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Factors Affecting Health Related Quality of Life and
Depression Levels of Mothers in Families Having Children
with Chronic Disabilities
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Abstract

Purpose: This study aimed to investigate the contributing factors to health related quality of life (HRQoL)
and depression levels of mothers in families having children with chronic disabilities. Methods: The
study was designed as a cross-sectional survey including 580 families recruited from 45 cities across
Turkey. HRQoL, depression levels and impact of chronic disabilities of a child on the mothers were
gathered by using Nottingham Health Profile, Beck Depression Inventory and Impact on Family Scale
(IPFAM), respectively. Other data were acquired using a face-to-face interview method. Findings:
Regression analysis showed that the time spent for daily caring activities, disruption of social relations
and coping subscale-scores of IPFAM were significant contributors to poor HRQoL and higher depression
levels (p<0.05). Conclusion: The results suggest that providing a release time from daily caring tasks,
increasing level of social interaction and provision of sustained assistance to help to develop coping
strategies, would likely increase HRQoL and decrease level of depression of the mothers.
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Introduction
The concept, advocated by World Health Organization
under the framework of International Classification of
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Functioning, Disability and Health indicates an important
relationship between the health of children with chronic
disabilities and the health of caregiver(s).1 Current body
of evidence suggests that parenting children with chronic
disabilities has consequences on the health of parents/
caregivers and as a result on family functioning.2
The impact of children with chronic disabilities on
family functioning may be defined as the varying
implications of care that are propagated over the family
members throughout the life of children with disabilities.3
These implications are further described as effectively
coping with cultural, environmental, psychosocial, and
socioeconomic stresses throughout the family life cycle,
which are underestimated over the years due to the
complexities of care. The focus usually resides on the
primary disabling condition of the child; hence, even the
closest environmental factors such as family are often
underestimated and even neglected. However, as Reichman
et al4 stated, care giving process for children with chronic
disabilities is completely different from raising a healthy
child, which presents unique challenges for all members
of the family, especially the parents.5
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Some of the many challenges for families raising
children with chronic disabilities may include economical,
physical, psychological and social issues that may
contribute to health related quality of life (HRQoL) which
is "an all-inclusive concept incorporating all factors that
impact upon an individual's life".6 After the birth of a child
with chronic disabilities, financial restraints may alter the
occupational course of the family. Several financial needs
may give rise to unexpected crisis. Besides, integrating
into the community life with a new and different daily
routine causes an extra social pressure on the family.
Eventually, economical and physical burden, combined
with psychological distress and a set of negative emotions
may develop detrimental effects on the HRQoL of parents/
caregivers.7,8 These negative emotions include anxiety,
depression, and worrisome thoughts. 2 In addition, low
levels of energy, physical activity and impaired social
relationships are common findings in families having
children with chronic disabilities.7
Parents/caregivers of children with chronic disabilities
also experience higher rates of depression compared to
parents of children without disabilities. This rate increases
proportionally with the impact exposed on the family/
caregiver(s).2 The process of adaptation to daily stressing
conditions and changes in community and family life seems
to trigger a negative mood over the family, which
concludes with varying levels of depression.
These major differences, differentiating a normal family
life from the altered functioning of families having children
with chronic disabilities, also necessitate measuring the
burden on the families and its relation to the parents'/
caregivers' HRQoL. In a recent Canadian survey by Brehaut
et al, it is concluded that the number of studies on the
issue with large sample groups is limited.1 Thus, the aim
of the current study was to project the status of HRQoL
and the level of depression of mothers having children with
chronic disabilities and quantify the contributing factors.
It was hypothesized that as the impact of children with
chronic disabilities on the mothers increases, the level of
depression would increase and the HRQoL would decrease.

Methods
Participants

The study was designed as a cross-sectional survey
study. The participating mothers were recruited from 45
cities in Turkey, representing all seven regions of the
country. The participants were recruited from special
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education and rehabilitation centres and physiotherapy and
rehabilitation departments of the universities located in
Turkey. A total of 580 families were included in the study
between May 2008-March 2012. The data related to
informative socio-demographic characteristics were
gathered in a face-to-face interview session by the primary
physiotherapist from only the mothers who lived in the
same household with the child and spent most of her time
for the provision of caregiving activities to the child with
chronic disability. The self-report instruments were
completed only by the mothers. The families of the
children with non-progressive chronic disorders were also
included in the study. Mothers with insufficient Turkish
language and those who declined to participate in the study
were excluded (a total of 10 caregivers). Informed consent
was obtained for all subjects and ethical approval was
obtained from the university's ethics board and
commissions (non-interventional clinical research ethics
board) (FON07/17).
Instruments

Socio-demographic data of the children and mothers
were collected via a structured form including presence
of mental retardation, presence of medical insurance,
duration of the disorder, duration of daily care-time and
total income. The impact of children with chronic
disabilities on their families, HRQoL, and depression
levels were evaluated using Impact on Family Scale
(IPFAM), Nottingham Health Profile (NHP) and Beck
Depression Inventory (BDI), respectively.
IPFAM, is a 33 item inventory that takes approximately
10-15 minutes to complete and can be used either as a
questionnaire, when reading levels are adequate, or an
interviewer-administered form. It measures a parent's
perception of the effects of the child’s ongoing health
condition on family life. The instructions on the instrument
asks parents to rate each item on a scale from 4 (strongly
agree) to 1 (strongly disagree). The first 27 items are
reflective of impact on the family in general, while in the
last six items of the scale, the respondent is asked to rate
the impact of the child with disability on his/her siblings.
The subscales of IPFAM are: total score, general impact,
disruption of social relations, coping and financial impact.
Lower scores indicates lower impact. Internal consistency
(Cronbach's Alpha) for the total impact ranges from 0.83
to 0.89 according to important normative samples.9 For
the Turkish version test-retest reliability (ICC) was found
to range between 0.787 and 0.953 and the internal
consistency (Cronbach's Alpha) was reported to be 0.902
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for total impact. Construct validity was tested against
WeeFIM (Functional Independence Measure for Children)
and physiotherapists' evaluation of disability using visual
analogue scale (VAS). Inter-correlations among IPFAM
items and the benchmark criterion were r=-0.532
(p<0.001) for WeeFIM and r=-0.519 (p<0.001) for VAS.
In this study, the Turkish version of IPFAM was used.10,11
In order to evaluate the HRQoL the Turkish version of
NHP was used. All subjects completed NHP once. The NHP
is a self-administered questionnaire composed of two
sections containing 45 items. The first section contains
38 items assessing physical mobility (8 items), pain (8
items), sleep (5 items) emotional reactions (9 items),
social isolation (5 items) and energy level (3 items). All
items have a yes/no answer format. Scores for each section
can range from 0 (no problems) to 100 (all problems listed
are present).12 Reported test-retest reliability and internal
consistency of the English version range between 0.77-0.85
and 0.61-0.88, respectively.13,14 The analysis for the Turkish
version indicated that internal consistency (Cronbach's
Alpha) ranges between 0.56-0.83 and test-retest reliability
between 0.70-0.92. Construct validity of the Turkish
version was assessed using correlations between the
sections of NHP and Health Assessment Questionnaire
(r=0.15-0.73). 15
BDI was used to evaluate the symptoms of depression
of the mothers. BDI is a 21-item scale that gathers
information on different symptoms of depression.
Summary scores quantify depression as follows: minimal
depression (0-13), mild depression (14-19), moderate
depression (20-28), and severe depression (29-63).
Convergent validity of the English version ranges from
0.58 to 0.79.16 Internal consistency for the English version
is 0.81 for non-psychiatric subjects.17 The Turkish version
of BDI was used in the present study.18 The validation of
BDI was studied against Minnesota Multiphasic Personality
Inventory-Depression scale and the correlation was
found to be r=0.63 (p<0.001).19 The internal consistency
(Cronbach's Alpha) was reported to be 0.89.
Statistical Analysis

For statistical analyses statistical Package for Social
Sciences™ (SPSS) 20.0 program was used. Means and
standard deviations (X±SD) were calculated and
percentages were provided for all variables. The variables
were investigated using visual (histograms, probability
plots) and analytical methods (Kolmogorov-Simirnov/
Shapiro-Wilks's test) to determine whether or not they are
normally distributed. If the data were normally distributed

Pearson correlation analysis (and if not spearman
correlation analysis) was used to analyse the effects of
socio-demographic characteristics, the duration of the
disorders and the duration of care time on families. A multilinear regression model was used to identify independent
predictors of NHP and BDI. The model fit was assessed
using appropriate residual and goodness-of-fit statistics.
The correlation coefficient was accepted as 0.05.

Results
All data were normally distributed. The sociodemographic data related to the children and their families
are presented in Table 1.
The correlation indicated that the total impact was
negatively correlated with the educational level of the
mothers and the presence of medical insurance (p<0.05).
The same relation was also detected between the level of
depression and the level of education of the mothers, the
level of income, presence of medical insurance. The
duration of daily care time was the only exception that
showed a positive correlation with depression levels
(p<0.05). Meanwhile, HRQoL was negatively correlated
with the level of education of the mothers, the level of
income and presence of medical insurance (p<0.05) (Table
2). HRQoL, total impact and the level of depression were
not related to the age of the mothers and the duration of
the disorder (p>0.05). The duration of care was also not
correlated to total impact and HRQoL (p>0.05) (Table 2).
Total impact and all subscales of IPFAM were correlated
to NHP and BDI (p<0.05) (Table 3).
The regression analysis indicated that the daily care time
spent for the child, coping and disruption of social
relations subscale scores were significant contributing
factors to HRQoL in families having children with chronic
disabilities (p<0.05). Marital status, diagnosis, mothers'
age, level of education, the duration of the disorder, total
income and the remaining subscales of IPFAM (financial
support and general impact) were not found to be
significant contributors for HRQoL (p>0.05) (Table 4).
The time spent for daily care activities, disruption of
social relations and coping subscales of IPFAM all
contributed to depression level (p<0.05). Marital status,
diagnosis, mothers' age, level of education, the duration
of the disorder, total income, financial support and
general impact subscale scores were not found to
be significant contributors to the depression levels
(p>0.05) (Table 4).
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Discussion
This study showed that in mothers having children with
chronic disabilities the main contributors to depression
levels and HRQoL were the daily care time spent for the
child, disrupted social relations and the coping ability.
In families having children with chronic disabilities,
stress may not always be the result of the ongoing
disability, but also of multi-factorial reasons (i.e.

Table 1

Demographic data related to families and children
X±
± SD

N=580
Age (years)
Duration of the disorder (months)
Daily care time spent (hours)

6.74±3.71
67.80±37.68
9.77±4.89

Presence of mental retardation
Yes
No

n
369
211

%
63.6
36.4

Diagnosis
Cerebral palsy
Muscle disease
Meningitis
Mental motor retardation
Hydrocephalus
Myelomeningocele
Obstetric brachial plexus palsy
Down syndrome
Rare disorders
Neuropathy
Amputation

n
312
159
6
74
5
17
2
1
2
1
1

%
53.8
27.4
1
12.8
0.9
2.9
0.3
0.2
0.3
0.3
0.2

Educational level (mothers)
None
Primary school
Secondary school
High school
University
Postgraduate

n
23
317
67
127
44
2

%
4
54.7
11.6
21.9
7.6
0.4

Presence of medical insurance
Yes
No

n
28
552

%
4.8
95.2

Marital status
Married
Divorced
Living separately

n
559
17
4

%
96.4
2.9
0.7

Total income
Very low
Moderate
Moderate-high

n
108
275
197

%
18.6
47.4
34

environmental factors). This had most assuredly been stated
in Folkman and Lazaruss's study that defined stress as a
resultant of the interaction of an individual (or family) with
the environment.20 Stress levels directly increase as the
family cannot cope with problematic situations. In other
words, parents are usually stressed when a stressor is
introduced through daily life and the general family coping
strategies fail, resulting in depression, fatigue and
restlessness.20-23 Thus, it is not surprising that in this study
one of the main contributors to depression level is found
to be the coping ability along with disrupted social
interactions, which are both routine stressors throughout
the daily life of a family (especially the mothers) having a
child with chronic disability. Whiteneck et al also indicated
that the factors encompassing a child's (with chronic
disabilities) social, physical and political environment may
hamper inclusion in leisure activities initiated by the
parents/caregivers.23 This may affect familial sense of fit
to their environment as termed by Park et al, which may
also be considered as among the parameters of family
quality of life.24 One of the most important factors related
to the environment is the access to health care services as
advocated by several researchers that may change quality
of life outcomes.25,26 Furthermore, simple access seems
to be not necessarily enough, also meeting the families’
needs by the disability related services that may have a
great influence on familial quality of life as Jones et al
reported.27 In parallel with these notions, we have found
that presence of medical insurance is negatively correlated
to depression levels.
In some studies, comparing families having children
with various chronic disability conditions (down syndrome,
cerebral palsy, autistic spectrum disorders, fragile X
syndrome, cystic fibrosis) and families having children
with typical normal development, it has been suggested
that in those families having children with chronic
disabilities stress factors were higher than the latter.21,28-31
In parallel, it is also known that in those families,
depression levels were higher and well-being was
negatively affected. Another study indicated that in fathers
having children with chronic disabilities life satisfaction
was lower and that they needed support for developing
coping strategies with stress.32-34
In the present study, it was shown that the impact was, in
part, related to educational status and the presence of
medical insurance. Also the increased impact level was
related to decreased levels of HRQoL and higher
depression levels. The family income was positively related
to HRQoL and negatively with depression levels.
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Meanwhile, the daily time spent for caring activities,
disrupted social relations and decreased coping abilities
detected by IPFAM seem to enhance depression. Caring
demands of children with chronic disabilities that increase
day by day and various unpredicted or obscure needs
(education of the child, additional and regular health
problems, variability in medical services, financial issues)
may hamper coping strategies with the ongoing disability.
All of these reasons may eventually cause increased stress
levels and result in depression and/or anxiety problems.
The impaired psychological status (depression) may lead
to decreased HRQoL. Likewise, in this study it was shown
that increased time consumption for daily care giving
activities, increased total impact and disruptions in social
relations all negatively affect the HRQoL of the mothers

Table 2

having children with chronic disabilities. Although there
was a relation between mothers' educational level, total
income and HRQoL, HRQoL was not affected by the
duration of the disability, mothers' age, educational status
and family income according to the regression analysis.
Besides, the general impact (burden) is affected by several
other factors in those families. The severity of these
influences may change when in combination. Sociodemographic factors and economic status are among the
indicators of HRQoL, however, when considered with the
diagnosis, mental status and severity of the disability, their
resultant effect may be lesser than predicted.
In the literature, it is indicated that the families are
affected by the duration of the disability.35-38 In our report,
the average duration of the disability was approximately

The relation between NHP, BDI, IPFAM (total impact) and socio-demographic data

N=580

Total impact

BDI

r

p

Age (mother)

-0.016

Educational level (mother)

NHP

r

p

0.708

-0.027

-0.092

0.028

-0.160

Duration of the disorder

0.029

0.481

0.072

0.091

-0.017

0.683

Total income

-0.050

0.231

-0.142

0.001**

-0.079

0.049*

Presence of medical insurance

-0.103

0.014*

-0.148

0.000**

-0.097

0.020*

0.057

0.175

0.129

0.002**

-0.014

0.728

Daily care time spent for the child

*

r

p

0.527

-0.028

0.496

0.000

-0.154

0.000**

**

Correlation is significant at the 0.05 level (2-tailed), Correlation is significant at the 0.01 level (2-tailed). Pearson correlation coefficient.
NHP: Nottingham Health Profile; IPFAM: Impact on Family Scale; BDI: Beck Depression Inventory
*

**

Table 3 The relations between the subscales of IPFAM, total
impact and NHP and BDI
BDI

NHP

r

p

r

p

Financial support

0.299

0.000*

0.413

0.000*

0.231

0.000

*

General impact

0.278

0.000*

Disruption of
social relations

0.301

0.000*

0.423

0.000*

Coping

0.294

0.000*

0.405

0.000*

Total impact

0.151

0.000*

0.120

0.004*

−

−

0.126

0.003*

BDI

Correlation is significant at the 0.01 level (2-tailed).
NHP: Nottingham Health Profile; IPFAM: Impact on Family Scale; BDI:
Beck Depression Inventory
*

5.6 years. Thus HRQoL and the impact may differently be
affected as the years go by due to the stress influence of a
child with chronic disability on the mothers and indirectly
on the family which increase as the child grows older.39,40
It has been previously reported that the families with older
children with disabilities feel more isolated with increased
demands for services compared to when their children
were younger.41 It is obvious that the aging child with
increased caring demands will result in increased time
consumption for the primary caregiver (usually the
mother). This may cause social isolation for the mothers
with no spare time left for social and personal self-caring
activities. In this respect, there are insufficient number of
studies in the literature that have long follow-up durations.
Observing the ever changing economic, social and personal
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necessities of these families in the long term may help to
acquire important data to fully understand the ongoing
situation which require further studies on the topic.
In studies related to the impact of children with chronic
disabilities on their families, it has been suggested that
these families need a different kind of medical service
and social support. One of the policies that has been widely
advocated and implied is providing financial support, which
at least is hoped to alleviate the economic burden. Another
one is preventing social isolation by supporting the
establishment of associations and leagues to provide a basic
structure for families to integrate into community life.
Also specialised psychologists may provide family
rehabilitation in order to decrease depression related
reduction in HRQoL. Still, in practice it is not recognised

Table 4

well enough that the overall burden of families having
children with chronic disabilities is multi-dimensional;
demanding professionals like rehabilitation nurses and
physical therapists who may offer some practical
information as well as helping families to achieve their
social or economic rights.42
Limitations of the Study

This study was designed to present an overall perspective
related to the impact of children with chronic disabilities
on their mothers. Keeping this mind, the readers should
note that although there are referrals to "family", these are
indirect conclusions and presented just to provide some
insight. In addition, due to heterogeneity of the disabilities
included in the study, one should carefully make

Regression analysis related to HRQoL (NHP) and Depression Level (BDI)
Unstandardised coefficients
B

Standard Error

Diagnosis

0.246

0.789

Marital status

-6.248

6.368

Age (mother)

-0.071

0.216

Education level (mother)

-2.959

1.25

Daily care time spent for the child

-0.238

Total income

1.079

Duration of the disorder

-0.031

Financial aupport

-0.771

General impact
Disruption of social relations
Coping

Standardised coefficients
Beta

t

P

0.012

0.312

0.755

-0.037

-0.981

0.327

-0.012

-0.329

0.742

-0.103

-0.952

0.342

0.25

-0.037

-2.368

0.018

1.912

0.025

0.564

0.573

0.032

-0.038

-0.974

0.330

0.552

-0.262

-1.396

0.163

-0.134

0.878

-0.009

-0.153

0.879

2.331

0.642

0.422

3.631

0.000

1.811

0.577

0.304

3.141

0.002

Diagnosis

-0.34

0.723

-0.019

-0.471

0.638

Marital status

3.22

5.585

0.023

0.576

0.565

Dependent variable: NHP, R2: 0.211

Dependent variable: BDI, R2: 0.128

Age (mother)

-0.096

0.196

-0.02

-0.492

0.623

Education level (mother)

-1.801

1.135

-0.075

-1.586

0.113

Daily care time spent for the child

0.646

0.234

0.115

2.765

0.006

Total income

-1.778

1.712

-0.049

-1.039

0.299

Duration of the disorder

0.042

0.029

0.061

1.454

0.147

Financial support

-0.811

0.504

-0.333

-1.61

0.108

General impact

0.339

0.804

0.028

0.422

0.673

Disruption of social relations

1.664

0.577

0.365

2.885

0.004

Coping

1.261

0.521

0.255

2.420

0.016

NHP: Nottingham Health Profile; BDI: Beck Depression Inventory
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assumptions related to a single chronic disorder as the
construct behind different disabilities may well change.
Furthermore, our convenience sample of participants
does not cover mothers having typically developing
children. It is recommended that, in future studies, a group
of mothers having typically developing children as a
control group would also be included in order to present
data from a comparative perspective. In addition, all the
contributing factors and correlations presented may also
work the other way around (for example caregiver burden
may cause depression and meanwhile depression may cause
an extra burden).
Another limitation is the allocation of participants from
various regions of the country with different access to
health care services, leisure and other activity participation
opportunities. This point should be addressed in future
studies as advocated in other studies.

References
1.

2.

3.

4.
5.

6.

7.

Conclusion
8.

In conclusion, in mothers having children with chronic
disabilities, depression and HRQoL seem to be correlated
to several parameters like level of education, financial
status, presence of medical insurance, and daily care time
spent for the child. In addition, multivariate regression
analyses indicated that the main contributors to depression
levels and HRQoL were daily care time spent for the child,
level of coping and disrupted social relations. Still, one
should note that among the variables investigated in this
study, the above mentioned factors explained relatively a
small percent of the multi-factorial nature of these two
constructs. Thus, it is obvious that more research is needed
to determine the most significant factors so that they could
be handled properly. In addition, in order to allocate
resources and/or make policies, more focused research
is needed for specific types of disabilities.
This study was designed to generally describe the
influence of having a child with chronic disability and its
relation to HRQoL and depression levels in mothers. We
believe the results of this study present a perspective of
the mothers having children with chronic disabilities.

9.
10.

11.
12.

13.

14.

15.

16.

17.

Conflict of Interest
The authors reported no conflict of interest.

18.

Brehaut JC, Kohen DE, Raina P, et al. The health of primary
caregivers of children with cerebral palsy: How does it compare
with that of other Canadian caregivers? Pediatrics 2004;114:e18291.
Isa SN, Aziz AA, Rahman AA, et al. The impact of children with
disabilities on parent health-related quality of life and family
functioning in Kelantan and its associated factors. J Dev Behavior
Pediatr 2013;34:262-8.
Isa SN, Ishak I, Ab Rahman A, et al. Health and quality of life
among the caregivers of children with disabilities: A review of
literature. Asian J Psychiatr 2016;23:71-7.
Reichman NE, Corman H, Noonan K. Impact of child disability on
the family. Mat Child Health J 2008;12:679-83.
Shandra CL, Hogan DP, Spearin CE. Parenting a child with
a disability: An examination of resident and non-resident fathers.
J Popul Res (Canberra) 2008;5:357-77.
Karimi M, Brazier J. Health, health-related quality of life, and quality
of life: What is the difference? Pharmacoeconomics 2016;34:
645-9.
Thuy NT, Berry HL. Social capital and mental health
among mothers in Vietnam who have children with disabilities.
Glob Health Action 2013;11:6.
Raina P, O'Donnell M, Rosenbaum P, et al. The health and wellbeing of caregivers of children with cerebral palsy. Pediatrics
2005;115:e626-36.
Stein RE, Jessop DJ. The impact on family scale revisited: further
psychometric data. J Dev Behav Pediatr 2003;24:9-16.
Bek N, Simsek IE, Erel S, Yakut Y, Uygur F. Turkish version of
impact on family scale: a study of reliability and validity. Health
Qual Life Outcomes 2009;7:4.
Stein RE, Riessman CK. The development of an impact-on-family
scale: preliminary findings. Med Care 1980;18:465-72.
Hunt SM, McKenna SP, McEwen J, Backett EM, Williams J, Papp
E. A quantitative approach to perceived health status: a validation
study. J Epidemiol Community Health 1980;34:281-6.
Hunt SM, McEwen J, McKenna SP. Measuring health status: a
new tool for clinicians and epidemiologists. J R Coll Gen Pract
1985;35:185-8.
VanderZee KI, Sanderman R, Heyink J. A comparison of two
multidimensional measures of health status: the Nottingham Health
Profile and the RAND 36-Item Health Survey 1.0. Qual Life Res
1996;5:165-74.
Küçükdeveci AA, McKenna SP, Kutlay S, Gürsel Y, Whalley D,
Arasil T. The development and psychometric assessment of
the Turkish version of the Nottingham Health Profile. Int J Rehabil
Res 2000;23:31-8.
Richter P, Werner J, Heerlein A, Kraus A, Sauer H. On the validity
of the beck depression inventory. Psychopathology 1998;31:
160-8.
Beck AT, Steer RA, Garbin MG. Psychometric properties of the
beck depression inventory: twenty-five years of evaluation. Clinical
Psychology Review 1988;8:77-100.
Beck AT, Ward CH, Mendelson M, Mock J, Erbaugh J. An
inventory for measuring depression. Arch Gen Psychiatry 1961;
4:561-71.

im ek et al

19. Hisli N. Reliability and validity of Beck Depression Inventory among
university students. J Turkish Psychol 1989;7:3-13.
20. Folkman S, Lazarus RS. If it changes it must be a process: study
of emotion and coping during three stages of a college examination.
J Personal Soc Psychol 1985;48:150-70.
21. Hayes SA, Watson SL. The impact of parenting stress: a metaanalysis of studies comparing the experience of parenting stress
in parents of children with and without autism spectrum disorder.
J Autism Dev Disorder 2013;43:629-42.
22. Carpenter BN, Steffen PR. Stress. In: L.J. Haas (Eds.), Handbook
of primary care psychology. New York, NY:Oxford University
Press.2004, p.563-77.
23. Whiteneck G, Meade MA, Dijkers M, Tate DG, Bushnik T,
Forchheimer MB. Environmental factors and their role in
participation and life satisfaction after spinal cord injury. Arch
Phys Med Rehabil 2004;85:1793-803.
24. Park J, Hoffman L, Marquis J, et al. Toward assessing family
outcomes of service delivery: Validation of a family quality of life
survey. J Intellect Disabil Res 2003;47:367-84.
25. Brundisini F, Giacomini M, DeJean D, Vanstone M, Winsor S, Smith
A. Chronic disease patients' experiences with accessing health
care in rural and remote areas: A systematic review and qualitative
meta-synthesis. Ont Health Technol Assess Ser 2013;13:1-33.
26. Dahan-Oliel N, Mazer B, Majnemer A. Preterm birth and leisure
participation: a synthesis of the literature. Res Dev Disabil 2012;
33:1211-20.
27. Jones S, Bremer E, Lloyd M. Autism spectrum disorder:
family quality of life while waiting for intervention services. Qual
Life Res 26:331-42.
28. Bouma R, Schweitzer R. The impact of chronic childhood illness
on family stress: a comparison between autism and cystic fibrosis.
J Clin Psychol 1990;46:722-30.
29. Abbeduto L, Seltzer MM, Shattuck P, Krauss MW, Orsmond G,
Murphy MM. Psychological well-being and coping in mothers of
youths with autism down syndrome or fragile X syndrome. Am J
Mental Ret 2004;109:237-54.
30. Dabrowska A, Pisula E. Parenting stress and coping styles in
mothers and fathers of pre-school children with autism and Down

78

syndrome. J Intellect Disabil Res 2010;54:266-80.
31. Estes A, Munson J, Dawson G, et al. Parenting stress and
psychological functioning among mothers of preschool children
with autism and developmental delay. Autism 2009;13:375-87.
32. Darling CA, Senatore N, Strachan J. Fathers of children with
disabilities: stress and life satisfaction. Stress Health 2012;28:26978.
33. Resch JA, Benz MR, Elliott TR. Evaluating a dynamic process
model of wellbeing for parents of children with disabilities: a
multimethod analysis. Rehabil Psychol 2012;57:61-72.
34. Resch JA, Elliott TR, Benz MR. Depression among parents of
children with disabilities. Famil Syst Health 2012;30:291-301.
35. Nuutila L, Salantera S. Children with a long-term illness: parent’s
experiences of care. J Pediatric Nurs 2006;21:153-60.
36. Zimmermann Tansella C. Psychosocial factors and chronic illness
in childhood. Euro Psychiatry 1995;10:297-305.
37. Parish SL, Cloud JM, Huh J, Henning AN. Child care, disability
and family structure: use and quality in a population-based sample
of low-income preschool children. Children Youth Serv Rev 2005;
27:905-19.
38. Schertz M, Karni-Visel Y, Tamir A, Genizi J, Roth D. Family
quality of life among families with a child who has a severe
neurodevelopmental disability: Impact of family and child sociodemographic factors. Res Dev Disabil 2016;53-54:95-106.
39. Korn SJ, Chess SI, Fernandez P. The impact of children's physical
handicaps on marital quality and family interaction. In: R.M. Lerner,
& G.B. Spanier, (Eds), Child influences on marital and family
interaction: a lifespan perspective . New York: Academic Press.
1978, p. 299-344.
40. Hallum A. Disability and the transition to adulthood: issues for the
disabled child the family and the pediatrician. Curr Prob Pediatr
1995;25:12-50.
41. Suelzle M, Keenan V. Changes in family support of networks over
the lifecycle of mentally retarded persons. Am J Ment Defic 1981;
86:267-74.
42. Jester R. The role of the specialist nurse within rehabilitation. In:
R. Jester (Eds), Advancing Practice in Rehabilitation Nursing.
Oxford: Wiley-Blackwell 2007, p.14-9.

