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Abstract

Introduction: Nowadays, parental active engagement in children’ 
hospitalization has become an accepted feature. However, parental 
finance, social and personal costs for their involvement in their child’s 
care have received little attention. Moreover, a child’s hospitalization 
is, frequently, an event that occurs, unexpectedly, having a significative 
impact on parents’ health. There is a positive relationship between 
parental anxiety and the length of the child’s hospital admission. Aim: 
To synthesize and analyse the existing evidence on the health problems 
experienced by parents of children in a long-term hospital stay. Method: 
An integrative review was carried out, and scientific articles were 
selected from the databases MEDLINE, SciELO and CINAHL. Only 
parents of children (with ages between 0 and 18 years) submitted to long-
term hospitalizations were included. Parents with any kind of mental or 
psychiatric disorder were excluded from the review. A six-step method 
was used to develop the revision and to analyse the results. Results: A 
child’s hospital stay holds major changes in the routines and well-being 
of a family. Parents are in need of care from nurses whose primary 
focus are children. Children’ hospitalization often leads to parental 
anxiety as well as stress and sleep disorders. This condition can also 
trigger other pathologies such as hypertension, obesity, diabetes mellitus 
type II or stroke. Anxiety has higher rates on mothers of male infants. 
Conclusion: A long-term child ś hospitalization brings an important 
and challenging parental adjustment affecting their health and well-
being. Thereby, nurses’ interventions should focus on identifying the 
adversities experienced by parents, so that actions can be taken that will 
improve the adaptation process, and consequently promote the parents’ 
well-being in addition to their children’s healing process. To this point, 
meeting family‐centred care expectations is an additional paediatrics’ 
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nurse challenge. Future studies on the strategies used by parents during 
their child’s long-term hospitalization and its evaluation are needed.

Keywords: long-term hospital stay; parents; anxiety; stress; sleep 
disorders

Introduction
Parents have an important role on their children health care. While the focus 
of healthcare professionals is mostly the child; the financial, social and emo-
tional impact on the child’s parents is, often, overlooked. Considering that a 
child’s hospitalization is, in most cases, unexpected, Melnyk (2000) affirmed 
that hospitalization could be a stressful situation for children and their par-
ents/families, which may interfere with the care provided and thus with the re-
covery of the child. 

As children’s recovery depend, not only on the medical care, but also in 
the care and affection they may receive or not, it is crucial that nurses provide 
attention to the child, in addition to their technical expertise (Teixeira Luz et 
al., 2019). 

Health care professionals must be sensitive to the parent’s emotional 
needs as parents are an integrative component of the holistic care provided 
to the child. This is important as the parental presence and active participa-
tion during the child’s hospitalization positively influences the health reestab-
lishment due to stress reduction caused by the child’s exposure to the hospi-
tal environment (Teixeira Luz et al., 2019). Yet, each family has different coping 
strategies, and it becomes extremely important for nurses to provide an indi-
vidualized plan of care (Erdem, 2010), demonstrate empathy, compassion and 
kindness to engage with the children and their parents (Micalizzi et al., 2015), 
holistically. 

A child’s hospitalization may trigger parental stress, surface symptoms of 
anxiety and depression which will compromise their ability to give their child, 
proper support. (Nicholaou and Glazebrook, 2008). Given this, nurses should 
incite parents’ ability to cope with these symptoms (Cescutti-Butler and Gal-
vin, 2003). The partnership in care between parents and nurses allows, not on-
ly, for sharing of expertise, but it also provides an important sense of control 
from the parents over their child’s hospital care as well as it builds a vital rela-
tionship of trust and confidence towards the healthcare team. (Mimmo et al., 
2019). 

Although the negative impact of long-term hospital admissions on par-
ents are recognized, there is a dispersion of knowledge in the literature, which 
hampers the synthesis of best available evidence and thus its application into 
clinical practice. To achieve the proposed objective, the defined research ques-
tion is: “What are the health problems experienced by parents of children in 
long-term hospitalization?”
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Method
The search was performed in March 2020, with the aim to identify health prob-
lems experienced by parents of children in long-term hospitalisations. 

The review is a result of six phases: 1) guiding question definition; 2) liter-
ature search; 3) studies’ categorization; 4) included studies’ appraisal; 5) results 
interpretation and 6) synthesis. Research was carried out using the EBSCO-
host search engine, selecting CINAHL Plus with Full Text and MEDLINE with 
Full Text as databases, with a timeline defined between 2015 and 2020, with the 
purpose of obtaining the most recent scientific evidence. The search was made 
in Portuguese and English and included the keywords “hospitalized children”; 
“parents”; “health problems” and the different synonymous of each keyword. 
Additionally, inclusion and exclusion criteria were defined. Thereby, only stud-
ies including parents of children of paediatric age (as per the study definition 
of paediatric age) in long-term hospitalisations were accepted for the review. 
Studies including parents who suffered from mental illness were excluded. 

The search resulted in an initial sample of 149 scientific studies. Of these, 
44 were excluded due to repetition, 87 based on title and abstract, resulting in 
a final sample of 18 articles. After full-text reading of the 18 studies, 13 were ex-
cluded for not meeting the inclusion/exclusion criteria. The final sample result-
ed on five studies that answered the investigation research question and met 
the inclusion criteria. (table 1) 

In order to establish the internal validity and mitigate the risk of bias 
during the selection process, the methodological quality of the studies was as-
sessed using the Joanna Bridge Institute tools (JBI Reviewer’s Manual, 2020). 

Table 1: Identification of the included studies

Author Title Country/Year

A1 Aftyka A., Rybojad B., Rosa W., Wróbel 
A., Karakula-Juchnowicz H.

Risk factors for the development of 
post-traumatic stress disorder and cop-
ing strategies in mothers and fathers 
following infant hospitalization in the 
neonatal intensive care unit.

Poland, 2017

A2 Hye-Yul H., Shin-Jeong K., Wayne E. 
K., Kyung-Ah K.

Factors influencing the caregiving per-
formance of mothers of hospitalized 
toddlers with acute respiratory diseases 
(ARD): a path analysis.

South Korea, 
2018

A3 Lakkis A., Khoury M., Mahmassani M., 
Ramia S., Hamadeh N.

Psychological distress (PD) and coping 
strategies in parents of children with 
cancer in Lebanon.

Lebanon, 2016

A4 Nassery W., Landgren K.
Parents’ experience of their sleep and 
rest when admitted to hospital with 
their ill child: a qualitative study.

Sweden, 2018

A5 Woolf C., Muscara F., Anderson V. A., 
McCarthy M. C.

Early traumatic stress responses in par-
ents following a serious illness in their 
child: a systematic review.

Australia, 2015
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Results and discussion
The type of studies included in this review are observational (A1), cross- sec-
tional (A2 and A3), qualitative exploratory interview (A4) and a systematic re-
view of the literature (A5). All studies focused on parents of hospitalized chil-
dren due to a variety of diseases, such as cancer, respiratory diseases, amongst 
others. Samples of the studies range from 17 to 460 parents. All the five studies 
present coping strategies used by parents of hospitalized children to deal with 
their struggles. Results were categorized and presented according to four dif-
ferent themes:

Parental anxiety
The A2 study highlights that the number of hospitalizations and the mother’s 
anxiety had a negative impact in the caregiving performance while the moth-
er-child relationship, if shown to be healthy, has a positive impact in the moth-
er’s caregiving performance. Also, this relationship, proved to positively im-
pact the mother’s anxiety. Melnyk (2000) corroborates these ideas stating that 
heightened anxiety often inhibits mothers from parenting their children effec-
tively during hospitalization. Therefore, they are less likely to fulfill their pro-
tective, nurturing, and decision-making roles. In view of this, paediatric nurs-
es need to plan interventions to minimize mother’s anxiety and uncertainties 
regarding her child’s illness, plan of care and prognosis, which should improve 
her effectiveness as a caregiver. 

Sleep quality 
The A4 study states that enough sleep is vital for parental functioning while 
they stay in the hospital with their children. As parents’ priority is their child’s 
well-being, they focus on the child, putting their own needs aside. Poor sleep 
makes parents more irritable with one another and understanding information 
and making healthcare decisions becomes challenging. Additionally, it is diffi-
cult to maintain a positive attitude and bright thought about the future, mak-
ing the stay at the hospital more difficult to manage. 

Environmental, interpersonal and organizational factors intervene in the 
quality of sleep. From the environmental perspective, parents reported that 
sounds from the hospital machines and noises of nurses during the night inter-
fere with their sleep. Regarding interpersonal factors, parents who had relatives 
with whom they could share the child’s care described it as an opportunity 
to catch up with their sleep. Accounting for the organizational factors, par-
ents mentioned bureaucracy as an aspect that could develop stress and frustra-
tion even before time of admission. Løyland et al, (2020) validates these find-
ings as they declare that the cohabiting with others, lack of privacy, noise and 
light when trying to sleep, disruptions due to treatments and child related and 
family factors affect parents’ sleeping patterns. Sleep quality is also jeopardized 
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when parents describe the shortage of healthcare providers as a potential risk 
for patient safety.

Parental stress 
All three studies A1, A3 and A5 reported high prevalence of parent’s stress dis-
order. A1 states that mothers felt greater stress and presented a higher severi-
ty of post-traumatic stress disorder (PTSD) compared to fathers, especially if 
they had previous miscarriages or chronic diseases. Accounting for the fathers, 
the Apgar test after birth and partner’s PTSD were related to PTSD. Similar-
ly, findings of A5 study indicate that psychosocial factors, such as prior trau-
ma, history of mental issues, trait anxiety and parent perception of life threat to 
their child, were consistently associated with parental acute and posttraumatic 
stress symptomatology. A study based on this theme carried out by Board and 
Ryan-Wenger (2002) adds that one of the most significant stressors for parents 
was the alteration in parental role. Interestingly, although the threat or sali-
ence of death may appear critical in the development of traumatic stress disor-
ders in parents, many studies reported no association between objective med-
ical characteristics (such as length of hospital stay, severity of illness, length of 
ventilatory support, and risk of mortality) and traumatic stress symptomatol-
ogy in parents.

Study A1 reported that the differences in stress coping strategies among 
mothers and fathers are gender-related. Women used the following strategies 
more often than men: seeking emotional social support, religious coping, fo-
cusing on and venting emotions, positive reinterpretation, and growth (ac-
tive coping) and acceptance (avoiding behaviour). Inside the group of parents 
mourning for their baby, women frequently coped with stress by focusing on 
emotions than the men. A study held by Tehrani et al, (2012) enhances that a 
higher level of family stress can reduce the ability of the mother to cope with 
problems. The occurrence of PTSD symptoms depends not so much upon the 
stressor but on how one copes with stress. Therefore, according to A3, main-
taining family integration/strength and optimistic outlook for the situation 
was perceived as being the most helpful coping strategies. Tehrani et al. (2012) 
highlights the importance of understanding the differences related to stress-
ors perception among nurses and parents, throughout a child’s hospital stay. 
If not managed properly, strategies that aim at reducing parental stress may 
not be effective. Therefore, special attention should be given to identify the 
stressors in nursing care, planning and parents’ education, moving stress-
ors and treatment in the same direction, and identify factors that can reduce 
the mother’s ability to provide childcare and delay in treatment progress. Al-
so, information provision about a child’s diagnosis was reported as a protec-
tive coping mechanism for parents and found to be associated with feelings 
of empowerment. 
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Interpersonal relationships
A long-term hospital stay with an ill child has consequences on interpersonal 
relationships. According to the parents’ interviews from A3 study, a long-term 
stay gives a feeling of unhappiness and isolation from the world outside the 
hospital. Callery (1997) declared the mothers’ sense of isolation and the lack of 
support they were able to draw on from immediate family. Eyigor et al. (2011), 
states that the fear of the child’s death, the length of the treatments, treat-
ment-related drawbacks, distance from the caregiver’s home to the hospital, fi-
nancial problems, and negative effects on family relations tend to cause family 
psychosocial problems. Still, by being united as a family, parents felt strong-
er during their time of admittance. Spouses, relatives, and siblings served as a 
support system that help the parents as well as the ill child both practically and 
emotionally. Similarly, A2 shows that family support and positive emotional 
exchanges affect both the mother’s and child’s emotions. Also, a good parent–
child relationship was associated with better outcomes related to the child’s 
psychological functioning and family adaptation. 

When considering coping strategies to deal with the hospitalization and 
the decay of relationships, a coping pattern in which parents maintain social 
activities and relationships, self-esteem, and psychological stability was found 
to have a significant protective role in parental adaptation to childhood d is-
ease, as shown by A3 study. The same coping pattern was found by the authors 
of A4 study, as all the participants described the importance of living their life 
as “normally” as possible including activities that reminded them that life had 
other meanings despite the child’s disease, which was deemed as helpful to re-
lax. Those having relatives and spouses bringing food so they could eat togeth-
er, described that as creating a more home-like environment, which enabled 
the family functioning; however, since hospital wards only allow one parent 
during nighttime, the family members got separated which was described as 
difficult. Also the results of a study lead by Mason (1978) suggests that recur-
rently fathers are lead to believe, by the hospital’s policy, that they are not sup-
posed to be at the child’s bedside and somehow blame themselves for not pro-
tecting the child. Fortunately, parents are becoming more aware of their rights, 
as well as of the value to the child of their visiting freely or rooming-in. The A3 
study enhances that maintaining family integration/strength and optimistic 
outlook for the situation was perceived as being the most helpful coping strat-
egy. 

Parents at a hospital, inevitably connected with other parents and the 
medical staff. A4 study reveals that, even though all the parents wanted sepa-
rate rooms, some of them mentioned positive aspects with having other fam-
ilies’ sharing rooms, such as sharing the same experience and giving one an-
other advice, becoming thereby significant partners in the treatment team, as 
reported by Mason (1978). By being on the “same boat”, parents meant that 
their support and recommendations were invaluable. Also, talking with the 
health professional about concerns was among the top 10 most helpful cop-
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ing mechanisms to parents, as reported by the A3 study, which highlights the 
importance of providing understandable medical information to parents and 
children, upon their request. The A4 study states that relationships with nurses 
were described as very positive as they lessened the parental burden by provid-
ing practical support with the treatment of their child and decreased emotion-
al stress by continuous information. 

Conclusion
Parents who accompany their children during a long-term hospitalization may 
develop anxiety, stress and sleep pattern disorders and alterations in the inter-
personal relationships. Although parents prioritize their child’s best interests, 
the impact that the hospitalization can have on their health is highlighted as 
parents are aware of the deterioration of their health condition. 

Being these in mind, nurses must adapt their interventions to minimize 
the impact of hospitalization effects. Negotiation may be the key to the success 
of the hospitalization, as it improves the quality of care for the hospitalized 
child. Clarification of the role of nurses and parents in the caring process is one 
of the prerequisites of this negotiation.

Throughout the evidence synthesis conducted, health units must devel-
op clinical guidelines for interventions to promote parents’ sleep and rest, as 
well as the implementation of effective educational programs to help mothers 
and fathers enhance their knowledge and skills and participation in the care, 
with the aim of optimizing their parenthood. Achieving greater psychological 
support and having as a basis of care the creation of a good working relation-
ship and empathy, will establish parents a viable support for moments of great-
est discouragement and stress.

There is already an accessible amount of studies related to some of the 
health problems experienced by parents of children in long term hospitaliza-
tions, with the great majority referring to parental stress and anxiety. Neverthe-
less, a greater scarcity when the main theme concerns sleep pattern disorders 
and alterations within the interpersonal relationships. Changes and disorders 
in terms of eating patterns should be a topic to be addressed with greater atten-
tion in future researches. Whilst there is already some research foundation on 
the theme, there is a need for a more in-depth and targeted search for physical, 
mental and social changes in parents of children going through long-term hos-
pitalizations in order to identify risk groups, determining factors and strategies 
to support and solve the problems encountered by this research.
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