal nurse provided comfort & reassurance to these couples by providing 

updates on their baby’s general condition. Three couples described how every time they 

walked in to the NICU and saw a doctor it seemed to be relentless and overwhelming for 

them. ‘…I was just really, everyday coming in getting bad news after bad news…’ (P. C1. 

12:358). There was appreciation from parents for how nurses had helped to explain/expand 

upon or ‘translate’ (P. D2. 66:1348) information that a doctor had provided to parents e.g. test 

results, planned investigations, baby’s prognosis etc. (Participants A1, C1, C2, D1, D2, E1, 

E2). The neonatal nurses also helped them to deal with the emotional impact of their baby’s 

medical situation. One mother expressed it as follows,  

“…a lot of times when we spoke to the doctors and we were just stuck to the floor and 

then one of the nurses would be over, do you remember?(to husband), and they‘d 

(nurses) say ‘Don’t be worrying about that. That just means this. We’ll worry about 

that later’; and they’d, I don’t know whether you’d say comfort or console but she’d 

make you feel like this is manageable…” (P. D1. 67:1360). 
 

One father however, Participant A2, had a marked preference for information provided to 

him by the medical team. The nursing updates he received about his baby were regarded as a 

‘rundown’ (P. A2. 9:331). Every day for the first few weeks of his NICU stay, Participant A2 
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actively sought out the consultant/ registrar for their update and what this father described as 

‘The Plan’ for his baby (9:354). 

Another way that parents experienced comfort was through informal conversation and 

laughter with neonatal nurses. Chit chat was mentioned by most of the couples, and was very 

much appreciated when it happened (P. A1, P. C1, P. D1, P. D2, P. E1, P. E2) Chit-chat 

helped increase their trust and confidence in the neonatal nurses. Laughter with the neonatal 

nurses also helped when times were tough for many of the parents and they still were getting 

to know the nurses looking after their sick baby. As one father put it, ‘…it was good to have a 

laugh. It broke the ice…’ (P.D2. 14:263). 

 

4.2.3 The Neonatal Nurse: In Loco Parentis 

The interpretive analysis revealed a strong sub-theme within that of comforting family-

centred care from neonatal nurses. It was uncovered that the neonatal nurse is unknowingly 

called upon to be a parent-type figure for the parents, and for the premature neonate. In 

regards to the parents of the neonate, the transcripts revealed two basic causes for this. The 

emotional fragility of the couples, and their distance from extended family support within the 

NICU.  

All couples referenced how much fear and anxiety they had felt in the beginning of their 

baby’s/babies admission, and early days/weeks in the NICU. There were rich descriptions 

and language which evidenced the fragility of the parents’ emotional state. Across all 

interviews were descriptions like feeling ‘lost’ (P. D1), ‘in bits’ (P. C1), ‘overwhelmed’ (P. 

A1), and most fittingly, ‘you could’ve literally knocked me down with a feather’ (P. E1. 

27:576). For the fathers, the language was suggestive of them literally needing to be held up 

& supported. This was exemplified by statements like;  

(P. C2. 15:472) “…I’d just lean against the radiator and I’d go find a water dispenser 

somewhere …just to get away from, to get a bit of air from… and sit down…’. 
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The neonatal nurse provided emotional comfort to the parents. This was particularly evident 

from the mothers’ statements. One mother put it well. She’d been told about a minor issue 

with her baby, but took the news very badly. A neonatal nurse followed her out of the unit to 

make sure the mother was okay; ‘…that’s all I needed. She was like, a real mammy you 

know. That’s all you need.’ (P C1. 18:571). 

 One mother of another gravely-ill baby remembered how badly she felt this void, ‘I 

needed my mammy’ (P. D1. 43:872). For that lady, Participant D1, not being able to have her 

own mother and father allowed to visit the NICU at that particular time, was very difficult for 

her. However, the issue of parents and grandparents was complex for these couples. On an 

emotional level, some couples felt that having grandparents visit could add further to their 

emotional distress. ,  

“…the fact that the grandparents are not allowed in the NICU is a godsend; but…there has 

to be a consistent rule, because we have to manage the grandparents” (P. A2. 22:858) 

  

It was evident across the transcripts that, regardless of whether the couples could have 

chosen if grandparents could visit or not, the couples were isolated in the NICU and felt their 

families couldn’t fully appreciate what they were going through.  

“…we sent a photograph of Baby. They said ‘He’s a fine size’; and until they actually see 

him and touch him or feed him or hold him, they don’t realise, and they’re our support”. (P. 

D2. 77:1559) 
 

The neonatal nurse and couples’, family-esque relationship had its ups and downs. There was 

certainly a sense from all parents acknowledging the neonatal nurse as an authority figure. 

Two mothers (P. B1, P. D1) and four of the five fathers (P. A2, P. B2, P. C2, P. D2) 

described receiving a verbal ‘slap on the wrist’ (P. D1. 34:676) from a neonatal nurse in 

relation to some minor issue e.g. touching their babies, incorrect hand-washing technique.  
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All the parents identified feeling the need to seek permission from the neonatal nurses to 

touch/hold their babies, even when their babies were bigger and less sick than before:  

“Yes I always had to ask because I do understand that she (nurse) is responsible for 

the baby and it is her responsibility at this moment because he is in hospital. I would 

prefer to ask before I do something.” (P. B1. 23:723).  
 

 Many of the parents spoke about the comfort they took from seeing the neonatal nurse 

gently touching and talking to their babies. It was uncovered from interpretive analysis of 

some parents’ statements, that the comfort they took was also partly a perception that the 

neonatal nurses saw the babies they looked after as one of their own children. This was 

evidenced by phrases like, ‘Nurse is chatting away…to the babies, yeah, and really nice and 

really, as good as a mammy.’ (P.E1. 8:175). The fathers also recognised this nurse-as-parent 

component of the relationship, ‘Nurse speaks all the time, like ‘Oh my baby’ so gently, and 

she does everything very, very slowly and very gently…’ (P. B2. 10:293). 

 

4.3 Hit or Miss FCC 

 The second theme that arose through interpretation of the transcripts was Hit or Miss 

family-centred care. This referred to family-centred nursing care activities that were not 

completely satisfying for the parents. There were a variety of reasons for the lack of success 

of these care activities and those reasons fell into three categories, although there was again 

some cross-over between these: Busy NICU, Less Individualised Care, and Inevitable 

Distress.   

 

4.3.1 Busy NICU  

All the couples interviewed made multiple references to how busy the NICU was. The 

word ‘busy’ was used fifty-one times over the five interviews to describe the NICU nurses 

and environment, and in every possible variety of its meaning. The word busy may be used to 
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describe: having a great deal to do; occupied with or concentrating on a particular activity or 

object of attention; (Of a time or place) full of activity (Oxford Dictionary 2014). The couples 

were extremely affected by this situation in the NICU although they didn’t state this 

explicitly. Many of the statements and experiences they shared pointed to how they were 

affected by the high activity level. There were two aspects to how family-centred care was 

impacted by this high activity level in the NICU. The first was how parents tried to reconcile 

their needs against the limited availability of the neonatal nurses. The second was how the 

busyness of the NICU limited the physical space available, thereby limiting the parents’ 

ability to be with their babies in the NICU.  

The parents tried not to make too many demands upon the NICU nurses. These 

demands, for want of a better word, related to some vital family-centred care activities that 

neonatal nurses facilitate, specifically: emotional support, information regarding their babies, 

kangaroo care, being educating about expression & storage of expressed breast milk, and 

learning how to perform basic cares for their babies (nappy changing, skin care, infant 

positioning, temperature checking). One mother put it as,   

“…the staff kept saying to us ‘Anything you need, just ask.’… we’re very conscious that, em, 

the staff are minimum… there isn’t, there should be more people. That’s not their (nurses) 

fault” (P. E1.33:706)   

 

  A feature of this parental awareness of the activity level was a tendency to forgive 

nursing care that they felt wasn’t quite perfect with various comments like, ‘God bless them, 

they have a seriously hard job here’ (P.A2 8:290). Across all the transcripts was a sense of 

conflict. The couples were torn between accepting how busy the neonatal nurses were, yet 

feeling let-down that they couldn’t get all of the emotional support/education/baby-bonding 

time they knew they needed and deserved. The fathers expressed more dissatisfaction than 

the mothers in relation to any shortfall in the nursing care towards themselves, particularly if 

their wives had been upset about any negative experiences. As Participant C2 put it,  
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“I’m conscious of that they are very busy in there and it’s not anybody’s fault but, I 

do think they could have worked around C1 more, rather than C1 having to work 

around the nurses in there”. (P. C2. 30:947). 
 

The high activity level was a barrier to the developing neonatal nurse-parent 

partnership. Misunderstandings sometimes arose between a parent and neonatal nurse that 

had originated in the bedside nurse making a snap judgment based on limited observations. 

Participant B1 gave an excellent example of this,  

“Sometimes when Baby started to cry inside the incubator and I tried to give him a 

hug, the nurse would come and say ‘You are not allowed to touch the baby whilst he 

is asleep because he needs to gain weight.’; but I was trying to explain he is not 

asleep; he is crying and he needs his mammy” (P. B1. 15:484).    

 

The nurse-parent relationship was also hampered from developing because of the very 

limited opportunities available for casual conversation due to the high activity level in the 

NICU. This importance of chit-chat was developed more in the first section of Comforting 

FCC. 

The busyness of the NICU meant the physical environment was less available to the 

parents too. The high activity level in the NICU made it more difficult for some couples to sit 

together beside the incubator and enjoy their visit with their babies. The amount of equipment 

beside each incubator at times, plus the nurses needing to access storage cupboards and hand-

washing sinks beside certain incubators, meant that some couples often had to keep moving 

their chairs one way or another for the NICU staff. One father summed up the experience 

very succinctly, ‘I felt very much in the way a lot of the time’ (P. C2. 26:813). 

 

4.3.2 Less Individualised Care   

Across many of the interviews were incidents that highlighted how a lack of 

individualised family-centred care from the neonatal nurses to parents had resulted in some 

negative experiences. One mother (Participant D.1) had been offered many opportunities to 
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breastfeed her baby. This segment gives a strong sense of her few attempts to breastfeed in 

the NICU, 

“I was so humiliated and so embarrassed. I was just dying… mortified. That’s just the 

person I am… I wouldn’t wear something low cut, and people just come over to you 

and start chatting to you and I just died ten times over; and then you do it this way 

and you move it (the breast/nipple) that way and you’re like (internally)‘don’t touch 

me please, please don’t touch me’…” (P. D1. 47:963)   
 

Screens/curtains were not adequate to providing full privacy, and her baby was cared for in 

the open ward. This mother didn’t wish to create problems in the Unit and decided not to 

mention the issue to the staff and to wait until her baby was discharged from the Unit to 

breastfeed in the privacy of her home. Another example was the experience of a father 

(Participant A.2). He was offered numerous opportunities to give nasogastric tube feeds to his 

baby in the NICU. However, he found that very little other kinds of interaction with his baby 

was ever offered by the neonatal nurses.  

“we did a lot of holding of the feed and the nurses were all over that… I felt it was my 

responsibility, you know, like you couldn’t say no”. (P. A2 12:466) 
 

Not wanting to cause any fuss, he felt very reluctant to decline any tube-feeding opportunity, 

although he had really enjoyed the few opportunities he’d been offered for kangaroo care 

with his baby, and wished it had been more.  

 The examples above provide evidence of how some family-centered care practices by 

neonatal nurses were not be the positive experiences that they were intended to be. A lack of 

individualisation of some family-centred care activities was also demonstrated by lack of 

flexibility. Flexibility was deemed necessary by the parents who had returned to work and 

were working shift/unsocial hours. All participant fathers were working and one self-

employed mother had already returned to work part-time. This mother (Participant C1) 

mentioned that she had missed kangaroo care with her baby on days that she worked, as the 

only opportunities offered to her for KC were in the mid to late afternoon.   
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4.3.3 Inevitable Distress 

 Some parents made reference to occasions when family-centred nursing activities had 

upset them, but they felt that their upset had more to do with the emotional fragility caused by 

their babies’ medical condition. One example of this was a mother (Participant D1) who 

came to the NICU to visit her baby. The nurse looking after her baby asked if she had 

brought any EBM (expressed breast milk) for the next feed. This mother became extremely 

upset because she was struggling with a low milk supply, yet she knew the nurse was asking 

a ‘perfectly acceptable question’ (P. D1 57:1153). Another mother (Participant E1) was given 

a routine update on her baby, 

“…Nurse said ‘it’s brilliant, he’s off cpap’ and she says to me ‘maybe we just have to 

do the blood transfusion’ and she treads off before she finishes the word transfusion 

kind of because I’d say my face just fell… I was nearly ready to be picked up off the 

floor…” (P. E1. 27:574). 

 

The mother described how she ran out of the NICU in tears because of that detail, yet once 

she read the explanation in the parents’ guide, then talked and laughed with the nurses about 

her reaction, she felt much calmer. 

 

4.4 Empowering FCC 

 All the parents experienced many instances of family-centred nursing care that gave 

them a sense of confidence to perform care activities for their baby, or simply to feel 

close/bonded to their baby. All parents were initially terrified of touching their babies, even if 

their babies’ were in a stable condition and the nurse had offered them a chance to touch/hold 

their child. They feared asking and assumed they would be informed by the nurses when it 

was safe to hold their babies. One parent explained how the nurses helped her mentally 

prepare for being more involved with her baby, 
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    “…people start mentioning things, ‘Oh you’ll be home(with baby) in no time’ or 

stuff like that and I suppose maybe they do that to start getting you ready for; you’re 

going to be taking over at some point…”. (P. A1 13:480).  
 

All the parents were delighted when they could start to take over some of their babies’ care 

needs (feeds, nappy changing, skin care). One mother perfectly expressed this feeling of 

empowerment,  

“…Nurse showed me once and then from that day I was changing his nappy with 

pleasure every single time. I think it’s a good point, like, if the nurse introduces you 

how to do this properly then you can care for baby yourself. You become confident 

and it’s a bit helpful to the nurses especially when she has other babies at the same 

time…” (P. B1. 12:367). 
 

The most empowering family-centred care activity the nurses facilitated was kangaroo 

care (KC). The fathers especially felt that they only really began the bonding process when 

they could hold their baby, and the closeness of skin-to-skin kangaroo care was highly 

enjoyed. All parents felt strongly that KC/holding their baby was the time that they most ‘felt 

like a family’ in the NICU.  (P. D1 78:1586). For the mothers, providing breast milk for their 

babies also gave them a strong sense of caring for/providing for their babies. One mother 

(Participant C1) had never intended to breastfeed until she’d had a premature baby and 

learned how vital breast milk was for an extremely premature baby. Her sense of 

achievement about providing milk for her baby was great,  

“Nurse9 spoke to me, she said ‘There is no choice here, you have to do it for your 

child’ and I’d do anything obviously. I’m so happy now…I think if we were to have 

another baby and obviously if it wasn’t premature, I would definitely do it 

(breastfeeding) again”. (P. C1. 26:835).  
 

4.5 Waiting for FCC 

Every transcript contained references to how the high activity level of the NICU, and 

the workload of the neonatal nurses sometimes meant the parents simply waited, ‘you’re 

afraid to be an inconvenience’ (P. E1 31:668) explained many of the parents. All the couples 

emphasised that the most important contact with the neonatal nurse, for them, was when they 
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would first arrive in the NICU for their daily visit. Being left sitting beside their baby with no 

update led to their minds racing to the worst-case scenario, or merely feeling frustrated,   

“I was waiting sometimes for half an hour and we didn’t see a single person look 

after Baby, you know. You don’t know, like, who’s on duty today, to look after my 

baby today and we would have to go and ask and disturb all the nurses; they’re busy, 

you know…” (P. B1. 8:246).  
 

 

Another element of Waiting for FCC was alluded to in the theme of Comforting FCC. 

There were some absences in the provision of emotional comfort from nurses to parents. One 

mother explained any perceived lack of warmth & friendliness from some nurses as purely 

down to ‘a matter of personalities’ (P. D1). Another parent felt that some nurses might be just 

too busy and were ‘going through the motions’ (P. E1 19:392) in terms of how they 

communicated with parents. One mother (P. A1. 16:624) related an incident from one of her 

first visits to see her extremely sick baby, ‘…it was a different nurse who’d also seen me 

crying, and (she) was just kind of looking at Baby and not at me and didn’t really 

acknowledge anything…’. One mother summed up nicely what other couples had referenced 

explicitly or implicitly, 

“…I found the Irish nurses very kind, you know ‘Baby’s fine’, and being really lovely. 

I found the foreign nurses would be more straight to the point, and be a little bit more 

honest about things…” (P. C1. 22:449). 
  

The honesty that some nurses displayed, or being ‘blunt’ as that mother (P. C1. 12:351) and 

others put it, was not necessarily seen as something bad but certainly was experienced by 

some parents as being very insensitive to their emotional distress during one of the most 

frightening periods of their lives.  

  A strong recommendation from couples regarding how the neonatal nurses could have 

significantly reduced parental anxieties in the NICU by an initial explanation of the alarm 

limits and settings for their babies. Frequent mentions of parental panic at ‘flashing’, 
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‘beeping’ and ‘alarming’ were made. The couples also explained how they now understood 

the alarms and didn’t worry too much about them anymore, but that knowledge of a ‘normal 

alarm’ (P.A2 18:718) would have made a big difference to their stress levels in the NICU. All 

parents felt that some kind of introductory interview/debriefing for parents from the neonatal 

nurses about how the NICU works (the layout, alarm limits, access to breast pump 

paraphernalia, written information) needs to be given. Receiving the Parents Guide on 

admission (if not received on the antenatal ward) had helped many of these couples, as it 

explained things in a simple and reassuring way, unlike information they sourced on their 

smartphones from the internet. 

Although parents broadly supported the ban on grandparents & sibling visitors to the 

neonatal unit, better flexibility for parent visiting was a strong recommendation from parents.  

A clear example of how over-adherence by nurses to the visiting policy was not family-

centred was from Participant B1. She was finishing tube-feeding her baby one evening. There 

was only 5 mls of breast milk left in the tube and she was told to put down her baby & leave 

the feed for the bedside nurse to complete, as it was already 10pm (end of visiting). She felt 

this was rude and not in the best interests of herself, or her baby, 

 “Sometimes it’s not ok to leave Baby in the middle of the feeding at 10pm and just go 

away. I would prefer to stay for 5 or 10 more minutes, finish the feeding, wind Baby 

and put Baby in his cot. Then my baby is settled, asleep and then I’m going home and 

I’m peaceful and quiet and I will get a good sleep”. (P. B1. 22:702). 
 

 Other examples of absence of FCC was that some of the fathers (P. A2, P. B2, P. C2) 

certainly felt side-lined by nurses in favour of their wives in terms of holding & performing 

cares for their babies. Again, this issue was not clear-cut because these fathers prioritised the 

skin to skin contact their wives had with their babies’ in order to help the breast milk supply 

and promote bonding between mother and baby, as exemplified by this father’s comment, ‘I 
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felt that my wife should be holding Baby more initially; that it was important for the mother, 

so I didn’t hold Baby for ages’ (P. A1 13:492).  

All the couples also shared their frustrations regarding a lack of clear explanations on 

the topic of expression & storage of breast milk. Many mentions were made by all the 

mothers of not knowing where to find pumping attachments/milk bottles, the location of the 

expressing room beside the NICU, and the procedure around sending breast milk from the 

postnatal ward to the NICU. In the early days of their baby’s admission, struggling to access 

this basic information (on both the postnatal ward and NICU) was felt by the couples to be 

both distressing and completely avoidable.  

 

4.6 Discussion of the Findings 

 The findings that were presented will now be discussed in the same order 

(Comforting FCC, Hit & Miss FCC, Empowering FCC, and Waiting for FCC) and in the 

broader context of the literature review, the setting in which the study took place and the 

interpretive framework used to develop the themes from the transcripts. The findings will be 

discussed using key articles and documents identified from the literature review.  

 

4.6.1 Comforting FCC 

In discussion of the theme Comforting FCC, and sub-theme In Loco Parentis, the 

literature review made almost no reference to neonatal nurses as a parent-type figure, 

especially for mothers. Certainly, the duty of neonatal nurses to provide emotional support to 

parents was a finding of the nurse-led research. Only one article, an opinion piece by a 

healthcare worker and mother of extremely premature twins, Van Dell (2012:298) made 

reference to neonatal nurses & parents becoming a family in the NICU. However the context 

of Van Dell’s (2012) observation was the neonatal nurses being by-proxy parents for her 
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twins when her babies were critically ill, and the author couldn’t hold/care for her babies. The 

suggestion of the parents and neonatal nurses building a family-type relationship over the 

course of the neonatal stay, puts a very fresh and innovative slant upon the concept of family-

centred care.      

The findings of this small study indicate that neonatal nurses must remember to 

handle parents’ emotions as gently as they would a fragile, twenty-four week gestation 

premature baby in their hands. Of course, it is paternalistic to suggest that parents of 

premature babies are looking for a mother-nurse to look after them. That is not what parents 

want, or appreciate. It is a fact that nurses are the caring professionals in the NICU. The 

findings presented in this study reveal how valued and needed our caring work and gestures 

are, for both parents and their premature babies. Pepper et al. (2012:304) and Smith et al. 

(2012:343) also found that parents needed to feel that nurses ‘genuinely cared’ for their 

babies and ‘demonstrated affection’. When their babies were too ill to be removed from the 

incubator for cuddles, our caring nurse gestures e.g. chatting to babies, again provided 

comfort to the parents in this study.  

Comforting FCC was also experienced by these couples when neonatal nurses 

provided information to parents about their babies’ general condition, or helped them to deal 

with/explain upsetting news from the medical team. Neonatal nurses were more likely to be 

reassuring and positive, even when the medical outlook for the premature baby was grim. The 

full description of the sixth principle of FCC is telling: ‘Sharing honest and unbiased 

information with families on an ongoing basis and in ways they find useful and affirming.’ 

(AAP 2003). Pepper et al. (2012) also identified this parental observation of doctors 

frequently being negative in their discussions with them. Meyer et al. (2010:6) highlighted 

that neonatal physicians felt communication training was lacking in formal medical training. 

The desire from parents to be given a sense of hope has been documented in other studies 
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(Pepper et al. 2012). Meyer et al. (2010:1) have remarked how neonatal clinicians are at a 

disadvantage due to the inherently unstable condition of extremely preterm babies. Therefore 

they can switch from being seen by parents as the rescuers, to the bearers of bad news within 

a matter of hours. Then neonatal nurses can then speak to the parents once the initial 

shock/upset has subsided and clarify any misunderstandings and confusion. This puts the 

bedside nursing staff in the fortunate position of being seen as more positive and gentle. 

The theme regarding the neonatal nurses as In Loco Parentis for parents and their 

premature babies led to an unexpected finding of this study i.e. strong support from parents 

for the restricted visiting to the NICU, and Unit in general. The literature review revealed that 

unrestricted, 24 hour access for families to the Unit is seen by many as an essential 

component of facilitating FCC (Örtenstrand et al. 2009). This finding is not replicated by the 

parents who participated in this study. Parents agreed strongly with the limited visiting, 

especially in-terms of infection prevention & control. Another reason they accepted the 

visiting restrictions for their extended families was a consensus among all but one couple (P. 

D1 & D2, who experienced a bereavement), that having grandparents visit the NICU would 

have added to their level of stress. However, couples’ acceptance of the visiting restriction 

was very pragmatic. Every couple identified lack of space in the NICU, the high 

activity/occupancy level, and the need to have the NICU quiet & visitor free at night-time as 

good reasons to restrict visiting to parents-only. A crucial aside to their approval of restricted 

visiting policy was the value the parents placed on flexibility of the visiting policy, by nurses, 

in special/extenuating circumstances.  

It is beyond the scope of this study to begin a discussion about what parents might 

have said if the NICU had had a single room design for each baby and their family. Suffice to 

say that the international literature reveals that neonatal nurses working in individual room 
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NICU’s have identified a lack of nursing staff as a barrier to delivering family-centred care in 

this type of NICU layout ( Beck et al. 2009). 

Visiting policy within the neonatal unit of the research site is strictly monitored to 

align with infection prevention & control policies within the hospital and broader community. 

The literature revealed that there is variation between Level III neonatal units on the access of 

grandparents, siblings, extended family, as revealed by the literature review (Asai 2012, 

Gooding et al. 2012). It would seem that some neonatal units can combine infection 

prevention with more open family-centred visiting policies. However, the nature of an open-

plan NICU (as at the research site) with the emergency admissions and active/aggressive 

resuscitations that take place there, means that completely unrestricted, 24 hour visiting for 

parents/other family cannot be facilitated.   

In concluding this topic of parents, grandparents and NICU visiting, the study 

findings clearly indicated the parents’ increased need for emotional support from the neonatal 

nurses, because the visiting restrictions can isolate the couple from the support of their 

extended family & friends.   

 

4.6.2 Hit or Miss FCC   

Hit or Miss FCC is not a specific theme/finding that previous studies in the literature 

review identify. The three categories developed from the parents’ experiences (Busy NICU, 

Less Individualised Care, Inevitable Distress) were an attempt to specify the various causes 

for what could termed the ‘universal family-centred care practices’ of neonatal nurses at the 

research site.   

The vital importance of individualised family-centred care was one of the most 

consistent findings from the various types of research analysed and discussed in Chapter 2. 

Cleveland (2008) in her systematic review, highlighted individualised care for parents in 
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terms of the difference between mothers and fathers needs from the NICU staff. This study 

certainly reveals that mothers and fathers had different needs and expectations of their care 

from the nurses, but that no generalisations could be easily drawn e.g. that all fathers 

preferred information provided by doctors, or that all mothers want to perform kangaroo care 

and breastfeed. The only universal need identified in this study was that every couple/parent 

wanted the neonatal nurses to provide them and their babies’ with highly professional, timely 

and personal family-centred care, which recognised their own unique situation and needs as a 

family.  The primary barrier to individualised FCC was identified the couples as the very high 

activity level in the NICU. This led to busy neonatal nurses, and a more cramped & stressful 

environment for the parents and their babies. 

 

4.6.3 Empowering FCC 

When balancing the Empowering FCC finding of this study beside the ninth principle 

of FCC,  ‘empowering each child and family to discover their own strengths, build 

confidence, and make choices and decisions about their health’ (AAP 2003), the uniqueness 

of an ICU environment in neonatal/paediatric family-centred care is an obvious and complex 

issue. The literature suggests that neonatal nurses in the NICU may not perceive the role of 

parents as the primary care-givers for their baby. The couples in this study certainly did view 

the neonatal nurses as their babies’ primary caregivers in the NICU, but this was seen by 

these parents as the reality of their situation. Shields et al. (2011) identified that FCC 

principles have been carried too far in some cases, by advocating parents as primary 

caregivers and decision-makers in situations where this is not appropriate (e.g. complex, 

severe terminal illness of a baby). Therefore application of FCC principles for neonatal nurse 

practice in the NICU is really about setting the foundation for enhancing inclusion of parents 

in the care of their babies, as far as the medical condition of their baby allows.  
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Parents’ experiences in this study of empowering FCC from the bedside neonatal 

nurses were positive and numerous. Parents mentioned neonatal nurses as frequently offering 

opportunities to learn how to do certain aspects of their baby’s care, including nasogastric 

tube feeding, nappy changes, temperature taking. The initiation was of kangaroo care (KC) 

was also nurse-led, although all parents were fearful of performing KC in the early days of 

their child’s NICU stay, for fear of damaging their ‘so tiny’ babies (Participants A1 & B1).  

All the couples waited for the neonatal nurse to offer any opportunity for holding/touching 

their babies in the initial days or weeks of the NICU admission. They feared asking and 

assumed they would be informed by the nurses when it was safe to hold their babies. Reis et 

al. (2010:682) and Cleveland (2008) have also identified that parents wait for neonatal nurses 

to ‘grant permission’ to them to touch/interact with their babies. It was acknowledged by the 

couples that the bedside nurse for their baby would offer opportunities to care for and hold 

their babies, but that these were not negotiated between the nurse and parents, merely offered 

by the nurse. It must be emphasised here that the reluctance of the couples to ask to hold or 

touch their babies was always connected to their worry about their baby’s medical condition. 

Once they became accustomed to the NICU environment, the couples, particularly the 

mothers, were more confident in asking neonatal nurses about an opportunity to e.g. touch 

their baby, perform KC, give a naso-gastric tube feed. Higman & Shaw (2008) confirm the 

benefit of an FCC approach to neonatal nursing is the increased competence and confidence 

in parents to provide care to their child. The impact of the neonatal nurse in increasing 

parents’ confidence by allowing them to participate in baby cares (nappy, feeding) is 

highlighted by Smith et al. (2012), Higman & Shaw (2008) and Cleveland (2008). The 

responsibility of the neonatal nurse to raise confidence in parents, which leads to empowering 

them as the primary care-giver for their baby is very clear from the qualitative studies. 
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In a comparison of mothers’ and fathers’ attachment process in the NICU, Fegran, 

Helseth & Fagermoen (2008) discovered that parents felt like important contributors to their 

premature infant’s care when early skin to skin contact was encouraged and facilitated by the 

NICU nurses. The importance of physical contact for parents of a premature baby cannot be 

overstated. An internet search of imagery under the heading ‘Family’ will produce thousands 

of depictions of parents touching/holding/hugging their babies and children. (Google Images 

2014). A poem written by the mother of a premature baby entitled ‘As I Love You Through 

The Glass’ (Appendix E) powerfully illustrates the impact on a mother of physical separation 

from her baby in the NICU.    

A part of empowering parents to become parents and partners in the care of their baby 

requires the neonatal nurse to develop a relationship with each couple that encourages 

chatting, and ultimately a holistic assessment of each couple and their fears, hopes and 

practical ability to care for their premature baby. Fenwick et al. (2001) illustrated in their 

much cited article, how important was the skill of chatting for neonatal nurses as a subtle but 

highly effective means of assessing parent needs and providing parent education while 

building a relationship based upon trust and openness. It has already been revealed in the sub-

section Busy NICU that parents mostly linked a lack of chit-chat, laughter and emotional 

support from the nurses as them simply being too busy to have time for anything except care 

of the babies. The literature review also revealed the significance of effective 

communications between parents and neonatal nurses in the context of effective family-

centred care (Reis et al. 2009, Berg & Wigert 2011).  

The final impression left from reviewing the parents’ experiences of empowering 

FCC was the common thread of initial fear and hesitation. Kangaroo Care/holding baby, 

breastfeeding, changing a nappy, were all very scary for parents (especially the fathers) in the 

early days and weeks of the NICU stay. However it was the neonatal nurses that provided 
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parents with the reassurance, education and opportunities they needed to overcome those 

fears and begin to start performing simple care activities for their babies. This confidence 

grew during their babies’ journey through to the high-dependency, then special-care areas of 

the neonatal unit. Ultimately the couples became very self-sufficient in the care of their 

babies prior to the child being discharged home. That process had begun in the early days of 

the NICU admission. 

 

4.6.4 Waiting for FCC 

 This fourth section was identified in the interpretive analysis because there was 

clearly a difference between family-centred care that was Hit or Miss for the parents, and 

FCC that was not offered at all, although parents experienced frustration in both scenarios. 

Again, busy nurses/busy NICU was sometimes the explanation for no FCC being provided. 

Another possible explanation may lie in the remark of Participant D1 (24:471) and the 

variation in emotional support she received being down to ‘a matter of personalities’. That 

mother remarked how in the early days and weeks in the NICU, she had found it difficult to 

get used to the variety of nurses assigned to her babies in the NICU.  

“…the person you’re most comfortable with is normally the person that spent most 

the time with Baby and knew him best, would have been on the 3 days or the 3 

nights…” (P. D1. 24:482). 

 

Reis et al. (2009) also identified that consistency of the primary nurse in the NICU was 

crucial in developing partnership between staff and parents. If this is not possible then 

excellent documentation and a detailed hand-over from day to night shifts can reduce the 

amount of ground to cover for the next cot-side nurse in enhancing the nurse-parent 

partnership in the NICU.  

The consequence of nurses not facilitating family-centred care is very damaging in 

terms of partnership, and educating parents. Gavey’s (2007) study identified that parents 
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clearly felt like outsiders within the NICU when they felt that they had no role to play for 

their baby. 

As mentioned in the introduction to this study in Chapter 1, the NICU is a very 

technical, sterile environment. The neonatal nurses are required to manage a lot of different 

machines (ventilators, infusion pumps, monitoring devices), prepare many complex 

intravenous infusions, maintain thorough documentation and conduct regular discussions 

with the medical team. There are nurses who are more drawn to this type of nursing work 

rather than less intensive, more collaborative nursing work with patients and families. 

Braithwaite (2008) also suggests that stress and burnout can affect the NICU nurse by 

decreasing their emotional sensitivity to parents due to mental fatigue and demoralisation. 

 A possible symptom of Waiting for FCC among many parents could be the reliance 

they had on peer support from other NICU parents. All the mothers and one of the fathers 

(P.D2), had developed very mutually supportive relationships with other parents of babies in 

the Neonatal Unit/NICU. This ranged from emotional comfort (e.g. some of the mothers had 

given each other Mother’s Day cards), advice on expressing breast milk, pregnancy/parent 

chit-chats, and how some of the neonatal equipment for babies worked. The literature review 

strongly identifies the responsibility and necessity of neonatal service providers to facilitate 

and promote peer support among parents of premature/sick babies in the neonatal unit (Smith 

et al. 2012, Bracht et al. 2013). It is possible that the parents in this study also needed the 

support of other NICU parents because of a lack of family-centred care nursing activities, as 

well as the visiting restriction on extended family/friends.  
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4.7 Final Thoughts 

  When couples were asked at the end of each interview, about what advice they 

would give to another couple that are about to embark upon the NICU experience and family-

centredness in the NICU, they struggled to give many specific recommendations. This was 

because most of the couples expressed a belief that each family and premature baby are 

completely different. Therefore, giving advice without knowing the particular couple and 

medical condition/prognosis of their baby was not appropriate, they felt. This is interpreted to 

be the couples’ way of affirming the importance of their own unique family needs and 

situation, and the necessity for neonatal nurses to individualise the family-centred care we 

provide in the NICU. The only type of theoretical advice some couples felt they could offer 

was a recommendation for other parents to listen carefully to all the information they 

received in the NICU, and not be afraid to ask questions of the nursing/medical staff.  

 The aim of interviewing couples for this study of parents’ experiences was to ensure 

equal inclusion of fathers’ and mothers’ experiences as previous studies are weighted quite 

heavily towards maternal experiences. As may be expected, generally the mothers were more 

chatty and expressive, although some of the most insightful comments on the neonatal nurses, 

the NICU environment, and family-centred care came from the fathers. The level of 

agreement between each couple about their experiences of receiving family-centred care from 

the nurses was a significant feature of this study.   

 Every parent in this study named particular neonatal nurses only when sharing 

positive experiences of family-centred nursing care. A standout characteristic of the sixteen 

named nurses was the link with continuing professional development. Another commonality 

was that twelve of the named nurses were Irish. This is thought to be an area worthy of 

further study. Four of the five couples that participated were Irish and it is possible that a 

shared cultural affinity and native language could explain this link between nationality and 
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positive experiences of family-centred nursing care. The issue of parents not naming nurses 

in a negative context is not felt to be a study limitation, as these parents did not appear to 

have any difficulty sharing experiences about the neonatal nurses in a negative context. It was 

felt that as the investigator was known by parents to be a current nursing colleague of the 

NICU staff, they were reluctant to name any nurse in a negative context. 

The very final thought shall be left to the couples who participated in this study. 

Every couple ended their interview with multiple expressions of gratitude to the nurses and 

doctors. Every parent wanted it to be clear; whatever minor grievances they had shared, they 

couldn’t ever thank enough the staff who tried so hard to keep their babies alive and safe. To 

repay this level of trust and gratitude, neonatal nurses must consistently strive to make the 

NICU a place of excellence in the provision of comforting and empowering family-centred 

care, which will ease the pain parents experience when their premature/ill newborn baby is so 

delicately clinging to life. 
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Chapter 5 Conclusions & Recommendations 

5.1 Introduction 

The aim of this interpretive, hermeneutic study of parents’ experiences of receiving 

family-centred care from neonatal nurses in the NICU was to learn what needs to be done to 

improve partnership between nurses and parents. The objective of discovering how effective 

and sufficient is the family-centred nursing care provided to parents was a complex issue. 

Comforting and empowering FCC was highly valued by these parents. A lack of 

individualisation of family-centred care, or simply a lack of FCC from nurses was a source of 

frustration for parents in this study. The primary cause of these negative experiences was the 

high-activity level in the NICU. 

This small study reveals for the first time that the parent-type role a neonatal nurse 

fulfils to an extremely premature baby, also extends to that baby’s parents. The root of this 

nurse/parent-role stems partly from the emotional vulnerability of the parents due to their 

baby’s medical condition. Parents can also feel isolated in the NICU, due to the restriction on 

visiting for extended family members. This isolation exaggerates the parents need for a 

familial, supportive relationship with the neonatal nurses caring for their baby. 

 

5.2 Strengths and limitations of the study 

The strength of this study lay in the use of an interpretive-hermeneutic methodology, 

as these parents could not say exactly in one sentence/statement what was family-centred 

care, or what the experience of it meant to them. The answer was pieced together by careful 

analysis of both what their words said, and suggested. The tight inclusion criteria was felt to 

be an added strength to the trustworthiness of this study. The similarity of the babies’ 

gestation/medical histories meant that the parents’ experiences were easily comparable and 

saturation of data occurred earlier than anticipated.  
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The limitation of this study is the lack of non-Irish couples who could have possibly 

added a depth of reflection on the nursing care in the NICU/Irish public hospital system in 

comparison to another experience in their home countries.  

 

5.3 Dissemination of Findings 

The results of this small study will be shared with the staff at the research site. A 

summary of findings can be posted in the staff communication book, and also on the web-

based learning forum that all neonatal nurses and medical staff of the research site are able to 

join. The publication of these results via a nursing research journal would also place the 

findings of this small study among the latest national & international research on FCC. 

Presentation of this study at an Irish/international neonatal nursing conference would be 

another strategy to disseminate these findings to neonatal nurses who are most likely to be 

change oriented and research minded.  

 

5.4 Implications of Findings 

5.4.1 Implications for Nursing Practise 

These findings implicate that neonatal nurses cannot underestimate the value parents 

place on our comforting and empowering family-centred nursing care activities. Neonatal 

nurses must individualise family-centred care practises to each parent by asking parents what 

they need; what are their fears, their hopes? Neonatal nurses must not assume that FCC is a 

one-size fits all, universal care bundle. The interpretive analysis suggests that NICU nurses 

are seen by the parents of an extremely premature baby as a by-proxy parent, and therefore a 

temporary member of their family. The interpretive analysis also suggests that NICU nurses 

need to fulfil an emotionally supportive role for parents akin to a parent-type support, in the 

absence of their own extended family members in the NICU. 
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5.4.2 Implications for Nursing Education 

The international research on neonatal nurses and family-centred care is not much 

explored within specialist education in neonatal intensive care nursing as developmental 

care/NIDCAP tends to attract greater attention. A summary of this study’s findings will be 

submitted to the course coordinator of the relevant postgraduate courses for neonatal nursing, 

with a recommendation to include an extra one-two hour classroom session on this immense 

and complex concept of family-centred care delivery for babies and their families. This study 

already demonstrates the link between continuing professional development and improved 

parent experiences in receiving FCC from neonatal nurses. 

 

5.4.3 Implications for Nursing Management 

In their seminal article, Saunders et al. (2003:437) stated that:  

‘Family-centered care best practices are not limited to specific guidelines for family’s 

presence but include beliefs about family-centered care by leaders and the 

organization’.  
 

This study’s findings also implicate that neonatal nurses need support from the 

hospital/neonatal unit management in terms of specific guidelines/policy on FCC to help 

provide a solid theoretical foundation to FCC provision. A Patient & Family-Centred Care 

policy at the research site with the input of parents of former neonatal patients of the neonatal 

unit is immediately required. The multidisciplinary team within the Neonatal Unit must also 

be a part of this collaborative effort. Focus groups could be the method of gathering input 

from all stakeholders in a short period of time.  

It is beyond the ability of the cot-side neonatal nurse to effect government policy on 

public sector recruitment. However, the impact of decreased nurse to neonate ratio is a 

challenge and seems to be impacting on how well parents are receiving satisfactory family-

centred care from neonatal nurses during times of high activity in the NICU. The findings and 
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recommendations of this study will be presented to the nursing/midwifery and medical 

directors of the research site. It is hoped that conclusive patient testimony, added to other 

quantitative data and representations, will help to influence/reverse the embargo on 

recruitment in the maternity hospitals, and beyond.   

5.5 Recommendations for Future Research 

The parents’ experiences provided extremely rich and in-depth descriptions and 

reflections on all aspects of family-centred care, and the NICU experience. This research 

prompts further investigation on issues that lay beyond the scope of the research question of 

this qualitative study. Particular areas for further study include investigating in more detail 

how differing cultural identity/nationality affects the nurse-parent relationship and the 

provision of family-centred nursing care activities in the neonatal unit. A larger scale study to 

include minority parents’ experiences of receiving family-centred care in the NICU is 

needed, as recruitment is often limited to English speaking participants (Cleveland 2008).  

 

5.6 Reflections on the Study 

 The reflexive process in this study was a combination of internal musings and the 

reflections that developed in a reflexive journal that was maintained. As recommended by 

Clancy (2013), the reflexive process was pursed to avoid any possible subjectivity intruding 

upon the interpretive hermeneutic data analysis. In the beginning of the journal, I had feared 

that the couples would not be forthcoming in sharing both the positive and negative aspects 

of the family-centred nursing care that they had received in the NICU. In conducting the 

interviews, I realised that in six years of neonatal nursing, there had been very little 

opportunity to sit down with parents and just listen to what they had to say about themselves, 

nursing care, their background, their fears and hopes. The parents’ words made it clear to me. 
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The high activity/occupancy level in the neonatal unit had been a barrier to building a 

relationship with parents.  

I truly feel that all nurses and midwives should have to conduct a qualitative study 

with patients/clients. I had prided myself that as a midwife, nurse, and young mother, I could 

accurately guess at what these parents’ experiences and opinions might be. Honestly, my eyes 

were opened. I had forgotten how the NICU looks to people who have no idea how a hospital 

works, or the unique culture of an ICU environment. It was truly wonderful to discover that 

nurses’ humanity, compassion and gentleness were so appreciated and helpful to each parent. 

 If I had the opportunity to do the study again, I would ask the couples to talk about 

any literary, musical, artistic, creative resources that they found helpful during the time their 

baby/babies were in the NICU. Knowing that kind of information would have provided a 

visual or auditory background when interpreting the parents’ experiences which could have 

unlocked further submerged meanings from the transcriptions. 

 

5.7 Conclusion 

  Moore et al. (2003:457) describe FCC as a vision/philosophy of care and ‘more of a 

journey than a destination’, in that the principles of FCC provide a ‘foundation for a NICU’s 

policies, decisions, goals and new directions’. Malusky (2005) acknowledges that FCC is a 

somewhat abstract idea. Although family-centred care may be difficult to define, this study 

has given clear examples of when parents have experienced family-centred care from 

neonatal nurses, and some of the barriers to FCC provision to parents.  

All the couples interviewed were acutely aware of the workload of the neonatal nurses 

at the study site. The parents also spoke highly of, and named particular nurses who had 

shown a marked gentleness towards themselves and their babies. Almost every one of those 

named nurses have a minimum qualification of bachelor’s degree in nursing and advanced 
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postgraduate nurse training also. Improved nurse to patient ratio and continuing professional 

development have recently been linked to proven reductions in patient mortality by a recent 

study published in The Lancet (Aiken et al. 2014). This small qualitative study also suggests 

that improved nurse-patient ratio and continuous professional development are directly linked 

to a greater focus on family-centred care in neonatal nurse practices. 

In reviewing the themes that emerged from this study, the overwhelming impression 

left is the critical importance of clear and effective communication between parents and the 

neonatal nurses in the NICU. As Pepper et al. (2012:308) put it most succinctly:  

“We need to recognize that the environment and culture that we take for granted is 

foreign and intimidating to parents. As a staff nurse, this recognition might mean 

taking a few extra minutes to explain the mundane, the aspects of our environment 

that we deem unimportant or ordinary”.   

 

The strategy for improving these communications, be they information-sharing, 

chatting, emotional support or parent education is individualised assessment, care and 

evaluation of each parent/couple (also within the context of their baby’s/babies condition). 

All the couples interviewed could not offer theoretical advice to another couple, about to 

embark upon the NICU experience (from a family-centred perspective). They all agreed that 

every couple, baby and family are completely different and unique. They feared any risk of 

giving theoretical false hope or advice, as another couples’ baby/babies could be facing a 

very different prognosis from their own (e.g. cerebral palsy, cardiac surgery). These parents 

very insightfully identified uniqueness (interpreted as individualised family-centred care) as 

the fundamental concept when interacting with other parents and their premature babies in 

the NICU.  

Neonatal nurses looking after an extremely premature baby in the NICU become a 

temporary part of each baby’s family by providing gentle touch, soothing words, nutrition, 

warmth and protection on behalf of their parents. Family-centred care in the NICU therefore 
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includes the cot-side neonatal nurse, working in partnership with each baby’s parents and 

giving them the emotional support and confidence they need to eventually become the 

primary caregivers to their formerly premature little baby.  
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Appendix A 

The Nine Principles of Family-Centered Care (AAP 2003: 691) are as follows: 

1. Respecting each child and his or her family. 

2. Honoring racial, ethnic, cultural, and socioeconomic diversity and its effect on the 

family’s experience and perception of care.  

3. Recognizing and building on the strengths of each child and family, even in difficult 

and challenging situations. 

4. Supporting and facilitating choice for the child and family about approaches to care 

and support. 

5. Ensuring flexibility in organizational policies, procedures, and provider practices so 

services can be tailored to the needs, beliefs, and cultural values of each child and 

family. 

6. Sharing honest and unbiased information with families on an ongoing basis and in 

ways they find useful and affirming. 

7. Providing and/or ensuring formal and informal support (e.g., family-to-family 

support) for the child and parent(s) and/or guardian(s) during pregnancy, childbirth, 

infancy, childhood, adolescence, and young adulthood. 

8. Collaborating with families at all levels of health care, in the care of the individual 

child and in professional education, policy making, and program development. 

9. Empowering each child and family to discover their own strengths, build confidence, 

and make choices and decisions about their health. 
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Appendix B 

The revised, Six Principles of Patient & Family-Centered Care (AAP & IPFCC 2012:395). 

1. Listening to and respecting each child and his or her family. Honoring racial, ethnic, 

cultural, and socioeconomic background and patient and family experiences and 

incorporating them in accordance with patient and family preference into the planning 

and delivery of health care.  

2. Ensuring flexibility in organizational policies, procedures, and provider practices so 

services can be tailored to the needs, beliefs, and cultural values of each child and 

family and facilitating choice for the child and family about approaches to care. 

3. Sharing complete, honest, and unbiased information with patients and their families 

on an ongoing basis and in ways they find useful and affirming, so that they may 

effectively participate in care and decision-making to the level they choose. Health 

information for children and families should be available in the range of cultural and 

linguistic diversity in the community and take into account health literacy. In 

hospitals, conducting physician rounds in the patients’ rooms with nursing staff and 

family present can enhance the exchange of information and encourage the 

involvement of the family in decision-making. 

4. Providing and/or ensuring formal and informal support (eg, peer-to-peer support) for 

the child and family during each phase of the child’s life. Such support is provided so 

that Health Insurance Portability and Accountability Act and other relevant ethical 

and legal guidelines are followed.  

5. Collaborating with patients and families at all levels of health care: in the delivery of 

care to the individual child; in professional education, policy making, program 

development, implementation, and evaluation; and in health care facility design. As 

part of this collaboration, patients and families can serve as members of child or 
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family advisory councils, committees, and task forces dealing, for example, with 

operational issues in health care facilities; as collaborators in improving patient 

safety; as participants in quality-improvement initiatives; and as leaders or co-leaders 

of peer-support programs. In the area of medical research, patients and families 

should have voices at all levels in shaping the research agenda, in determining how 

children and families participate in research, and in deciding how research findings 

will be shared with children and families. 

6. Recognizing and building on the strengths of individual children and families and 

empowering them to discover their own strengths, build confidence, and participate in 

making choices and decisions about their health care 
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Appendix-C 

Samples of questions: Parents experiences of neonatal nurses providing Family-Centred Care 

in the NICU. This is the template approved by the local ethics committee. 

The first set of questions aim to gather a pure description of parents lived-experiences of 

neonatal nurses providing FCC that might go towards helping to re-imagine or refine the 

definition of FCC. 

1. -Tell me about the details around your baby’s/babies’ birth e.g.: pregnancy history, 

gestation, type of delivery, baby transfer to the NICU. 

2. -Your first time visiting the neonatal unit (separate question for mother & father) and 

meeting your baby/babies & the neonatal nurses. Tell me about that experience.  

3. -Can you describe the relationship you had with the neonatal nurses during your time 

in the NICU?  (Separate question to mother & father) 

4. -When you hear the term “Family-Centred Care”, what do you understand by that? 

What does it mean for you? Prompt e.g.: Can you go into more detail on that last 

point you brought up? Do you both agree on that last point? 

5. -How would you each/both sum up your experiences as parents with the neonatal 

nurses in the NICU? Follow up question: If you could change anything about your 

parenting experiences with the neonatal nurses in the NICU, what would that be?  

 

These following prompts/questions aim to uncover FCC practice as defined, in part, by the 

Principles of FCC as per the American Academy of Pediatrics (2003) and Malusky’s (2005) 

Concept Analysis of FCC. The parents may allude to some of these nursing activities in 

earlier answers. If so, I will prompt them at the time they mention those activities, but not at 

the expense of a particularly relevant/emotional description of their experiences in the NICU.  
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Appendix-C continued 

PROMPTS: 

 Did you have an opportunity to help perform any cares for your baby (e.g. Nappy 

changing, feeding, taking her temperature, washing/skin care) when you were visiting 

the NICU. Tell me about how you & the nurse would arrange these cares. 

 -During the time your baby/babies were in the NICU, did you have any opportunity to 

touch/hold your child/children? Prompt e.g.: How often? How would you & the nurse 

organise any touching/holding of your baby/babies? 

 -The technology that was connected to your baby/babies. Did the nurses looking after 

your baby/babies help you to understand how the different machines worked? Prompt 

e.g. Tell me more about that conversation & how you felt? 

 -How did the nurse looking after your baby inform you about your baby’s daily 

condition? Prompt e.g.: Tell me more about how those conversations would be 

initiated, the words used & how well you understood the information being given to 

you. Would other professionals be present? 

 Did you receive any literature about FCC, or see any posters/plaques that mentioned 

FCC? 

 Tell me about your feelings and experiences around the visiting hours and visiting 

policy in the NICU.  
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Appendix D 

1. Turning to the nature of lived experience 

2. Investigating experience as we live it 

3. Hermeneutic phenomenological reflection 

4. Hermeneutic phenomenological writing 

5. Maintaining a strong and oriented relation 

6. Balancing the research context by considering parts and whole 

Van Manen M. (1990) Researching Lived Experience: Human Science for an Action 

Sensitive Pedagogy. State University of New York Press, Canada.   
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Appendix E  

 As I Love You Through The Glass By Elena Murphy 

 

As I love you through the glass 

a tiny hand sweeps across the blanket 

reaching out to me. 

You lie there in the stillness 

of your slumber clinging to life; 

I reach inside to touch you 

and you stir slightly; 

I feel a tiny breath like a feather 

caress my fingers 

as I love you through the glass. 

One eye opens 

easily staring into mine; 

Can you see me? 

Can you feel my presence 

as I love you through the glass. 

I ache to hold you; 

I await the moment 

when you peacefully rest in my loving arms. 

A silent tear rolls down my face; 

I slowly turn to walk away 

only to glance back one more time 

as I love you through the glass. 

-From irishprematurebabies.com 

http://www.irishprematurebabies.com/ParentsStories/PrematureBabyPoems.aspx  

https://www.google.ie/search?q=how+family+is+represented+in+art&rlz=1T4AURU_enIE4

98IE498&tbm=isch&tbo=u&source=univ&sa=X&ei=R9yFU7usK-

O57AaytYDgCA&ved=0CGMQsAQ&biw=1366&bih=612#q=family&tbm=isch   

 

http://www.irishprematurebabies.com/ParentsStories/PrematureBabyPoems.aspx
https://www.google.ie/search?q=how+family+is+represented+in+art&rlz=1T4AURU_enIE498IE498&tbm=isch&tbo=u&source=univ&sa=X&ei=R9yFU7usK-O57AaytYDgCA&ved=0CGMQsAQ&biw=1366&bih=612#q=family&tbm=isch
https://www.google.ie/search?q=how+family+is+represented+in+art&rlz=1T4AURU_enIE498IE498&tbm=isch&tbo=u&source=univ&sa=X&ei=R9yFU7usK-O57AaytYDgCA&ved=0CGMQsAQ&biw=1366&bih=612#q=family&tbm=isch
https://www.google.ie/search?q=how+family+is+represented+in+art&rlz=1T4AURU_enIE498IE498&tbm=isch&tbo=u&source=univ&sa=X&ei=R9yFU7usK-O57AaytYDgCA&ved=0CGMQsAQ&biw=1366&bih=612#q=family&tbm=isch
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Appendix F 

Participant Information Leaflet      

 

 

The Study Title: 

“Parents’ Experiences of Neonatal Nurses providing Family-Centred Care 

in the NICU”. 

 

An Invitation to Participants: 

"Hello. My name is XXX XXXXX. I am a nurse and midwife in the Neonatal 

Unit of the Xxxxxxx Xxxxxxxx. You are being invited to take part in a study 

that I am conducting as part of a Master’s degree in Neonatal Intensive 

Care Nursing with the Royal College of Surgeons in Ireland (RCSI). Before 

you decide whether or not to take part, it is important that you fully 

understand what the research is about and what you will be asked to do.  

It is important that you read the following information in order to make an 

informed decision. If you have any questions about any aspects of the study 

that are not clear to you, do not hesitate to ask me.  Please make sure that 

you are satisfied before deciding to take part or not. Thank you for your 

time and consideration of this invitation". 

 

Purpose of the Research Study 

The purpose of this research is to hear from you and your partner about 

your experiences of receiving family-centred care from the neonatal nurses 

during the time you spent with your baby/babies in the neonatal intensive 

care unit (NICU). Hearing about your experiences as parents in the NICU 

will help me to understand what can be done to improve the family-centred 

care provided by our nurses. Your responses may help to shape future 

family-centred care policies within this neonatal unit. Exploring how parents 

define family-centred care is also one of my study aims. I hope to publish 
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a research article based upon the findings of this study and make 

recommendations for future nursing practise.  

 

Why have I been asked to take part in this study? 

You were selected for participation because you had a baby/babies born 

between 24-29 weeks gestation, who was/were admitted to the NICU. You 

and your partner/spouse have now been approached as potential 

participants because your baby/babies are in a stable condition and will 

likely be discharged home within the next few weeks.  

 

 

The voluntary nature of participation: 

Taking part in this research study is entirely up to you and if you do decide 

to take part, this participant information leaflet is yours to keep. 

Additionally, you will be required to sign a consent form before participating 

in this study.  However, if you do not wish to take part and/or if you change 

your mind at any time (prior to anonymisation of the data), you can 

withdraw from the Research Study without giving a reason.  

 

During the Study 

I shall interview you and your partner/spouse in a quiet, private place (e.g. 

the Parents Room beside the Neonatal Unit) or an alternate location, at a 

time that suits you both. There will be one interview only. No other 

researcher/people will be present during our conversation.   

In the interview, I will aim to speak to you both for a minimum of half an 

hour, although you are free to talk about your experiences for as long as 

you wish. Refreshments and comfortable seating will be provided. I will ask 

you both some questions, and may take some brief notes to record some 

important responses from you. I will also use some cue-cards to help me 

select the most suitable questions during our conversation. There will be a 

tape-recorder also. You may stop the interview at any time if you do not 

wish to continue participating in the study. 
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There will be no repercussions, whether you decide to take part or not, in 

the care that you, your partner/spouse or your baby/babies will receive for 

the duration of your time in the neonatal unit and any follow-up 

appointments.  

I will not be performing separate interviews, as the purpose of this study is 

to understand your experiences together as a family.  

You will be given a transcript of the interview within a few days of our 

conversation. This will give you the chance to review your responses and 

confirm that they adequately reflect your experiences, and make any 

necessary changes.  

 

Potential Benefits/Lack of Benefit 

Participation in this study will not confer preferential treatment to you, your 

partner/spouse or baby/babies. 

However, your responses may help to shape future family- centred care 

guidelines and practise within the Rotunda neonatal unit. Other parents of 

premature/ill newborn babies could benefit from the results of this study 

on family-centred care. Sharing your experiences will add to and enhance 

what is currently known about family-centred care in the published 

nursing/midwifery research.  

 

Potential harms/risks 

Our conversation will focus on the time period from when your 

baby/babies were first admitted to the NICU. You may find it upsetting to 

speak about those early, difficult days and weeks. Any further 

psychological or emotional support you may require after the interview is 

available from the medical social work (MSW) team in this hospital. There 

are two social workers who specifically provide support/counselling for 

families in the neonatal unit. I can arrange an appointment for you, upon 

request. The phone number for the MSW team is xxxxxxxxx, or you can 

drop in to their office in the main Out- Patient Dept. If you prefer to use 

an external support agency, the Irish Association of Counselling & 
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Psychotherapy (IACP) offers a wide range of support services: ph. 1890 

907 265 or email iacp@iacp.ie.  

Confidentiality 

I would like to state that everything you say to me in the interview will be 

completely confidential, unless you relate a possible child safety issue 

which may need to be referred to the hospital management.  

I shall hide your identity by “irrevocably anonymising” your data, and that 

of your baby/babies when using your responses in all my research notes, 

transcripts of the interview, final dissertation and any published findings. 

“Irrevocably anonymised” means that, once you have read & approved 

your interview transcript, I will remove your name from all copies of the 

transcript, interview notes, final thesis and published findings. It will say 

e.g. “Participant A stated…”. 

My interview notes and audio tapes will be kept in separate locked 

storage units. The tapes will immediately be destroyed once your 

approved transcript is irrevocably anonymised. This means that it won’t 

be possible to identify you, your spouse or baby/babies from any of the 

interview transcripts, or other study data. The electronic data from the 

interviews will be stored in a password-protected drive outside the 

hospital. Any personal information that could identify you from your 

interview will be removed or altered prior to submission and/or 

publication.  

No hospital or company is funding this research. I am self-funding all 

research costs.  

 

 

At the End of the Study 

The notes from the interviews will be kept locked away for five years and 

then destroyed. The computer data of the interview transcripts will also 

be deleted at that time. The audio tapes will have been destroyed before 

the study ends. I will not pass on your interview transcripts to any other 

mailto:iacp@iacp.ie
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researcher. I am not currently planning a follow-up study to this research 

project. 

 

Contact Details 

Please contact me if you require any further information regarding this 

invitation to participate in my study.  

Phone: xxxxxxxxxx or my work-place number in the neonatal unit, 

Ph.xxxxxxxxxx.  

E-mail: xxxxxxxxx@rcsi.ie  

 

Thank you very much for taking the time to read this participant information 

leaflet. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

mailto:xxxxxxxxx@rcsi.ie
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Appendix G 

                                                                CONSENT FORM 
 
                                                                   Research title:  
“Parents’ experiences of neonatal nurses providing Family-Centred Care in the Neonatal 
Intensive Care Unit”. 
 
Researcher: Xxx xxxxx        Tel: xxx xxxxxxx  E-mail:xxxxxxxxx@rcsi.ie 
 

DECLARATION by participant: Please tick () and provide your initials 

 
1. I have read the information leaflet for this research study 

and I understand the contents.      
 

Yes [     ] No [     ] initials [            ] 

2. I have had the opportunity to ask questions and all my 
questions have been answered to my satisfaction. 
 

Yes [     ] No [     ] initials [            ] 
 

3. I fully understand that my participation is completely 
voluntary and that I am free to withdraw from the study at 
any time (prior to anonymisation) without giving a reason 
and that this will not affect my care or my baby’s/babies 
care in any way.  

Yes [     ] No [     ] initials [            ] 

 

4. I understand that I will be given an opportunity to review the 
transcript of the interview to confirm accuracy.  
 

Yes [     ] No [     ] initials [            ] 
 

5. I understand that the final transcript will not identify me by 
name and will be irrevocably anonymised, once I have 
approved the original transcript of my interview. I 
understand that the original digital recording will be erased 
after irrevocable anonymisation of the approved transcript. 
Interview notes and computerised transcripts will be erased 
in five years from the time of participation. 
 
 

Yes [     ] No [     ] initials [            ] 
 

6. I understand that information from this research may be 
published but that I will not be identified as a participant in 
this research in any publication. 
 

Yes [     ] No [     ] initials [            ] 
 

7. I understand that I or my baby/babies will not be identified 
as a participant in this study and that the researcher will 
hold the interview notes & transcripts for 5 years after the 
study has been completed. 
 

Yes [     ] No [     ] initials [            ] 

8. 
 
 
 

I understand that my personal details (name and address 
and other identifying information that links my identity to the 
study data) will be destroyed once interview data has been 
anonymised. 

Yes [     ] No [     ] initials [            ] 
 

Tel:xxx
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9.  I understand that the researcher undertaking this research 
will hold in confidence and securely all collected data and 
other relevant information.  
 

Yes [     ] No [     ] initials [            ] 
 

10. I freely and voluntarily consent to participating in this 
research study.   
 

Yes [     ] No [     ] initials [            ] 
 

 
 
PARTICIPANT'S NAME ………………………………………………………………………………..  
 
Contact Address……………………………………………………………………………………….. 
 
                           …………………………………………………………………………………..  
 
Phone number:…….……………………………………… Email:…………………..………………..     
 
 
Participant’s signature: …………………………………………    Date: ………..………………….      
 
 

Name of person taking consent: ……………….……… Signature: …………..……...Date:………….… 

 
 
Researcher: ………………………….…. Signature: ……………………………….. Date:…….…… 
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Appendix H 
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Appendix I 

Example of theme development :Comforting FCC 

“…because like you get the updates from the nurses in the morning once I have my update 

like that’s that . medical bit done and then I could kind of just get to looking at the babies and 

spending time with them from there on whereas A2 was (A2 I wasn’t like that) , he’d be 

looking at the machines a lot more…” (P. A1. 4:130). 

“…one of the nurses arrived over to chat with me and I already had Baby, it’s not often they 

get to sit down at 7 o’clock ‘yeah this is your son’ and little things like that do make a 

difference (P.E2. 51:1097). 

“…a lot of times when we spoke to the doctors and we were just stuck to the floor and then 

one of the nurses would be over, do you remember and they‘d say, ‘don’t be worrying about 

that that just means this; we’ll worry about that later’ and they’d I don’t know whether you’d 

say comfort or console but she’d make you feel like this is manageable…” (P.D1. 67:1360). 

“…with the intensive care unit, the nurses behave like my baby is their baby, I can see 

everything is love, everything is very gentle, everything is fine, I’m very happy…” (P. B2. 

9:257). 

“…I seen the nurses like the day…bathing little BabyX, I just thought like, the way, the way 

mammy would do, you know that way and you just knew by her, she loves babies and kids 

and thank god! I nearly wish she was looking after my Baby the whole time and she just 

loves and adores them…” (P.C1. 14:442). 

“…it makes a big difference if you see a nurse do something in a caring way for your child, 

like, even with the charts that are at the end of the incubators; Somebody draws hearts at the 

end, you know , after their name, that’s really nice d’you know, tiny things (A2 tiny 

things…it does)  .” (P.A1. 20:797). 

“…oh there’s loads they used to, they used to talk away to him. Loads of them. Have chats 

with them, with both of them but em, Baby1 had his favourites, and one (nurse) had a 

nickname on him and eh, his night-nurse came on the day he was passing away and she came 

in during the day to see him, and she wasn’t on duty and she’d been on the night before and 

she came in to say, basically say goodbye to him. The amount of photos they took in the 

NICU, they went above and beyond so many times. There was just too many positive things 

to choose from…” (P.D2. 37:733). 


