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ABSTRACT

The role of a parent with a disabled child can be highly demanding. There
are few publications concerning parental emotional exhaustion in Latin
America. The present prevalent case-controlled study evaluated the
frequency of emotional exhaustion in 103 parental couples of parents of
children with Down Syndrome (DS); likewise the study explores the rate
of emotionally exhausted and depressed mothers in comparison with the
fathers. This outcome was measured using a modified and validated ver-
sion of the Maslach Burnout Inventory. The results showed a prevalence of
emotional exhaustion of 52.64%. In the matched-pair analysis we found a
higher chance of exhaustion in mothers in comparison with their partners.

Keywords
Trisonomy 21, Emotional Burden, Parents

RESUMEN

El trabajo de un padre con un hijo con discapacidad puede llegar a ser muy
exigente. Existen pocas publicaciones que hacen referencia al agotamiento
emocional de los padres de nifios con discapacidades en América Latina.
El presente estudio de casos y controles prevalentes describe la frecuencia
de agotamiento emocional en 103 parejas de padres de nifios con sindrome
de Down. También describe las diferencias en el agotamiento emocional y
depresién entre padres y madres. Este resultado se midi6 usando una ver-
sién modificada y validada del Maslach Burnout Inventory. Los resultados
mostraron una prevalencia de agotamiento emocional del 52,64%. En el
andlisis apareado encontramos una mayor probabilidad de agotamiento en

las madres en comparacién con sus parejas.
Palabras clave
Trisnomia 21, Sobrecarga emocional, Padres
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Emotional Burden in Parents of
Children with Trisomy 21:

Descriptive Study in a
Colombian Population

The frequency of Down syndrome (DS) in Co-
lombia has been reported between 16.3 and 17.8
per 10,000 live births (Castilla & Orioli, 2004;
Zarante, Franco, Lopez, & Fernindez, 2010), and
the disorder ranks third in frequency among con-
genital malformations nationwide. Children with
this genetic condition have not only a mental
impairment but also other types of disabilities or
malformations (Bull & the Committee on Genet-
ics, 2011). Since the 70s, it has been recognized
that all these patients require close and strict care
by another person, usually a parent (Nurse, 1977;
Ryde-Brandt, 1988). The burden of taking care of
a handicapped child seems to increase with hav-
ing to give up one’s job, the lack of social interac-
tion, and the realization that the child’s condition
won't improve (Abbeduto et al., 2004; Dabrowska
& Pisula, 2010).

Some authors have suggested that motherhood,
regardless the condition of the child, is a major risk
factor for stress due the responsibilities in the care
and education of the children (Akgiin, 2014; Cam-
eron, Dobson, & Day, 1991). A recent meta-analysis
suggested that parenting stress is higher in parents
of children with autism spectrum disorders or DS
than in parents of typically development children
(Hayes & Watson, 2013). Other studies have shown
that the stress levels of mothers of children with DS
are higher than those of mothers of non-disabled
children (Esdaile, 2009; Lenhard, Breitenbach,
Ebert, Schindelhauer-Deutscher, & Henn, 2005).
Quantitative cohort studies and quasi-experiments
in Latin America found that the sensation of tired-
ness and high demand on the parents caused by
taking care of the child with DS did not change
in the time of the follow-up. Another important
finding was the higher prevalence of exhaustion in
mothers than in fathers (Pérez & Bar6, 2008; Van
Der Veek, Kraaij, & Garnefski, 2009). The findings
of a study prublished in 2015 showed that life stress,
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burnout and depression are closly associated and
could share some underling mechanisms (Plieger,
Melchers, Montag, Meermann, & Reuter, 2015).
The depression and the emotional exhaustation
are correlated with the number of life stress events
(Plieger et al., 2015).

According to the description made by Procac-
cini and Kiefaber in 1983, parental burnout is a
condition resulting from untreated chronic ex-
haustion due to the persisting demands of family
needs and the cessationof non-parental activities,
which deplete the energy and motivation of the
parents (Procaccini & Kiefaber, 1983), several
studies have investigated the frequency and sever-
ity of presentation of the syndrome among parents
of children with various pathologies including
diabetes mellitus type-l, irritable bowel syndrome,
and parents of survivors of central nervous system
neoplasms (Lindstréom, Aman, & Norberg, 2011;
Norberg, 2010). Those studies showed an associa-
tion between the parent’s sex and the emotional
exhaustion level. A recent study that compared the
burnout among mothers of children with autism
and mothers of children with hearing impairments,
finding that the global frequency of the syndrome
is 74.78% (the frequency in mothers with autistic
children is 85.74%; mothers with hearing-impaired
children is 63.81%; t: 7.07, p<0.001; Varghese &
Venkatesan, 2013), suggested that the difference in
the impairment of the child could affect the level
of burnout in parents.

The physical exhaustion level in parents of
handicapped children has been related with the
availability of social or professional support net-
works. Consequently, parents with strong social
networks adapt better to their children’s necessities
and experience better family functionality and well-
being (Cuskelly & Gunn, 2006; Lam & Mackenzie,
2002; Molina & Agudelo, 2006).

The aim of this study was to determinate the
rate of developing emotional exhaustion between
mothers of DS children compared to that of their
partner, taking into account the most relevant vari-
ables as sex, age, marital status, household income,
occupational status, job schedule, education level,
child age, child comorbidities, number of caregiv-
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ers, number of siblings, daily time spent with the
child, coping strategies, and presence of depression.

Method
Design

A prevalent case-controlled study matched by fam-
ily and nested in a cross-sectional study was con-
ducted. This design was chosen because it allows
for the estimation of the intra-couple difference,
controlling for confounding variables (e.g., child
comorbidities or household income).

Participants

The participants were parents of DS children who
fulfilled the following criteria: age between 5 and
10 years old and only mild cognitive disability. The
child’s age range was selected because it is expected
that by this period parents have already processed
the grief of having a handicapped child and the
child has had a neuropsychological assessment,
has overcome the serious complications linked to
the chromosomopathy, has not shown significant
changes in his or her development trends, and has
not started puberty. Parents of children with severe
cognitive disability were excluded because of the
much higher burden that this represents to them.
Potential participants were contacted at fifteen
organizations that support families with children
who have cognitive disabilities, and at five schools
for special education in Bogot4, Colombia and in
two other nearby towns between October 2011 and
February 2012. Additionally, to be enrolled, each
parental couple had to meet the following crite-
ria: both parents must agree to participate; both
parents must be biological parents of the child;
and neither parent could have a chronic disease,
be a participant in another study, or take care of
another handicapped person in addition to the
child with DS.

The sample size was estimated using the formula
proposed by Lachin (2008) based on the following
parameters: type-I error of 0.05, type-II error of
0.20, case proportion of 0.45, and OR of 2.0. The
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final sample size was 103 parental couples. We
employed incidental sampling until we reached
the sample size.

Materials and Procedure
Coping strategies

Coping strategies were measure using the “COPE
scale” (Carver, Scheier, & Weintraub, 1989). This
scale has 60 items that assess a broad range of
coping responses and uses a four-point scale for
responses (1=I usually don’t do this at all; 2=I
usually do this a little bit; 3=I usually do this a
medium amount; 4=I usually do this a lot). The
scale has shown adequate psychometric proper-
ties in multiple populations, including parents of
chronically ill children.

Depression.

The presence of depression in parents was mea-
sured using the Whooley Depression Screen
(Whooley, Avins, Miranda, & Browner, 1997).
This screening instrument has two questions
that assess the main symptoms of depression in
the past 30 days and use a dichotomic scale (yes/
no). This instrument has been recognized by the
National Institute for Health and Care Excellence
as an adequate screening instrument in general
populations, with a reported sensibility of 95% and
specificity of 66% (Pilling, Anderson, Goldberg,
Meader, & Taylor, 2009).

Emotional Exhaustion.

In the emotional exhaustion (EE) subscale, nine
items with a seven-point scale (0=Never; 1=A
few times a year or less; 2=Once a month or less;
3=A few times a month; 4=Once a week; 5=A
few times a week; 6=Every day) from the Maslach
Burnout Inventory (MBI, Maslach, Jackson, &
Leiter, 1997), which was previously validated by
Pelsma, Roland, Tollefson, & Wigington (1989)
was used to determine the presence of emotional
exhaustion among the participant couples. A pa-
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rental couple was classified as having emotional
exhaustion if he or she scored more than 19 on
the EE subscale.

Socio-demographic variables.

Data on parents’ age, marital status, household
income, number of children, occupational status,
job schedule, education level, child age, child co-
morbidities, number of co-caregivers, and daily time
spent with the child were gathered using a survey
that was designed for this study.

Procedures

The protocol was reviewed by the Universidad Ja-
veriana Medical School Review Board. All partici-
pant organizations and schools reviewed a protocol
summary and gave access to parents’ information
and permission to contact potential subjects. All
participants signed an informed consent form de-
veloped according to the current guidelines for
research in humans (Australian National Health
and Medical Research Council, 1999).

A group of volunteers was trained in each par-
ticipating institution to help individuals fill out the
survey instruments. These assistants were respon-
sible for the verification of the selection criteria, and
they answered participants’ questions.

Results

The statistical analyses were performed using STA-
TA 12 software (StataCorp, 2011). We calculated
the prevalence of emotional exhaustion among the
couples (at least one of the parents fulfilled the cri-
teria for the outcome), and then we separated them
in two groups: one in which both parents fulfilled
the criteria and the other where only one parent
did. We also quantified the number of fathers and
mothers with emotional exhaustion.

To estimate the odds that a mother or a father
had developed emotional exhaustion in compari-
son with the other member of the parental couple,
we generated a conditional (fixed-effects) logistic
regression model that included all the variables that
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were independently collected for each member of
the parental couple. We selected the final model
using a backward elimination technique. Finally,
using Cramer’s V, we assessed the association be-
tween emotional exhaustion and depression among
mothers and fathers independently.

We enrolled 103 parental couples that met our
selection criteria. Table 1 shows the main partici-
pant characteristics. The average age of the DS chil-
dren was 7.5 years (SD 1.9). Most prevalent comor-
bidities found among the children were cardiopathy
(48.54%), lung diseases (47.57%), hypothyroidism
(42.72%), hypotonia (39.81%), visual impairment
(41.75%), and hearing impairment (14.56%). The
only two significantly different variables between
mothers and fathers were full-time jobs (30.10% of
mothers had full-time jobs, compared with 89.30%
of fathers; p-value<0.001) and the time spent with
the child per week (mothers spent significantly
more time compared with fathers).

As shown in Figure 1, in the 44 families in
which only one parent was emotionally exhausted,
we observed that 38 of the exhaustion cases were
the mother’s and the other six were the father’s. In
10 couples both parents had the condition. This
amounted to a total of 54 of the 103 families fulfill-
ing the criteria for emotional exhaustion, giving us
a prevalence of 52.64%.

In the conditional (fixed-effects) logistic re-
gression model we found that the variable “occu-
pational status” was the only significant variable
in the model other than the sex of the parent. We
found that mothers had almost four times the odds
of developing emotional exhaustion, controlled
by occupational status, in comparison with their
partners (OR = 3.6, CI95% [1.3 - 9.7]).

In the comparative analysis of demographic data
we found a depression frequency of 36% in the group
of exhausted mothers and 4% in non-exhausted
mothers (CI95% [17.4% — 46.2%] p<0.01). The
frequency of depression was higher in mothers than
in fathers: 18.5% vs. 8.7% (CI195% [0.4% - 19.0%)]
p<0.05). In the case of the fathers, the amount of
time spent with the child was significantly higher
in exhausted fathers than in non-exhausted ones.
Of the exhausted fathers, 62% spent between 36 to
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84 hours per week; this figure was 20% in the non-
exhausted group (CI95% [16.6% - 67.0%] p<0.0 1).

To assess the correlation in the group of mothers
between the presence of depression and the emo-
tional exhaustion, we performed a Cramer’s V that
showed a moderate correlation between these two

variables (V=0.4, CI95% [0.23 — 0.56] p<0.001).
Discussion

The findings of this study suggest that mothers
of children with DS have a higher likelihood of
being exhausted than other parents. It is impor-
tant to point out that the frequency of emotional
exhaustion in the families with children with DS
coincided with the frequency reported by several
studies of families of children with cognitive dis-
abilities (Lindstrém et al., 2011). The chance
of a mother being emotionally exhausted is 3.6
times higher (IC 95% 1.3 — 9.7) in comparison
with that of her partner. Some studies have found
that the frequency of emotional exhaustion in
mothers was two times greater than in fathers
(McGrath, Stransky, Cooley, & Moeschler, 2011;
Most, Fidler, Booth-LaForce, Laforce-Booth, &
Kelly, 2006); however, those studies did not con-
sider the parental couple as a unit of analysis, as
the present study did. In the logistic regression
model, socio-demographic information, economic
information, and information on the children’s
most relevant characteristics were included to
find the actual difference between the emotional
exhaustion of mothers and fathers. However,
these rates are adjusted for occupational status.
This finding suggests that having an occupation
could be a relevant factor in the development of
exhaustion symptoms.

The prevalence of emotional exhaustion in the
studied families was 52.46%. In 86.30% (n=44)
of cases where only one parent was emotionally
exhausted, the parent with this symptom was
the mother. These findings are similar to reports
of the prevalence of emotional exhaustion in
mothers of children with autism and mothers of
children with hearing impairments (Varghese &
Venkatesan, 2013). The findings of the present
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study suggest that the mothers of DS children
should be prioritized over the fathers in coping
programs and psychological therapies (Martinez
Fontanilles & Rodriguez Vernal, 2010; Sharav,
Collins, & Shlomo, 1985) and that mothers could
benefit from engaging, in an occupation outside
home, even a part-time job.

The prevalence of depression in the mothers was
18%, which was higher than the one found in the
fathers. In the subgroup analyses the mothers with
emotional exhaustion had a higher frequency of
depression than non-exhausted mothers did (36%
vs. 49%). This is a novel finding in this population,
but is consistent with findings that associate life
stress events, depression, and burnout (Plieger
et al., 2015). On the other hand, our prevalence
of depression in mothers was similar to the one
ascribed to the general female population in Co-
lombia (Gémez-Restrepo et al., 2004). This finding
was interesting because according to other studies
the prevalence of depression in mothers of disabled
children should be higher (Abbeduto et al., 2004;
Martinez Fontanilles & Rodriguez Vernal, 2010).

This study found a mild correlation between
the presence of depression and emotional exhaus-
tion in mothers, where the diagnosis of depression
was more frequent in the affected group; this find-
ing is similar to the correlation found by Plieger
et al. (2015) that shows a moderate correlation
between burnout and depression in samples of
both healthy and depressed people (r=0.61 and
r=0.46, respectively).

Despite its strengths, this study’s limitations
should be kept in mind. Only 28% of families in this
study had information about the severity of the dis-
ability of their children. Furthermore, only half of
the children (48%) had some kind of neuropsycho-
logical assessment. In absence of this variable we
couldn’tinclude the severity of the disability in our
analysis. The matched-pairs design helps to reduce
the confounding bias, but emotional exhaustion
continues to be a subjective phenomenon.

In conclusion, this study showed that mothers of
children with DS are more likely to be emotionally
exhausted and depressed than their partners. Thus,
efforts to prepare and educate them in effective
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