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How do we live with chronic disease? A rights-based approach 
promoting the wellbeing of children with chronic disease

Como é que vivemos com doenças crônicas? Uma abordagem baseada 
em direitos para promover o bem-estar de crianças com doenças 
crônicas

Resumo  Este artigo foca-se nas experiências de 
vida de crianças com doenças crônica, cuja in-
visibilidade envolve desafios particulares no que 
respeita à sua relação com profissionais, em im-
portantes contextos de vida, como sejam a família, 
a escola e o hospital. Este estudo inclui duas fases 
complementares: i) Fase 1, composta por 15 en-
trevistas com pais, profissionais de educação e de 
saúde, e dois grupos de discussão focalizada com 
crianças e com crianças e suas mães; e ii) Fase 2, 
a qual inclui questionários autoadministrados a 
pais (n = 152) e a crianças com doença crônica 
(n = 176). Baseado numa metodologia mista, este 
estudo combina métodos qualitativos e quanti-
tativos, assumindo que abordagens plurais per-
mitem um conhecimento mais aprofundado das 
condições de vida das crianças com doença crônica 
e suas famílias. Os resultados reforçam a reprodu-
ção de estereótipos sociais e a tendência para en-
fatizar a capacidade individual para resolver pro-
blemas, a qual parece estar ainda circunscrita à 
esfera das pessoas com doença crônica. Para além 
disso, este artigo revela o papel central que os con-
textos inclusivos têm no bem-estar das crianças.
Palavras-chave  Doença crônica, Crianças, Bem
-estar, Empoderamento, Contextos de vida

Abstract  This paper focuses on the life experi-
ences of children with chronic disease, a group 
whose invisibility involves particular challenges in 
their relationship with professionals in important 
life contexts, such as family, school and hospital. 
The study includes two complementary phases: 
i) Phase 1, composed of 15 interviews with par-
ents, education and health professionals and two 
focus group discussions with children, and chil-
dren and their mothers; and ii) Phase 2, which 
included self-report questionnaires administered 
to parents (n = 152) and children with chronic 
disease (n = 176). Based on a mixed methodology, 
this study combines quantitative and qualitative 
methods assuming that plural approaches allow 
for a deeper understanding of the life conditions 
of children with chronic disease and their fami-
lies. The results reinforce the reproduction of so-
cial stereotypes and the tendency to focus on the 
individual ability to solve problems, which still 
remain to be circumscribed to the people’s chron-
ic disease sphere. Moreover, this paper reveals the 
central role that inclusive contexts have on chil-
dren’s wellbeing.
Key words  Chronic disease, Children, Wellbeing, 
Empowerment, Life contexts

Sofia Castanheira Pais (https://orcid.org/0000-0003-2841-9922) 1 

Isabel Menezes (https://orcid.org/0000-0001-9063-3773) 1

DOI: 10.1590/1413-812320182410.17932019

1 Centre for Research and 
Intervention in Education, 
Faculty of Psychology 
and Education Sciences, 
University of Porto. R. 
Alfredo Allen. 4200-135  
Porto  Portugal. 
sofiapais@fpce.up.pt

A
R

t
ig

o
   A

R
t

ic
le



3664
Pa

is
 S

C
, M

en
ez

es
 I

introduction

This paper aims to address chronic disease expe-
riences regarding their implications on children 
and family lives. Chronic illness is defined as “a 
disease of long duration and generally slow pro-
gression”1; its impacts are long-lasting and reflect 
not only on the individual but also on his/her so-
cial and familiar networks2,3. Given that length is 
one of the nuclear features of chronic illness – “a 
condition that lasts more than three months in 
a year or requiring a hospital stay for more than 
a month”4– it is not surprising that there is a 
consensus regarding three aspects: a) it involves 
adjustments in many fields of life; b) it builds 
up over time, requiring additional corrections 
associated with its development; and c) it is char-
acterised by the heterogeneity in individual de-
velopment combined with the singularity in the 
way in which each person fits into it5. Therefore, 
adaptation processes in chronic disease are not 
only continuous and durable, but also related to 
the different contexts in which individuals oper-
ate and move6,7, considering the specific charac-
teristics inherent in the chronic disease. 

The current list of Non-communicable dis-
eases (NCD), also known as chronic diseases, 
includes “congenital conditions (eg, Down’s 
syndrome and neural tube defects), degenera-
tive conditions (prostatic hypertrophy, cataracts, 
and hearing loss), musculoskeletal problems 
(back pain, arthritis, gout), genitourinary con-
ditions (infertility and kidney stones), mental 
health problems (depression, schizophrenia), and 
the ‘big four’ — cardiovascular disease, cancer, 
chronic respiratory disease, and type 2 diabetes”8. 
If, on one hand, there is a significate “variation in 
the diseases that are included under the umbrella 
term ‘chronic disease’ [, on the other hand, this] 
variation in the time a disease must be present for 
something to be referred to as chronic” might also 
be considered9. Based on Cohen and colleagues’ 
framework, chronic conditions of childhood 
should consider four main domains: needs (eg. 
medical care, specialized therapy, and educational 
needs); chronic conditions (meaning the existence 
of chronic clinical conditions); functional limita-
tions (meaning the interference of the disease in 
terms of function, performance and participa-
tion in daily activities); and health care use (eg. 
hospitalization, surgeries)10. The combination of 
specific aspects of each of these domains includes 
the collective features of what these authors10 call 
Children with Medical Complexity (CMC). Con-
sidering that, both the severity and the invisibility 
of the diseases were defined as selection criteria to 

constitute the sample, meaning that diseases with 
moderated severity and that could not be imme-
diately identified were incorporated in this study. 
Thus, only children older than 12 with asthma, 
arthritis, diabetes, epilepsy, heart and respiratory 
disease were included.

Literature shows that children with chronic 
diseases have to cope with developmental tasks 
and everyday stressors11-13. Moreover, “the type, 
consistency, and severity of functional limitations 
[imposed by the disease may also] vary over the 
life of the child in the context of environmental 
and personal factors” interfering determinately 
in his/her daily activities10. In this sense, despite 
the variability of impacts within the different dis-
eases, chronic conditions in childhood can affect 
physical appearance and growth, resulting in re-
duced activity, pain, the need for regular therapy 
and sometimes unpleasant procedures, as well 
as the risk of social rejection and possible loss 
of schooling12,14. In fact, children suffering from 
chronic diseases tend to experience the effects of 
lost class time regarding their academic and so-
cial functioning, which poses a special concern 
for educators15. This frequently interferes with 
the child’s psychosocial development16. Thus, 
some studies underlie the relationship between 
the risks for the child development and lower 
socio-economic groups of children, since they 
might be more vulnerable to the persistency of 
psychological maladaptation into adulthood17,18. 
Indeed, the number and proportion of children 
with disabling chronic conditions is unavoidably 
related to economic, social and cultural factors19. 
At this point, the increment of “quality chron-
ic-illness care increasingly emphasizes social fac-
tors that can improve patient outcomes across 
most illness conditions”20.

In this sense, considering that the experience 
of living with a chronic disease may, in some in-
stances severely, interfere in the development 
of children12,21 but also of their social network, 
the discussion on the manifestations and effects 
caused by this chronic condition must involve 
others in the promotion of wellbeing and em-
powerment of people with chronic disease22,23. So, 
this paper assumes the need to balance the sub-
jective dimension and the contextual factors us-
ing Bronfenbrenner’s24 ecological perspective. In 
fact, family, school, hospital and other socialising 
contexts gain the utmost importance in the ev-
eryday life of children beyond conventional chal-
lenges25. Thus, the inseparability of contexts af-
fects the experience of individuals and conditions 
the (improvement of) quality of life2,24,26. Ecolog-
ical and clinical collaboration (between patient/
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family and professionals) seems, therefore, to be 
a very relevant dimension in promoting people’s 
health and wellbeing. Moreover, beyond clinical 
work, “even the most severe symptoms are [and 
might be] a family’s best strategy for stability with 
their available resources”11.

Despite the variety of ways families find to 
manage this process, disease rhythms are con-
ditioned by numerous variables, including per-
sonal resources, the specificity of the disease and 
the treatments, the quality of relationships with 
professionals, and so on11,27. Difficulties such as 
dealing with unpredictability over a long peri-
od of time or maintaining an identity that does 
not fully encompass the disease nor is complete-
ly consumed by it are experienced by parents of 
children with chronic disease26,28. Moreover, since 
their main goal is the promotion of welfare condi-
tions to their children, experiencing multiple roles 
becomes a frequent activity. Being caretakers in 
many senses, they act in several contexts and ne-
gotiate with different professionals whose practic-
es might contribute to their children’s wellbeing27.

Assuming the barriers imposed by health con-
ditions, there are other constraints with strong 
impact on people with chronic illness. Once the 
importance of reconfiguring health and health 
policy becomes recognised, it is indeed necessary 
to contextualise in social and political terms the 
experience of living with a chronic disease. This 
implies a shift towards rights rather than needs in 
people’s experiences29, recognising children with 
chronic disease and their families first and fore-
most as citizens who are able to intervene and 
to participate in the decisions that affect their 
lives30. Nevertheless, admitting that traditionally 
paternalistic models still prevail in the discussion 
of chronic disease31, we consider that the concept 
of empowerment is central in this debate, “since 
it involves the recognition of cultural practices, 
social and political citizenship that are experi-
enced by different groups of people in different 
national contexts”32. Thus, empowerment is the 
process by which individuals, organisations and 
communities gain control over their lives and en-
sure democratic participation in the life of their 
communities33,34. Furthermore, the definition of 
empowerment by Zimmerman35 relates clearly to 
the analysis of the concept at an individual level. 
However, it does not make sense to circumscribe 
people with chronic disease to a domain that 
tends to be viewed individually and closed33. 

So, this paper focuses on the implications of 
having chronic diseases in children’s and their 
families’ daily activities assuming a rights-based 
approach. Wellbeing is a central variable for the 

analysis of these children’s and their parents’ life 
experiences. Contexts such as family, school and 
hospital are analysed, considering their effects on 
people’s empowerment and wellbeing promotion.

Methods

The research design is based on methodological 
hybridism, admitting that plural approaches al-
low a deeper understanding36,37 of these children’s 
and their families’ life conditions. Data were col-
lected in Portugal using mixed methods in two 
complementary phases, considering that this 
might result in a broader and more legitimate 
knowledge38. 

Phase 1 involved a qualitative process and 
focused on the analysis of chronic disease expe-
riences in family, school and hospital settings, 
considering children’s difficulties and strategies 
in these nuclear life contexts. This phase was 
composed of i) 5 interviews with parents (four 
mothers and one father), and ii) two focus group 
discussions with children (three participants), 
their mothers (three children and their mothers, 
so six participants). All parents lived in the North 
of the country and their children, aged between 
8 and 12, have chronic diseases, such as diabe-
tes, arthritis and asthma. The sample was defined 
for convenience, ensuring that only families and 
children with these chronic conditions would be 
included. The interviews were conducted at their 
homes or locations that were convenient for both 
the participants and the researcher, such as the 
workplace (after office hours) or the researcher’s 
higher education institution. The focus group 
discussions with children and with children and 
their mothers took place at the house of one of 
the mothers of the children’s group, once the par-
ticipants were well-known to each other. 

During phase 1 it was important to listen 
children with chronic diseases talking about their 
own experiences, recognising that they can be 
involved in the research processes39. Focus group 
discussions were very important in this process 
since they allowed access to a shared knowledge 
among group members in what concerns their 
perspectives of chronic disease and citizenship 
issues. Children’s participation in focus group 
discussions was authorised by their parents and 
the conditions of confidentiality and anonymity 
were assured. 

Data analysis for the qualitative phase was 
based on content analysis. This “set of meth-
odological tools, increasingly subtle, constantly 
improving, that apply to extremely diverse ‘dis-
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courses’”40 seemed to be an adequate technique 
to put into perspective so many different visions 
among chronic disease experiences. In this paper, 
we will present an overview of the main results of 
phase 1, emphasising both difficulties and strate-
gies in family, school and hospital contexts. 

Phase 2 focused on exploring relevant mod-
els and predictors of wellbeing of children with 
chronic disease using self-report questionnaires 
administered to parents (n = 152) and children 
(older than 12, in order to be able to answer the 
questionnaire autonomously) (n = 176). The two 
versions of the instrument included scales on 
autonomy, wellbeing, satisfaction with life con-
texts (hospital, school), school integration and 
empowerment. The completion of the question-
naire took approximately 20 minutes and it usu-
ally happened before the medical appointment. 
Despite the fact that questionnaires were self-ad-
ministrated, authors of this paper were always 
present to introduce the questionnaire and clarify 
possible questions. Almost all questionnaires were 
administered in hospitals but, to a lesser degree, 
also through support associations. The sample of 
chronic diseases included asthma, arthritis, dia-
betes, epilepsy, heart and respiratory disease and 
only children older than 12 with these chronic 
conditions were included in the study. Despite 
recognising the existence of several other chron-
ic diseases, such as Cerebral Palsy, with intensive 
care needs that are not easily met by various pro-
fessionals, authors defined the sample considering 
two criteria. On one hand, the severity of the dis-
eases had to be moderate and, on the other hand, 
the diseases could not be immediately identified, 
meaning that invisibility was an important char-
acteristic of all the diseases included in the sample. 
This study was approved by Ethics Committee of 
the hospitals involved in the research process and 
a file number was generated and attached to such 
proceedings. All participants (including adults 
and children) agreed to take part in the study and 
gave their written informed consent. 

Data analysis was performed using the Statis-
tical Package for the Social Sciences (SPSS), ver-
sion 18, and the Analysis of Moment Structures 
(AMOS) software. Confirmatory factor analysis 
was conducted in order to test the dimensionality 
of the questionnaire and the adjustment of the 
data to the theoretical models both for the par-
ents and the children’s versions41; in both cases 
results showed an adequate fit and reliability of 
the measures. The scales included the following 
scales and dimensions as shown in Table 1.

In this paper, results of both phase 1 and 2 fo-
cus on the chronic disease experience regarding 

children’s and parents’ main challenges among 
life contexts and professionals. The wellbeing of 
children with chronic disease is the major vari-
able analysed in this study. Regarding the impor-
tance of individual variables as predictors of the 
children’s wellbeing in this study, linear regres-
sion includes satisfaction with life contexts, the 
origin of the disease, the existence of experiences 
of discrimination and empowerment variables. 

Results

Phase 1. the experience of chronic disease 
regarding the main life contexts

Living with a chronic disease includes un-
avoidably a multiplicity of contexts and challeng-
es. Qualitative data reveal that the wellbeing of 
children with chronic disease and their families 
are conditioned by the quality of those contexts’ 
experiences. In this sense, all parents referred 
in their interviews several adaptations that they 
experienced regarding their child’s health con-
ditions. The sample of children of this study is 
characterised by none having congenital diseases. 
As mother A said:

At the beginning it was very difficult to manage 
all the family rhythms. I have two more children 
and taking into account the medication, food speci-
ficities and so on was a hard task. But after a while, 
it became a natural routine. 

Besides, the relationship between the exis-
tence of a visible chronic condition and having 
an equal treatment regarding those who do not 
have any chronic disease has been shared by 
some more parents. In this sense, the recognition 
of special needs seems to be, in some way, cam-
ouflaged. And it might happen due to the preva-
lence of social stereotypes, as Father C explained:

I am absolutely convinced that, if my son [with 
diabetes] had a visible chronic condition, he would 
be an easy target. And I mean: discrimination atti-
tudes from people around him.

The idea of “not being different” from the oth-
ers, meaning the inexistence of a visible chronic 
condition, seems to work in a double sense for 
parents. If, on the one hand, it might be a way 
of avoiding exclusion and marginalisation atti-
tudes, on the other hand, it does not allow for a 
right approach. Thus, the adjustments to the new 
“family member” have been felt by most families 
in social, economic and physical domains, as well 
as in different life contexts.

In the school setting, qualitative data reveal 
that this context might be one in which children 
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have both successful and disastrous experiences. 
In fact, if, on the one hand, school is for all, on 
the other hand, it seems to exclude some when 
it promotes generalised practices. Therefore, the 
difficulties reported by both children and their 
parents were based on inadequacy and discrimi-
nation episodes regarding their health condition. 
Sometimes, children with chronic disease are not 
allowed to get involved in the same tasks as their 
peers, while in other situations they have to do 
exactly the same that the others do. Neverthe-
less, the main question is that there are situations 
in which children with chronic disease feel that 
their teachers do not know how to act:

I believe that my teacher finds difficulties in 
managing activities with me, since she seems to 
have mixed feelings when she asks me to do things. 
This already happened when she didn’t allow me to 
do simple things and when, in contrast, she thought 
that I should perform like my colleagues. (Children 
A).

Nevertheless, there is also a considerable 
number of arguments reinforcing the importance 
of school in these children’s life. This emerged in 
their discourse:

I like school, I don’t like studying or doing tests, 
but I like school. (Child B)

In school I have my friends and I play with 
them. It is great! (Child C)

At the same time, parents admit that their 
children have been lucky because their teachers 
seemed to be rigorously selected:

When her teacher knew she had arthritis she 
did a lecture to explain her colleagues what the dis-
ease is about. (Mother D)

She is wonderful. There are other teachers who 
are not sensitive or even interested in our problems, 
but it is not the case of this lady. I knew her before, 
since she was my oldest son’ teacher, and I already 
know she is special. We feel lucky. (Mother B)

From another point of view, the hospital 
context also suggests ambivalent experiences. If, 

table 1. Scales and items.

Wellbeing adapted from 
the European Social 
Survey [46] scales, with 
two dimensions

Parents [χ2(40) = 76.478, 
p < .000; CFI = 0.957; 
RMSEA = 0.056]

Children [χ243) = 65.54, 
p < .015; CFI = 0.95; 
RMSEA = 0.053]

Social wellbeing
I feel that people respect my child’ disease

I feel that people respect my disease

Personal wellbeing 
I feel that I am free to decide for myself how to live my 
life and conduct my child’ health

I feel I am free to decide for myself how to live my life 
and conduct my health

School integration 
adapted from CIF, 
Simmeonson, 2006

Children [χ2(8) = 9.840, 
p < .276; CFI = .994; 
RMSEA = 0.035]

I was always involved in school activities with peers and 
teachers
I have always been able to do activities in order to 
maintain my participation in school

Satisfaction with life 
contexts adapted from 
WHOQOL-BREF, OMS, 
2004 and the Quality 
of Life Index of Ferrans 
and Powers, 1984 

Parents [ χ2(5) = 2.32, 
p < .803; CFI = 1.000; 
RMSEA = 0.000]

Children [χ2(9) = 18.93, 
p < .026; CFI = 0.97; 
RMSEA = 0.077]

I’m satisfied with access to health care

The hospital appointments are scheduled for times when 
I do not have classes or tests

empowerment, a scale 
constructed for this 
study [47], including 
three dimensions

Parents [χ2(109) = 
236.728, p < .000; CFI = 
0.908; RMSEA = 0.064]

Children [χ2(32) = 48.88, 
p < .029; CFI = 0.94; 
RMSEA = 0.053]

interactional empowerment 
Health policies have better results if people with a chronic 
illness are involved in them

Self-centred behavioural empowerment 
I can choose another health professional to follow my 
child’ health

Hetero-centred behavioural empowerment 
I helped other people overcome problematic situations 
related to their disease
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on the one hand, it seems to be a hostile place 
“where we see the suffering of others and par-
ticularly our children’s pain” (Mother B), on the 
other hand, it “looks like a second home” (Moth-
er D). So, in parents’ description of the hospital 
context the following idea emerges:

Even though we don’t like to be in the hospital, 
my daughter and I are sure that it is where we will 
find a solution to our problems. Hospital can take 
my child’s pain away. (Mother E)

Sometimes we feel it is too much but hospital 
staff doesn’t let us quit. It is almost the place where 
we belong. (Mother B)

In fact, the focus group discussions also re-
veal how important the hospital is in promoting 
children’s self-confidence and wellbeing. Health 
professionals are quite essential in ensuring these 
two dimensions, as well as in making the differ-
ence in how families learn to cope with their chil-
dren at home.

For me, my doctor is almost my best friend. I 
tell him everything about my diabetes and I even 
do some tricks. (Child B)

On the whole, the discourse of both children 
and parents reveal that the relationship with 
health and education professionals is important 
in the life experience with chronic disease.

Phase 2. Relevant models and predictors 
regarding the wellbeing of children with 
chronic disease

In order to understand which variables con-
tribute most heavily to predicting the wellbeing 
of children with chronic disease, a linear regres-
sion was performed. In this analysis, beyond 
children’s perceptions, their parents’ perceptions 
were also included, since the way parents deal 
with their children’s disease can be an import-
ant predictor of their children’s wellbeing. The 

predictors were introduced in blocks, namely: 
1) age and sex; 2) experiences of discrimina-
tion and origin of the disease (congenital or ac-
quired); 3) satisfaction with health status, school 
integration, self-centred behavioural empower-
ment, interactional empowerment, hetero-cen-
tred behavioural empowerment and satisfaction 
with life contexts; 4) variables related to parents, 
namely social and personal wellbeing, satisfac-
tion with contexts, and self-centred behavioural 
empowerment, hetero-centred behavioural em-
powerment and interactional empowerment.

First of all, 116 (76%) from the total number 
of parents’ respondents were female and the ma-
jority of women was married (79.9%). The sam-
ple of children in this study included 95 (54%) 
girls and 81 (46%) boys and the mean age was 
15.53 (with a standard deviation of 2.921). The 
majority of children were students (95.4%). As 
can be seen in Table 2, the value of R2 corre-
sponds to 0.469, which allows concluding that 
all these variables explain, in a substantial way, 
the wellbeing of the children. If the experiences 
of discrimination and the origin of the disease – 
congenital or acquired – seem to be relevant, it 
is, in fact, the introduction of satisfaction with 
health status, integration into school, self-cen-
tred behavioural empowerment, interactional 
empowerment, hetero-centred behavioural em-
powerment and satisfaction with the contexts of 
life that denotes a significant increase in the value 
of the explained variance. With less evidence, the 
variables related to the parents also contribute to 
increasing the explained variance.

Considering Table 3, given the role of indi-
vidual variables as predictors of the children’s 
wellbeing in this study, it is essentially satisfaction 
with life contexts that predict more significantly 
both children’s and parents’ wellbeing. Table 3 
also reveals that the origin of the disease seems 

table 2. Results (Summary Model).

Model R
R 

Square
Adjusted 
R. Square

Std. error of 
the estimastes

change Statistics

R change F change df1 df2 Sig. F change

1 ,192a ,037 ,019 ,58689 ,037 2,094 2 109 ,128

2 ,361b ,130 ,098 ,56294 ,093 5,737 2 107 ,004

3 ,654c ,428 ,371 ,46991 ,298 8,760 6 101 ,000

4 ,685d ,469 ,380 ,46667 ,041 1,234 6 95 ,296
a. Predictors: (Constant), Age, Gender. b. Predictors: (Constant), Age, Gender, Discrimination, Origin of the disease. c. Predictors: 
(Constant), Age, Gender, Discrimination, Origin of the disease, Satisfaction with health status, School Integration, Self-behavioural 
Empowerment, Interactional Empowerment, Hetero-behaviour Empowerment, Satisfaction with life contexts. d. Predictors: 
(Constant), Age, Gender, Discrimination, Origin of the disease, Satisfaction with health status, School Integration, Self-behavioural 
Empowerment, Interactional Empowerment, Hetero-behaviour Empowerment, Satisfaction with life contexts, Parents’ 
interactional Empowerment, Parents’ Social Wellbeing, Parents’ self-behavioural Empowerment, Parents’ personal wellbeing, 
Parents’ hetero-behavioural Empowerment, Parents’ satisfaction with life contexts.
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to be related to wellbeing, meaning that the con-
genital origin might contribute to children’s well-
being. This reinforces the idea that the process of 
adaptation inherent in the diagnosis phase, in the 
case of acquired disease, usually involves several 
difficulties for both children and their families. 
The existence of experiences of discrimination 
felt by children with chronic disease also seems 
to be related to their wellbeing. That is, feeling 
integrated, respected, recognised by their peers 

certainly has implications in wellbeing. Inter-
actional empowerment and self-centred be-
havioural empowerment of children in this study 
are also associated with their wellbeing. In other 
words, opportunities for participation and access 
in many dimensions, as well as effective inter-
vention for better living and health conditions, 
also contribute to the wellbeing of children with 
chronic conditions. Finally, parents’ satisfaction 
with life contexts is a significant predictor of the 

table 3. Regression analysis summary.

Model
Unstandardized 

coefficients
Standardized 
coefficients t Sig.

B Std. error Beta

1 (Constant) 4,419 ,353 12,502 ,000

Sex (male) ,039 ,114 ,033 ,341 ,734

Age -,041 ,022 -,182 -1,891 ,061

2 (Constant) 4,524 ,341 13,262 ,000

Sex (male) -,008 ,110 -,007 -,072 ,942

Age -,044 ,021 -,193 -2,062 ,042

Origin of the disease (congenital) ,318 ,159 ,183 2,000 ,048

Experiences of Discrimination -,370 ,128 -,265 -2,901 ,005

3 (Constant) 1,637 ,547 2,992 ,003

Sex (male) -,055 ,096 -,046 -,570 ,570

Age -,038 ,018 -,168 -2,124 ,036

Origin of the disease (congenital) ,181 ,140 ,104 1,291 ,200

Experiences of Discrimination -,223 ,112 -,160 -1,994 ,049

School Integration ,164 ,089 ,161 1,850 ,067

Satisfaction with health status -,007 ,078 -,007 -,086 ,931

Satisfaction with life contexts ,235 ,074 ,285 3,175 ,002

Interactional Empowerment ,170 ,066 ,214 2,587 ,011

Self-centred behavioural Empowerment ,128 ,052 ,201 2,457 ,016

Hetero-centred behavioural Empowerment ,045 ,046 ,081 ,980 ,329

4 (Constant) 1,636 ,659 2,484 ,015

Sex (male) -,065 ,100 -,055 -,650 ,517

Age -,036 ,018 -,158 -1,928 ,057

Origin of the disease (congenital) ,172 ,140 ,099 1,226 ,223

Experiences of Discrimination -,238 ,114 -,170 -2,089 ,039

School Integration ,183 ,090 ,179 2,031 ,045

Satisfaction with health status -,052 ,080 -,053 -,647 ,519

Satisfaction with life contexts ,219 ,075 ,266 2,919 ,004

Interactional Empowerment ,154 ,069 ,194 2,234 ,028

Self-centred behavioural Empowerment ,151 ,055 ,237 2,729 ,008

Hetero-centred behavioural Empowerment ,062 ,049 ,113 1,273 ,206

Parents’ Social Wellbeing ,020 ,073 ,025 ,276 ,783

Parents’ Personal Wellbeing -,120 ,080 -,136 -1,505 ,136

Parents’ Satisfaction with life contexts  ,188 ,088 ,199 2,141 ,035

Parents’ self-centred behavioural Empowerment -,066 ,047 -,124 -1,415 ,160

Parents’ hetero-centred behavioural Empowerment ,009 ,060 ,014 ,152 ,880

Parents’ Interactional Empowerment -,046 ,059 -,069 -,784 ,435
a. Dependent Variable: Children’s wellbeing.
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wellbeing of their children with chronic disease. 
Thus, the parents’ relationship with profession-
als from important contexts, such as those where 
their children move in their daily life activities, 
seems to have a positive impact on the promo-
tion of wellbeing.

Discussion 

In general, results from both phases reveal that 
children with chronic diseases, as well as their 
families, are resilient in what concerns the dif-
ficulties they face in their daily lives. As phase 
1 reveals, although the diversity of experiences 
regarding problematic situations that both chil-
dren and families have to solve, their discourse 
seems to express gratitude and appeasement. In 
line with previous studies29,42, this relates to the 
invisibility of the disease – “Not having an exte-
rior sign (…) apparently facilitates our lives” – 
and the “exception” criteria, and results also from 
personal resources identification and individual 
mobilisation, in particular by parents. Neverthe-
less, it unavoidably highlights two main aspects: 
the reproduction of social stereotypes and the 
evident tendency to focus on individual ability 
to solve problems that still remain to be circum-
scribed to the people’s chronic disease sphere43,44. 
Hence, in phase 1, the existence of a needs per-
spective over a rights perspective becomes clear 
even when parents admit that their children are 
lucky because their teachers seemed to be rigor-
ously selected. So, it reveals that public institu-
tions still focus on the responsibility for ensuring 
the wellbeing of individuals who invariably are in 
vulnerable conditions32,42. Furthermore, having a 
chronic disease or a specific health condition is 
not yet a plural and collective matter23,32, which 
results in a tendency for blaming the victim45. 

The relationship with professionals seems to 
be a nuclear dimension to ensure the wellbeing 
of children with chronic disease. If, on the one 
hand, this study reveals that professionals might 
disseminate a set of inappropriate practices with 
disempowerment effects, on the other hand, 
these professionals are, themselves, reference fig-
ures who are extremely important in the promo-
tion of both children’s and parents’ wellbeing. So, 
while sometimes characterised by misinforma-
tion and/or bureaucracy, it is expected that the 
relationships with professionals would be based 
on trust and empathy, with special importance 
for people with chronic disease experiences46. 

In this sense, both educational and health 
professionals contribute significantly to the pro-

motion of children’s and parents’ wellbeing as 
phase 1 reveals. This study reinforces the idea 
that parents are engaged in multiple tasks aim-
ing to protect their children’s rights. Moreover, 
it highlights the parents’ role as mediators of 
the relationships between several contexts and 
professionals. Furthermore, data from phase 
2 reveal that parents’ satisfaction with life con-
texts is a significant predictor of the wellbeing of 
their children with chronic disease. The results 
also suggest the parents’ role as caretakers, since 
they manage a variety of activities, expectations 
and practices that make the difference on the 
way their children are treated (meaning that it 
is still necessary to make a set of changes in or-
der to guarantee their rights)42,47. On the whole, 
results of this study suggest the importance of a 
perspective beyond the individual38, as well as the 
urgency of a vision of people’s rights rather than 
needs34. Furthermore, this paper reinforces the 
relevance of a political discussion that recognises 
people with chronic disease as citizens32,48 that are 
autonomous to conduct their own lives: they are, 
in fact, active agents in managing their disease.

conclusion

This study focuses on the life experiences of chil-
dren with chronic disease considering their rela-
tionship with professionals. It reveals the impor-
tance of life contexts to promote these children’ 
wellbeing, although it stresses that parents are 
still the main players in ensuring their children’s 
rights. In this line, the relationship with health 
and educational professionals also constitutes for 
both children and parents a relevant aspect, since 
these professionals’ discourses and practices have 
profound impact in their daily experiences.

Admitting that the criteria adopted to select 
the diseases were based on both the severity and 
the invisibility of the diseases, the sample of this 
study constitutes a limitation since it would be 
interesting to explore other chronic conditions’ 
experiences. Likewise, despite having been re-
cently published a chapter in which the involve-
ment of professionals is nuclear to discuss several 
aspects that might contribute or hinder the well-
being of children with chronic disease22, the ab-
sence of their perspective in this paper is a limita-
tion. This means that listening their own voices 
about the implications of chronic disease would 
likely reinforce the idea of a collective effort to 
promote children with chronic disease wellbeing. 

Nevertheless, this study contributes to anal-
yse health and educational professionals’ roles in 
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promoting children with chronic disease wellbe-
ing. Thus, since they should be committed with 
meaningful and intentional strategies of cop-
ing with children, mainly those with particular 
health conditions, thinking on how to improve 
training courses for them should be a priori-
ty. These professionals’ attitudes, especially in 
schools and hospital, are nuclear to the recog-
nition of children’s agency, and that is the rea-
son why it should be of concern. Moreover, the 
maintenance of individualistic and paternalistic 
modes of interaction, through the main life con-
texts (family, school and hospital) might hinder 

the effective inclusion and wellbeing of children 
with chronic disease and their families. 

Recognising that exploring the implications 
of chronic conditions in children’s daily activi-
ties is very important to deeply understand how 
they live we believe that this study is constructive 
in two ways. If, on one hand, it adds to the un-
derlying knowledge on what are these children 
and their families both difficulties and strategies, 
and, on the other hand, it highlights the impor-
tance of bringing this theme to the public sphere, 
claiming for a collective discussion based on 
rights rather than needs.
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