
Creative Commons Attribution-NonCommercial-ShareAlike 4.0 International (CC BY-NC-SA 4.0) 233

Pediatr Pol 2024; 99 (3): 233-239

DOI: https://doi.org/10.5114/polp.2024.143269

Submitted: 07.01.2024, Accepted: 02.05.2024, Published: 30.09.2024

Review paper

The significance of health literacy in parents of chronically  
ill children
Agnieszka Pacut1, Kinga Kowalska-Duplaga2

1Doctoral School of Medical and Health Science, Jagiellonian University Medical College, Kraków, Poland 
2Department of Paediatrics, Gastroenterology, and Nutrition, Faculty of Medicine, Jagiellonian University Medical College, 
Kraków, Poland

ABSTRACT

Parents of children with chronic illnesses experience many challenges on an everyday basis. Interacting with 
medical staff, coping with their child’s illness, and understanding information about the course of treatment 
require adequate health literacy (HL) and e-health literacy. The ability to look for, evaluate, and use health 
information depends on several factors, including socio-demographic and psychological. Cognitive abilities, 
motivation levels, and personality factors are crucial among the latter. Research has shown that adequate paren-
tal HL is associated with better child health, more effective treatment, and higher quality of life. Understanding 
health-related information enables efficient communication with medical personnel and thus promotes effec-
tive use of health services. It appears that parental health competencies are related to the development of pro-
health attitudes in children, which, in the long term, can support the process of making good health decisions 
on their own. Therefore, assessing and developing parental health competencies is extremely important for their 
children, especially when they have long-term illnesses. It has been shown that an adequate level of HL also 
contributes to a health-promoting lifestyle, and that developing HL is one of the most important tasks of disease 
prevention and health promotion. The main aim of this article is to review the research results on the deter-
minants and importance of health and e-health competencies of parents of children with chronic illnesses.
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INTRODUCTION

According to the World Health Organisation (WHO) 
definition, health literacy (HL) refers to “cognitive and so-
cial skills that determine the motivation and ability of in-
dividuals to gain access to, understand, and use informa-
tion in ways that promote and maintain good health” [1]. 
The degree of HL within a specific community depends 
on socio-demographic, psychological, and cultural fac-
tors, health status, previous contact with the healthcare 
system, and the overall literacy level [2]. The caregivers’ 
HL level is associated with maintaining their health and 

that of their children [3]. Health literacy is particularly 
important for parents caring for children with chronic 
illnesses.

Limited parents’ HL increases the cost of medical care 
and causes difficulties in understanding their child’s ill-
ness and making appropriate decisions about their child’s 
treatment. Some authors indicate that low HL may lead 
to poorer treatment outcomes for chronically ill children, 
including more frequent hospitalisations and emergency 
department visits [4, 5]. Adequate HL allows one to make 
the right decisions and take the right actions when inter-
acting with the health care system. A person with a high 
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HL is characterised by their ability to maintain good 
health and effectively treat their own or their child’s ill-
nesses. Can obtain reliable medical information, includ-
ing that on risk factors for the development of diseases, 
and can apply this knowledge in practice. Health literacy 
is a key determinant of the ability to self-manage chron-
ic disease and is associated with a higher feeling of pa-
rental self-efficacy [6]. The aim of this review is to high-
light the importance of HL among parents of children 
with chronic illnesses. Using a combination of keywords 
(health literacy and parents and child or children and 
chronic illness or chronic disease), databases (PubMed 
and Google Scholar) were searched from September to 
November 2023 selecting full-text articles in English 
that met the search criteria. Only publications related to 
parental HL with chronically ill children were included, 
while articles focusing on the HL of children and those 
addressing mental HL were excluded. Finally, 3 system-
atic reviews and 24 original articles meeting the search 
criteria were selected for this study, at the discretion 
of the authors.

CHALLENGES FACED BY PARENTS  
OF CHRONICALLY ILL CHILDREN

Parents, as caregivers, are responsible not only for 
their own health but also for the wellbeing of their chil-
dren [3]. Their HL level is crucial to ensure that the child 
receives appropriate care, whether healthy or ill. A long-
term illness in a child is a special, non-normative condi-
tion that poses a huge challenge for parents and requires 
increased care and appropriate medical interventions.

According to the WHO, chronic diseases encompass 
all disorders or deviations from the established health 
norm, with symptoms persisting continuously for an 
extended period, typically exceeding 3 months. They 
are both congenital and acquired diseases affecting any 
system or organ. The persistence of pathological changes 
often leads to permanent disability. Chronic diseases can 
start in early childhood, and their symptoms and sequelae 
change as the patient grows older. Risk factors for their 
development and severity include an unhealthy lifestyle, 
individual behaviour, environmental factors, and genetic 
predisposition [7]. Chronic disease exacerbates the child’s 
dependence on the care of the family.

The onset of a chronic illness in a child involves sev-
eral healthcare decisions for the child’s carers, usually 
the parents, and the ability to communicate effectively 
with medical staff [8]. The health status of a child with 
a chronic illness depends on many factors, including 
the carer’s knowledge of the disease, how it is treated, and 
how to prevent its consequences. Parents face many chal-
lenges in addition to providing for their child’s wellbeing 
and psycho-physical needs, such as the need to comply 
with medical recommendations or repeated consultations 
with health professionals [9]. Interaction with the physi-

cian requires skills to process and apply information on 
the course of the disease and treatment. Children with 
chronic illnesses need multidisciplinary care, and the par-
ents or legal guardians are responsible for coordinating 
this care [10]. Knowledge of the symptoms of the disease 
and actions to prevent its progression can protect against 
an increase in symptoms or the occurrence of complica-
tions [11].

The care for a sick child requires, among other things, 
monitoring of the child’s health condition, appropriate 
dosage of medication, and sometimes adherence to com-
plex dietary regimens [4, 9]. Some parents may have to 
provide specialised care for the child at home. This may 
involve acquiring skills such as operating a respirator, re-
placing a tracheostomy tube, or the ability to administer 
enteral nutrition by feeding tube or gastrostomy [9].

Caregivers of chronically ill children face many psy-
chosocial challenges. They struggle with uncertainty and 
financial and economic difficulties concerning the expens-
es arising from the child’s multi-specialist care [12, 13]. 
The responsibilities of the family are extended beyond 
the basic caregiving and parenting functions to include 
the acquisition of skills for managing the illness and 
passing on this knowledge to the child. The high level 
of stress and anxiety experienced daily is an additional 
factor that requires adequate strategies to cope with and 
prevent the additional burden. A state of concern about 
the child’s health is a common experience for caregivers 
due to the chronicity of the illness and the lengthy pro-
cess of treatment [11]. In situations of sudden deteriora-
tion in the child’s health or the appearance of previously 
unknown symptoms, some parents seek information on 
their own, often from non-medical sources available on 
the Internet. The accurate interpretation of such informa-
tion can present additional challenges [9, 11].

HEALTH LITERACY AND E-HEALTH LITERACY – 
BASIC CONCEPTS

The term “health literacy” has been used since the 
1970s, coined by Scott Simonds. The term “literacy” it-
self refers to the basic skills of reading and writing. This 
narrow approach has been extended over the years to 
include the ability to understand the recommendations 
received, and later to include issues related to motivation 
and the social context. Nowadays, HL is recognised as 
a combination of skills, personalities, and motivations that 
enable people to care for their health [14].

From the beginning of the development of such a con-
cept of HL, their practical dimension and the importance 
of health education were pointed out. Sørensen et al. out-
lined a coherent, multidimensional model of HL, includ-
ing determining factors and areas of influence. Health 
literacy is based on basic literacy skills, which enable in-
dividuals to acquire, understand, evaluate, and use health 
information to make appropriate decisions about health 
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promotion, disease prevention, and treatment if they oc-
cur. The model emphasises the motivation of individu-
als to take these actions. The team led by Sørensen et al. 
developed an instrument for assessing the level of HL in 
society, known as the European Health Literacy Survey 
Questionnaire (HLS-EU-Q) [1].

The development of HL is currently recognised as one 
of the most important challenges for public health, with 
health education playing a paramount role in this process. 
With the advancement of research and societal transfor-
mations in health approaches, the concept of HL may 
evolve. Still, it will continue to be critical for maintaining 
and improving individual and societal health. In the age 
of widespread access to the Internet, online resources 
are one of the most accessible and important sources 
of health knowledge. The skills required to acquire and 
utilise health information available online are referred 
to as e-health literacy (e-HL) or digital HL. Skinner and 
Norman, who introduced this concept, also developed 
a scale for measuring such literacy known as the e-health 
literacy scale [11, 15]. Various tools have been devised 
to measure general HL and those relevant to specific do-
mains and diseases. In addition to HLS-EU-Q, commonly 
used instruments include the Test of Functional Health 
Literacy in Adults and The Newest Vital Sign.

DETERMINANTS OF PARENTAL HEALTH 
LITERACY 

Among the factors influencing the level of HL and 
e-HL, the most frequently mentioned are personal char-
acteristics and environmental factors [2, 16]. Studies con-
ducted among both healthy and ill populations indicate 
a significant relationship between HL and gender. Typi-
cally, lower HL is observed in males than in females. Mar-
ried people have higher levels of HL. The age of the re-
spondents is also relevant [17]. Results of the studies 
indicate that HL levels decrease with age, which may be 
related to cognitive impairment [2].

Additionally, older individuals demonstrate lower 
levels of e-HL measured using the eHealth literacy scale 
and less frequently perceive health resources available on 
the Internet as useful [11].

Determinants of HL also include socio-economic con-
ditions and the level of education. Lower HL is observed 
in people with lower levels of education, who have lower 
income, and face difficult living conditions [17]. Among 
the psychological determinants of HL, self-efficacy, mo-
tivation for treatment, and cognitive functions, including 
verbal memory and cognitive processing speed, are high-
lighted [2]. The significance of self-efficacy as a predictor 
of HL in parents of children with epilepsy was demon-
strated by Tschamper et al. The authors found that HL in 
this group depends on age and education, with parents 
over 35 years old and with higher education exhibiting 
higher HL levels [18].

Similarly, a study conducted among parents of children 
with spina bifida showed that parents with higher educa-
tion have higher levels of HL [19]. A positive correlation 
was also observed between income, e‑HL, and HL. Low 
HL levels and poorer adherence to medical recommenda-
tions were observed in low-income families [20, 21].

The  same factors determine the HL of parents 
of healthy children as among caregivers of sick children, 
including age, education level, and monthly income [3].

Other social determinants should also be considered 
among the factors responsible for an adequate level of HL. 
These include language barriers and difficulties in under-
standing cultural norms [22, 23]. Place of residence or 
origin from the same cultural background in which med-
ical services are received appears to be a significant factor 
associated with higher levels of HL. The family structure 
and personality traits of parents (extraversion, agreeable-
ness, conscientiousness, neuroticism, and openness) were 
also factors influencing HL in full families, and educa-
tion level was found to be significant. On the other hand, 
monthly income, agreeableness, and openness were rec-
ognised as factors influencing HL in single-parent fam-
ilies. The research was conducted in a group of 1407 pa-
rents, and the Big Five Inventory-10 was used to measure 
personality traits [16]. It is important to note that parents’ 
HL can be developed through education, access to appro-
priate sources of information, and social support.

IMPACT OF PARENTAL HEALTH LITERACY  
AND E-HEALTH LITERACY

A 2009 survey of 6100 parents in the United States 
found that almost one-third (28.7%) of respondents had 
inadequate levels of HL. In addition, 46.4% of them had 
difficulties with the correct dosage of prescribed medi-
cations [24]. The results of studies carried out in Europe 
also indicate an insufficient level of parental HL. For ex-
ample, as many as 45.8% of parents of school-age children 
in Germany had inadequate HL [3].

A survey of parents of patients treated in paediatric 
clinics showed that most guardians were keen to use on-
line sources and new technologies to obtain information. 
Still, their level of HL was low, and 25% of parents sur-
veyed had insufficient health skills [25]. These data align 
with reports on the state of HL among the European adult 
population [17].

The co-occurrence of adverse health consequences 
and low HL levels has also been confirmed in the Pol-
ish population. A study conducted in 2020 demonstrated 
that 35% of Polish adults show limited HL [26]. Parents’ 
HL level should be considered during the medical care 
provided to children. It influences the caregiving ap-
proach for a healthy child as well as in situations when 
the child becomes ill [4]. Greater parental HL may con-
tribute to improving the quality of life of the sick child 
and the whole family [27]. The relevance of parental HL 
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to a child’s health has been studied concerning many 
conditions, including bronchial asthma, chronic kidney 
disease, diabetes, epilepsy, spina bifida, obesity, sickle cell 
anaemia, and neoplastic diseases.

The impact of parental knowledge  
and behaviours on enhancing 
children’s health

Parents’ HLs are related to their knowledge of their 
child’s illness, the adequate use of medical prescriptions, 
and the outcome of their children’s treatment. Limited 
parental knowledge of the disease can lead to errors in 
managing chronic conditions [4]. Harrington and De 
Walt showed that parents of children with bronchial 
asthma who have limited HL have less knowledge of their 
child’s disease and a limited range of ways to manage their 
child’s symptoms. Research conducted by Krishnan et al. 
indicated that low levels of parental HL were associated 
with poor control of asthma symptoms in children [28]. 
Inadequate HL is associated with a more severe course 
of the disease and the child frequently missing school 
activities [29, 30]. Also, among children with nephrotic 
syndrome, there is a greater likelihood of relapse when 
parents have low levels of HL [31]. Al-Abdulrazzaq et al. 
found that parents who had inadequate levels of HL dis-
played diminished knowledge in sufficient control of gly-
caemia in a child diagnosed with type 1 diabetes [32]. 
Furthermore, parents with limited health knowledge may 
find it difficult to help their children adhere to complex 
diabetes treatment [33]. Finally, empirical evidence indi-
cates that parents with adequate basic reading, writing, 
and numeracy skills manifest heightened proficiency in 
monitoring glycaemic levels in their children with type 1 
diabetes [34].

Parents’ HLs are also important for the effectiveness 
of the child’s epilepsy treatment. Reduced HL levels in 
parents of children aged 1-12 years were associated with 
more frequent skipping of medication doses and the in-
creased incidence of seizures [21]. A study conducted 
among parents of children with glaucoma also demon-
strated a correlation between their low HL levels and 
non-compliance with recommendations on the frequen-
cy of use of eye drops for their child [35]. There is also 
convincing evidence that limited health knowledge and 
insufficient skills to use it in practice determine inconsis-
tent treatment of obesity in children [36].

Parents with higher HL are more capable of con-
trolling potential risks to their child’s health and are 
quicker to identify alarming symptoms, such as aller-
gic reactions. A study among parents of children with 
allergies showed that the mother’s HL level positively 
correlates with a lower frequency of allergic reactions in 
the child [37]. Parents’ HL is associated with their abilities 
to recognise symptoms, take action during exacerbations 
of their child’s illness, and ensure diligent adherence to 

medical recommendations [38]. Parents’ HL is related to 
their knowledge of how to recognise symptoms and their 
ability to take action when their child’s condition wors-
ens, and allows them to reliably follow medical advice. 
Adequate levels of parents’ HL also contribute to their 
greater self-efficacy in monitoring their child’s condi-
tion, administering medication, and following therapy. 
A survey of caregivers of children with sickle cell anae-
mia found an association between HL and the ability to 
provide adequate care and knowledge of the disease [6]. 
A higher level of HL among parents of children with 
ADHD was significantly associated with the ability to in-
terpret symptoms accurately, describe them correctly, and 
understand the course of the disease [39].

An association of HL with the cessation of chronic 
disease progression was also found. A study on parents 
of children with kidney disease showed a 30% reduction 
in disease progression in children whose parents had high 
levels of HL [40]. According to Dore-Stites et al., a higher 
likelihood of liver transplant acceptance was observed in 
children of parents with higher HL. Such parents com-
municated efficiently with medical staff, which enabled 
more effective implementation of recommendations and 
reduced the number of hospitalisations of children [41].

The level of HL of parents of hospitalised children is 
particularly crucial. A study conducted in 2018–2019 de- 
monstrated that language barriers and low HL can sig-
nificantly impede the communication process between 
parents and physicians, leading to poorer adherence to 
post-hospitalisation recommendations [42]. A study by 
Gallant et al. showed that both psychological factors, e.g. 
the parents’ anxiety and stress levels, and their HL should 
be taken into account when informing caregivers about 
their child’s further management at the time of discharge 
from hospital [43].

USE OF THE HEALTHCARE SYSTEM

An inadequate level of parental HL is associated with 
increased healthcare costs [44]. Children with chronic ill-
nesses whose parents have limited HL are more frequent-
ly hospitalised during the illness and are more likely to be 
admitted to emergency departments. According to Mor-
rison et al., inadequate levels of parental HL and, as a re-
sult, parents’ inability to adequately interpret their child’s 
symptoms co-occur with unwarranted use of emergency 
departments [5].

Also, Brigham et al. pointed out that unnecessary visits 
to emergency departments may be related to inadequate 
levels of parental health knowledge. According to these 
authors, interventions that improve the level of HL can 
positively influence the rational use of health services [45]. 

Parental health awareness implies the ability to use 
the health care system efficiently. Written treatment plan 
guidelines given to parents have been shown to be use-
less if the parents do not have the competence to apply 
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them in practice. This can lead to erroneous decisions 
concerning the child’s health [45]. Some authors suggest 
that the unjustified use of health services by parents with 
limited HL is due to a sense of helplessness and doubt in 
their own ability to care for their child [45, 46].

A  long-term condition increases the  likelihood 
of needing to use the emergency department when 
symptoms deteriorate. A study by Carden et al. found 
a statistically significant association between low HL 
levels of parents of children with sickle cell anaemia 
and the frequency of emergency department visits, and 
the frequency of hospitalisation [47]. Increased likelihood 
of hospitalisation has also been observed among children 
with bronchial asthma whose parents have limited HL. 
Additionally, in this group, more frequent use of emer-
gency departments and less frequent routine office visits 
have been noted [30, 48]. Some medical terminology and 
information can be difficult for people without medical 
experience to understand. The level of parents’ HL is 
known to affect the quality of communication between 
caregiver and physician [49].

HEALTH-PROMOTING BEHAVIOUR

Parental HL plays an important role in promoting 
health and preventing disease in the child and subse-
quently influences the child’s health status. Increased pa-
rental HL impacts various aspects of a child’s wellbeing, 
including nutrition, physical activity, and oral health [3]. 
Stress management skills and HL are essential factors 
supporting proper dietary practices [50]. Insufficient HL 
is associated with a greater risk of childhood overweight 
[36]. It has also been observed that a mother’s knowledge 
of oral health care influences the regularity of dental visits 
and the application of appropriate preventive measures. 
This helps prevent dental caries and other oral health 
conditions in children [51]. Caregivers’ HL levels are also 
associated with a child’s sleep quality. A study conducted 
in a group of parents of 3–6-year-old children revealed 
that a higher level of HL is linked to better sleep quality 
in preschool-aged children [52]. It has also been demon-
strated that caregivers’ HL levels are significantly relat-
ed to knowledge and ability to take emergency action in 
health or life-threatening situations [4, 53].

RELATIONSHIPS BETWEEN PARENTAL HEALTH 
LITERACY AND STRESS AND ANXIETY

The nature of the interrelationship between experi-
enced stress and anxiety and HL is not yet sufficiently 
understood. The available research findings indicate that 
parents’ HL level is important for the severity of stress 
and perceived anxiety concerning caring for a sick child.

A higher level of knowledge about the child’s illness 
and an adequate understanding of treatment recommen-
dations and procedures may help to eliminate unneces-

sary anxiety. Gomes et al. showed that parents’ limited 
HL was related to their perceived anxiety about the use 
of corticosteroid medications necessary for therapy in 
a child with atopic dermatitis [54].

Fong et al. showed that inadequate parental HL in 
relation to neonatal care correlated with increased levels 
of perceived stress and challenges in implementing medi-
cal recommendations [55]. The relationship between anx-
iety and HL was also analysed among parents of children 
hospitalised in surgical wards. In the study group, almost 
half of the respondents had insufficient HL, and 79.8% 
experienced anxiety [56]. It appeared that parents with 
limited HL declared higher levels of anxiety and a greater 
need for information.

Higher HL helps avoid being misinformed and in-
creases self-efficacy, which can contribute to reducing 
perceived stress and expanding the strategy of coping 
methods. According to analyses by Shone et al., par-
ents with adequate levels of HL have higher self-efficacy, 
which minimises the degree of worry about their child’s 
health and improves their quality of life [57]. Knowing 
how to respond during a health emergency can increase 
parental confidence and reduce the stress of unforeseen 
events. Caregivers with a higher sense of empowerment 
and self-esteem regarding their child’s care feel less anx-
ious about their child’s health and can control their child’s 
symptoms properly [46].

The mentioned factors also influence the level of HL. 
This illustrates the complexity of issues related to caregiv-
ers’ experienced anxiety and stress in relation to HL and 
e-HL, which requires further research [11]. On the one 
hand, adequate HL may contribute to a reduction in expe-
rienced stress and anxiety; on the other hand, the psycho-
logical burden of caring for a child may itself modify HL 
levels. Parents under the influence of experienced stress 
may find it difficult to make adequate health decisions, 
be more prone to make mistakes, and be more likely to 
succumb to cognitive distortions more quickly. Analyses 
among parents of children diagnosed with retinal cancer 
showed that almost 60% experienced moderate anxiety. 
This condition resulted in feelings of helplessness and 
a low sense of self-efficacy. Parents with higher HL levels 
are more aware of coping strategies for stress. Research 
has shown that to influence the improvement of parents’ 
HL, attention should also be paid to their psychological 
wellbeing [58].

CONCLUSIONS

The level of parents’ HL is important for the knowl-
edge of the child’s illness and the effectiveness of its 
treatment, but also for the health promotion measures 
taken. Research conducted to date indicates that limited 
HL of parents is a leading cause of poorer effectiveness 
of treatment of chronic diseases in children. Parental in-
volvement in the child’s treatment process and greater 
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satisfaction with the parent-physician relationship are 
possible if parents have adequate HL. It seems parents’ 
HL also determines their overall satisfaction with pae-
diatric care. Nurturing the development of parents’ HL 
should be an important goal of activities that are crucial 
for the management of children with chronic diseases.
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