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Abstract 

Background. Raising children with severe or profound intellectual and 

multiple disabilities (PIMD) is expected to put extreme pressure on parental 

time use patterns. In this study we focused specifically on the total time use 

of mothers and fathers raising children with PIMD and compared it to the 

time use of parents of typically developing children. 

Method. Twenty-seven fathers and 30 mothers raising children with PIMD 

completed a time use diary on a mobile phone or tablet app, as did 66 fathers 

and 109 mothers of typically developing children. Independent t-tests and 

Mann-Whitney tests were performed to compare mean time use.         

Results. There are no differences in the time use of mothers or fathers of 

children with PIMD on contracted time (paid work and educational activities) 

and necessary time (personal care, eating and drinking and sleeping) when 

compared to mothers and fathers of typically developing children. There are 

significant differences between the mothers and fathers of children with 

PIMD and the mothers and fathers of typically developing children in terms 

of committed time (time for domestic work and the care and supervision of 

their children) and free time. The mothers of children with PIMD spend 

significantly less time on domestic work and more time on care and 

supervision than mothers of typically developing children.           

Conclusions. This study shows that the mothers and fathers of children with 

PIMD have to spend a significant amount of time on care tasks, and have on 

average 1.5 hours less free time per day than parents of typically developing 

children. This is a striking difference, since leisure time can substantially 

contribute to well-being. Therefore, it is important not only to consider a 

child with PIMD’s support needs, but also identify what parents need to 

continue their children’s daily care and supervision.  
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4.1 Introduction 

The transition to parenthood is a life-changing event with major 

consequences for people’s lives. Becoming a parent strongly affects daily 

time use and it is demanding for both fathers and mothers to combine family 

work and paid work (Craig & Mullan, 2010). The time parents spend on 

family work often limits their leisure time, including the time spent with 

friends and activities done together as a couple (Claxton & Perry-Jenkins, 

2008). Demands on time can become inordinate when a child has a disability 

(McCann et al., 2012). Due to the limitations in for instance self-care, 

adaptive behaviour, healthcare problems and mobility, raising a child with a 

disability can require extra work, effort and time from parents. Many children 

with disabilities grow up at home, which is in agreement with the Convention 

on the Rights of Persons with Disabilities (2006). This is, however, not 

without consequences for parents, as they have to juggle work and family 

responsibilities on a day-to-day basis. McCann and colleagues (2012) 

performed a literature review which yielded 32 studies conducted on the time 

use of parents raising children with a disability. The main conclusion from 

this review was that parents of children with a disability carry a significant 

caregiving burden which often does not reduce as the age of the child 

increases (McCann et al., 2012). The severity of a child’s disability is related 

to higher frequencies of childcare activities in parents (Crowe, 1993; Curran 

et al., 2001; McCann et al., 2012). The review by McCann et al. (2012) also 

gave detailed information about the time use of parents of children with 

disabilities in general and some information about a few specific groups of 

parents (such as parents of children with Down’s Syndrome).   

 However, there is hardly any research on children with the most 

severe disability: those with profound intellectual and multiple disabilities 

(PIMD). This is odd, since families of children with PIMD can be seen as a 
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specific group, because these children are dependent on others in all aspects 

of daily life (Nakken & Vlaskamp, 2007). Due to their intellectual, motor and 

sensory impairments and health problems, raising a child with PIMD is a 

highly intensive and lifelong task. As the degree and severity of a child’s 

disability are related to patterns in the parents’ time use (Crowe et al., 1993; 

Curran et al., 2001), we may assume that parents raising children with PIMD 

have a tough job to manage. Tadema and Vlaskamp (2010) confirmed this 

assumption by showing that providing the basic care needs of a child with 

PIMD has a great impact on the lives of families. Parents of younger children 

with PIMD experience care tasks as being more burdensome than parents of 

older children with PIMD (Tadema & Vlaskamp, 2010).    

 Even though the study by Tadema and Vlaskamp (2010) showed the 

great impact a child with PIMD has on the lives of his/her parents, it does not 

provide insight into parents’ objective time use. Except for a study from 1989 

(Edebol-Tysk, 1989), there are no studies focused specifically on the (total) 

time use of parents raising children with PIMD. It is also not known if, and if 

so how the time use of parents of children with PIMD is different from the 

time use of parents of typically developing children. Also, fathers are not 

included in most studies of time use, even though a family is an 

interdependent unit and what happens to one member of the unit has an 

impact on other members (Thomas et al., 2011). Finally, the focus in many 

time use studies is solely on care tasks, whereas collecting information on all 

daily activities, including leisure time, would provide an indication of which 

other activities are sacrificed for those concerning the child with PIMD 

(Thomas et al., 2011).        

 Therefore, the main goal in our study is to gather information about 

the time used for all daily activities for both mothers and fathers raising 

children with PIMD, and to compare them with parents of typically 
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developing children. Knowledge of the time use demands on parents raising 

children with PIMD provides important insights into the quality of life of 

families raising children with PIMD. Better understanding of these families’ 

quality of life could help professionals and people involved with these 

families understand what these families need, to work in collaboration with 

these families and to develop services which are sensitive and applicable to 

the needs of the whole family unit. As long as these parents’ time use remains 

invisible and unknown, professionals, policy stakeholders and the general 

public cannot fully understand the parents and their care tasks, or the 

consequences on their work and leisure time.  

4.2 Method 

4.2.1 Participants 

A convenience sample of 31 families agreed to participate in this study, 

resulting in a total of 57 participants (30 mothers and 27 fathers). Informed 

written consent was obtained from the participating parents. All the families 

were two-parent families.       

 Mothers and/or fathers were included in this study if their child had a 

severe or profound intellectual disability (IQ score <35 points or a 

developmental age <48 months) and a motor disability, and was still living at 

home. The characteristics of the children and their families are presented in 

Table 1 and 2. The individuals with PIMD ranged in age from 3 to 34 years, 

with a mean age of 9.8 years. All the children had additional impairments 

(see Table 2). Of the 31 children included, 35.5% were male and 64.5% were 

female. Families received on average 41 hours (SD 8.9) of formal support per 

week, ranging from 18 to 60 hours per week. During these hours, parents are 

relieved of their care tasks and the child with PIMD receives formal support 
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in or outside the family home. Over half the children (51.6%) also visits a 

facility for respite care for at least one night per month.  

4.2.2 Comparison group 

A comparison group was used to provide ‘normative’ data to compare the 

time use of parents raising children with severe/profound intellectual and 

multiple disabilities with the time use of parents raising typically developing 

children. The comparison group is referred to as families with typically 

developing children. The data on the fathers and mothers of typically 

developing children were selected from a time use study performed by the 

Netherlands Institute for Social Research (SCP), in which members of the 

representative LISS panel (Longitudinal Internet Studies for the Social 

sciences) participated. The mothers and fathers in this study were not related 

to each other, resulting in one participating member per family. Father and 

mothers in the comparison group collected time use data for one to three 

days. The participants were selected for the comparison group based on the 

following criteria: 

• Raising one or more typically developing children aged between 0 

and 12 years 

• A member of a two-parent family 

• A time use diary was correctly completed for one to three days.  

This resulted in a group of 175 people (109 mothers and 66 fathers). The 

characteristics of the comparison group are described in Table 1. There are no 

significant differences (p<0.001) between the participating mothers and 

fathers raising children with PIMD and the participating mothers and fathers 
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raising typically developing children in terms of the characteristics described 

in Table 1. 

4.2.3 Procedure 

To reach as many families raising a child with PIMD at home as possible, 

information about this study was communicated widely. Several 

organizations such as parents’ organizations, websites for the parents of 

‘children with complex needs’ and our own research group raised awareness 

for this study in conventional and social media. An article about the rationale 

behind this study was published in a national magazine for parents of 

children with complex needs, inviting families to participate in the research 

project. Several organizations offering daycare activities for children with 

PIMD also informed the families of the children they were supporting about 

the study and encouraged them to participate. In addition, families with 

children with PIMD recruited other similar families to participate. On signing 

up for the study, we asked the families to provide us with some background 

information about themselves using a short questionnaire. Using this 

information we were able to include only families who met the inclusion 

study’s criteria.       

 These families were contacted by one of the researchers for an 

appointment at the family home. During this home visit, the researchers 

explained that participation was voluntary and that the parents’ privacy was 

guaranteed. The aim of the study was then explained again and the parents 

received verbal instructions on how to keep track of their time use. Written 

instructions were sent to the families after the visit. All the participating 

families received a home visit in the week before they completed their time 

use diary.  
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Table 1 
Participant and family characteristics  

Family characteristics Parents of a child with PIMD 
(n=57) 

Parents of a typically 
developing child (n=175) 

 n (%) n (%) 
Number of children living at home 

1 
2 
3 
4 
5 
6 

6 (19.4) 
13 (41.9) 
11 (35.5) 
1 (3.2) 
0 (0.0) 
0 (0.0) 

43 (24.6) 
82 (46.9) 
43 (24.6) 
4 (2.3) 
2 (1.1) 
1 (0.6) 

Children under 3 years  
Yes  
No 

10 (32.3) 
21 (67.7) 

65 (37.1) 
110 (62.9) 

Children 4-12 years   
Yes  
No 

25 (80.6) 
6 (19.8) 

142 (81.1) 
33 (18.9) 

 Fathers 
(n=27) 

Mothers 
(n=30) 

Fathers 
(n=66) 

Mothers 
(n=109) 

 n (%) n (%) n (%) n (%) 
Age  

20-30  
31-40 
41-50 
51-60 
Missing 

0 (0.0) 
9 (33.3) 
12 (44.4) 
5 (18.5) 
1(3.7) 

2 (6.7) 
14 (46.7 
13 (43.3) 
1 (0.7) 
0 (0.0) 

6 (9.1) 
29 (43.9) 
27 (40.9) 
4 (6.1) 
0 (0.0) 

9 (8.3) 
64 (58.7) 
36 (33.0) 
0 (0.0) 
0 (0.0) 

Age (Mean, SD) 43.4 (7.2) 40.1 (6.7) 40.0 (6.7) 38.0 (5.5) 
Level of education  

Secondary education 
Intermediate 
vocational training 
Secondary vocational 
training 
University degree 
Missing 

1(3.7) 
9 (33.3) 
 
11 (40.7) 
 
5 (18.5) 
1 (3.7) 

2 (6.7) 
14 (46.7) 
 
7 (23.3) 
 
7 (23.3) 
0 (0.0) 

15 (22.7) 
18 (27.3) 
 
24 (36.4) 
 
8 (12.1) 
1 (1.5) 

15 (13.8) 
43 (39.4) 
 
44 (40.4) 
 
7 (6.4) 
0 (0.0) 

Paid work  
Yes 
No 
Missing 

24 (88.9) 
2 (7.4) 
1 (3.7) 

20 (66.7) 
10 (33.3) 
0 (0.0) 

48 (72.7) 
8 (12.1) 
10 (15.2) 

73 (70.6) 
24 (22.0) 
12 (11.0) 
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Table 2 
Characteristics of the children with PIMD  

Characteristics (n=31) M (SD) n % 
Age (years) 9.8 (6.4)   
Developmental age (months) 12.1 

(9.6) 
  

Sex  
Male  
Female 

  
11 
20 

 
35.5 
64.5 

Gross motor function classification system (GMFCS)1 

I 
II 
III 
IV 
V 

  
0 
5 
4 

10 
12 

 
0 

16.1 
12.9 
32.3 
38.7 

Manual ability classification system (MACS)2 

I 
II 
III 
IV 
V 

  
1 
8 
3 
9 

10 

 
3.2 

25.8 
9.7 
29 

32.3 
Additional impairments and health problems 

Visual problems 
Auditory problems 
Epilepsy 
Reflux 
Chronic obstipation  
Behavioural problems 
Sleep disorders 
Use of feeding tube 
Scoliosis 
Chronic respiratory infection 

  
19 
2 

24 
10 
16 
18 
16 
14 
10 
12 

 
61.3 
6.5 

77.4 
32.3 
51.5 
58.1 
51.6 
45.2 
32.3 
38.7 

Formal support for the children with PIMD in hours per 
week 

<20 
20-30 
31-40 
41-50 
51-60 

  
 

1 
1 

15 
11 
4 

 
 

3.2 
3.2 

48.4 
35.5 
12.9 

1 Palisano et al., 1997 
2 Elliason et al., 2006 

4.2.4 Data collection: time use app 

Time use was measured using a time diary app for smartphones and tablets. 

This is a relatively new technology, but an earlier study examining the use of 

smartphone apps in time use studies obtained good results for both 
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experienced and less experienced smartphone users (Sonck & Fernee, 2013). 

Respondents could use the app everywhere at any time and complete their 

diary on their smartphone or tablet, independent from network accessibility. 

The original time use app was developed by CenterData for a time use study 

of the Netherlands Institute for Social Research (SCP), which was used as a 

comparison group for this study. The Harmonized European Time Use 

Survey (HETUS) guidelines were followed, although some minor adaptations 

were made. The app was further adapted by CenterData especially to study 

the time use of parents raising children with a disability. The adapted version 

of the time use app was tested in a small pilot study. Afterwards, small 

inaccuracies were resolved and the app was made even more user-friendly.

 Data for the current study were gathered over seven consecutive days 

in an ordinary week. The time use app divided hours into ten-minute intervals 

(identical to HETUS) and parents recorded their primary activity for each 

interval using a pre-coded list, and they could add an additional activity from 

the pre-coded list to indicate a secondary activity done at the same time 

(secondary activity). Using pre-coded categories deviated from the HETUS 

guidelines (which prescribe open categories described by the respondents 

themselves) but took the same HETUS activities into account. Typing in each 

activity on a tablet or smartphone would have been burdensome for the 

respondents, therefore a pre-coded list of activities was used. If people were 

unsure whether their activity matched one of the pre-coded categories, 

additional explanations and examples could be consulted under the 

information button in the app. If no pre-coded activity matched their activity, 

respondents could add a self-defined activity. The pre-coded lists of activities 

provided to parents with and without children with PIMD consisted of 14 

main categories and 37 subcategories. One main category with seven 

subcategories was added to the app for this particular study into time use of 
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parents raising children with PIMD: the time used for care and supervision of 

children with disabilities. These activities include physical care and 

healthcare-related tasks, supervision and vigilance. The activities in the ‘time 

used to care and supervise children with disabilities’ subdomain are based on 

childcare activities described in the review study by McCann, Bull and 

Winzenberg (2012) and thereafter controlled for inaccuracies by three of the 

respondents in the current study.  

Table 3 
Categories in the time use app 

1. Sleeping 
2. Personal or medical care 
3. Paid work 
4. Eating and drinking 
5. Educational activities 
6. Domestic work 
7. Shopping and use of services1 
8. Care and supervision of child with disability1, 2 
9. Care and supervision of typically developing children/ adults  
10. Social contacts 
11. Television, radio, reading 
12. Computer & internet 
13. Other leisure time 
14. Travel time 
15. Filling in the time use diary 

1 This domain was only available in the time-use app for parents of children with PIMD 

2 This domain consists of the following subcategories 

4.2.5 Analysis 

A participant’s time use data was included in the analysis if at least one day 

was logged in the time use app for at least twenty-three hours. First we 

distinguished four main categories which are fundamentally different at a 

broader level and were used in earlier studies (Aas, 1982), namely contracted 

time (including the two subcategories ‘time spent in paid work’ and 

‘educational activities’), necessary time (including the three subcategories 
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‘time spent asleep’, ‘eating and drinking’ and in ‘personal or medical care’), 

committed time (including the four subcategories ‘time spent in domestic 

work’, ‘shopping and services’, ‘care and supervision of typically developing 

children’ and ‘care and supervision of a child with PIMD), and free time 

(including the four subcategories ‘time spent in social contacts’, ‘time spent 

watching television, listening to the radio or reading’, ‘time spent browsing 

the internet or using a computer’ and ‘other leisure activities’). Subsequently, 

a combination of parametric and nonparametric methods was used to 

compare the mean duration spent by the participant on the four main 

categories and thirteen subcategories (expressed in minutes/day) for fathers 

and mothers raising children with PIMD, and mothers and fathers raising 

typically developing children. Independent t-tests (if normally distributed) or 

Mann-Whitney tests (if not normally distributed) were used to compare the 

mean duration of the main categories for mothers and fathers raising children 

with PIMD and fathers and mothers raising typically developing children. 

Because of the large number of significance tests, a Bonferroni multiple-

significance-test correction was applied, resulting in an alpha of .001. When 

interpreting the results of the analysis, the primary focus was on substantial 

differences between the mean times and patterns evident in the data.  

4.3 Results 

4.3.1 Contracted time 

As is shown in Table 4, on average the mothers of children with PIMD spent 

3.6 hours per day on contracted time and the fathers of children with PIMD 

5.2 hours per day. This duration is comparable to the time spent on contracted 

time by mothers and fathers raising typically developing children. The mean 

number of hours (M=5.2) the fathers of children with PIMD spend in paid 

work (only those who work) is higher than the mean number of hours 
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(M=4.0) the fathers of typically developing children work (only those who 

work); however, this difference is not statistically significant.  

4.3.2 Necessary time 

Mothers raising children with PIMD spent on average 10.3 hours per day on 

necessary activities, such as sleeping, eating and drinking and medical care. 

Fathers raising children with PIMD spent on average 10.4 hours per day on 

these activities. The amount of time spent on necessary activities overall, and 

specifically on sleeping, eating and drinking and personal/medical care, is not 

statistically significantly different from both the mothers and the fathers of 

typically developing children.  

4.3.3 Committed time 

The mothers of children with PIMD spent on average 6.2 hours per day on 

committed time and the fathers of children with PIMD spent on average 4.1 

hours per day on these activities. A similar time use pattern can be observed 

in parents of typically developing children, where mothers also spent more 

hours per day (M=4.6) on committed activities per day than fathers (M=2.7). 

The ‘committed time’ section in Table 4 also shows that the mothers of 

children with PIMD (M=6.2, SD=2.4) spend significantly more time on 

committed activities than the mothers of typically developing children 

(M=4.6, SD=2.3); t(137)=3.23, p=.001. The same trend is visible for fathers, 

but the difference is not significant.      

 A closer look at the subcategories shows that mothers of children with 

PIMD spend on average 2.8 hours per day (SD=1.7) on the care and 

supervision of their children. This can be divided into time spent on care and 

supervision of their child with PIMD (M=2.6, SD1.6) and time spent on the 

care and supervision of their typically developing children (M=0.2, SD=0.3). 

Mothers raising only typically developing children spent on average 0.2 
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hours per day (SD=0.7) on the care and supervision of their children, which 

is significantly less than the mothers of children with PIMD; U=111, z=-

8.932, p=0.001. The fathers of children with PIMD spend on average 2.1 

hours per day (SD=2.5) on the care and supervision of their children, while 

fathers of typically developing children spent significantly less time on the 

care and supervision of their children (M=0.2, SD=0.7); U=200, z=-6,522, 

p=.001. The time spent on the care and supervision of all children by fathers 

can be divided into 1.9 hours per day (SD=1.7) on care and supervision of the 

children with PIMD and 0.3 hours per day (SD=0.6) on the typically 

developing children.       

 Mothers of children with PIMD spend 2.8 hours per day (SD=1.3) on 

domestic work, while mothers of typically developing children spend 

significantly more (4.3 hours) per day (SD=2.2) on domestic work; 

t(78,905)=-4,670 p=.000. The same trend can be seen for fathers of children 

with PIMD (M=1.7, SD=1.4) and fathers of typically developing children 

(M=2.5, SD=1.8) but this difference is not significant.  

4.3.4 Free time 

Mothers raising children with PIMD spend on average 4.0 hours per day 

(SD=1.9) on free time and the fathers of children with PIMD spend on 

average 4.1 hours per day (SD=1.5). Both the mothers and fathers of 

typically developing children have significantly more free time. The mothers 

of typically developing children use on average 5.5 hours per day (SD=1.9) 

for free time; t(137)=-3,885, p=.000. The fathers of typically developing 

children use on average 5.8 hours per day (SD=2.4) for free time, t(74,595)=-

4,151, p=.000.         

 A closer look at the activities described within free time shows that 

both the mothers and fathers of children with PIMD spend time on all 

activities within the free time category separately, as do the parents of 
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typically developing children. Both the mothers and fathers of children with 

PIMD seem to ‘save’ time on all the separate subcategories compared to the 

mothers and fathers of typically developing children, though these 

differences are not significant. 

Table 4 
Mean time use during the week and weekend days 
Category Subcategory Parents of a child with 

PIMD 
Parents of a typically 
developing child 

  n Mean time in hours 
per day (SD) 

n Mean time in hours 
per day (SD) 

Total contracted time     
Mothers1   19 3.6 (2.1) 48 3.7 (2.2) 
Fathers 1  21 5.2 (1.7) 58 4.1 (2.0) 
 Paid work     
 Mothers2 30 2.2 (2.4) 109 1.6 (2.3) 
 Fathers2 27 4.1 (2.7) 66 3.6 (2.3) 
 Paid work (only participants who have paid work) 
 Mothers1  19 3.4 (2.2) 48 3.6 (2.2) 
 Fathers 1 21 5.2 (1.7) 58 4.0 (2.0) 
 Educational activities     
 Mothers 3 30 0.1 (0.2) 109 0.0 (0.2) 
 Fathers 3 27 0.1 (0.7) 66 0.2 (0.7) 
Total necessary time     
Mothers1   30 10.3 (0.9) 109 10.9 (1.3) 
Fathers 1  27 10.4 (2.2) 66 10.5 (1.4) 
  Sleeping time     
 Mothers1  30 8.2 (0.9) 109 8.4 (1.0) 
 Fathers 1 27 8.1 (1.3) 66 8.4 (1.3) 
 Eating & drinking 

Mothers 1 
 
30 

 
1.3 (0.5) 

 
109 

 
1.7 (0.7) 

 Fathers 2 27 1.6 (1.4) 66 1.6 (0.7) 
 Personal medical care     
 Mothers1 30 0.8 (0.2) 109 0.8 (0.4) 
 Fathers1 27 0.7 (0.5) 66 0.6 (0.4) 
Total committed time     
Mothers1   30 6.2 (2.4)*** 109 4.6 (2.3) 
Fathers 1  27 4.1 (3.0) 66 2.7 (1.8) 
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 Domestic work     
 Mothers 1 30 2.8 (1.3)*** 109 4.3 (2.2) 
 Fathers2  

 
 

27 1.7 (1.4) 66 2.5 (1.8) 

 Shopping and use of 
services 

    

 Mothers3  30 0.6 (0.3)  - 
 Fathers3  27 0.2 (0.3)  - 
 Care and supervision 

of all children 
    

 Mothers 2 30 2.8 (1.7)*** 109 0.2 (0.7) 
 Fathers 2 27 2.1 (2.5)*** 66 0.2 (0.5) 
 Care and supervision of typically developing 

children 
  

 Mothers 2 30 0.2 (0.3) 109  0.2 (0.7) 
 Fathers 2 27 0.3 (0.6) 66 0.2 (0.5) 
 Care and supervision of children with PIMD   
 Mothers3  30 2.6 (1.6) - - 
 Fathers3  27 1.9 (1.7) - - 
Total free time     
Mothers1   30 4.0 (1.9)*** 109 5.5 (1.9) 
Fathers 1  27 4.1 (1.5)*** 66 5.8 (2.4) 
 Social contacts     
 Mothers 2 30 1.5 (1.2) 109 1.9 (1.6) 
 Fathers 2 27 1.7 (1.8) 66 1.7 (1.8) 
 Leisure time     
 Mothers 2 30 0.3 (0.3) 109 0.6 (1.1) 
 Fathers 2 27 0.2 (0.2) 66 0.4 (0.7) 
 Computer & internet     
 Mothers 2 30 0.7 (0.5) 109 1.0 (0.9) 
 Fathers 2 27 0.6 (0.7) 66 1.1 (1.0) 
 Reading, tv & radio     
 Mothers 1 30 1.5 (0.9) 109 2.0 (1.2) 
 Fathers 2 27 2.1 (1.0) 66 2.5 (1.4) 
1 Independent samples t-test 
2 Mann Whitney test 
***p<.001 
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4.4 Discussion 

The aim of this study was to increase our understanding of how raising a 

child with a PIMD at home affects the time use of both mothers and fathers in 

all the activities of daily life. Our results show that both the mothers and the 

fathers of children with PIMD and the mothers and the fathers of typically 

developing children spend similar amounts of time on contracted and 

necessary time, but there are substantial differences in committed time (e.g. 

care and supervision of children with PIMD and domestic work) and free 

time. Notwithstanding the substantial professional support, mothers and 

fathers spend on average 2.1 to 2.8 hours per day on care and supervision of 

their children as their primary activity. This is significantly more than the 

average time both mothers and fathers of typically developing children spend 

on childcare and supervision (average <30 minutes per day). Mothers and 

fathers raising children with PIMD spend significantly less time on average 

on domestic work when compared to mothers and fathers raising typically 

developing children. Mothers and fathers raising children with PIMD thus 

spend on average 1.5 hours per day less on free activities than mothers and 

fathers raising a typically developing children, which is a striking difference. 

This reduction in free time cannot be traced back to one or more specific 

leisure activity, both mothers and fathers seem to cut a little time from all 

subcategories.        

 Several methodological strengths can be described. First, mothers and 

fathers participated in this study. Few studies have examined the impact of 

raising a child with disabilities on the time use of fathers (Crettenden, 2008). 

Mothers in the study by Crowe and colleagues (2000) reported that the 

fathers of young children with disabilities spend the same amount of time on 

childcare as the fathers of typically developing children, which agrees with 

the results of this study, which found that fathers are also involved to a large 
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extent in the care and supervision of their child with PIMD. The results also 

seem to indicate differences between the time use of the mothers and fathers 

of children with PIMD, which differences are similar to those between the 

mothers and fathers of the comparison group. Since the mothers and fathers 

of children with PIMD are related to each other, it was not possible to analyse 

this trend statistically.       

 Second, the diary method used in this study is widely described as a 

very accurate procedure (Frazis & Stewart, 2012; Stinson, 1999) when 

compared to questionnaires describing time use or recall diaries. Recall 

problems and over or underestimation are avoided with the diary method 

(Juster & Stafford, 1991), and by listing all the activities during one (or more) 

24-hour period, rather than a few specific activities, the data is less distorted 

due to ‘social desirability bias’ (Frazis & Stewart, 2012; Stinson, 1999). 

Third, the participants in this study used a time use smartphone or tablet app 

to keep track of their time use. Today, smartphones and tablets are an 

important and integrated part of everyday life in the Netherlands, which 

makes keeping track of time use easier and less burdensome than a paper 

time use diary (Sonck & Fernee, 2013).    

 Fourth, in our study we compared two groups of parents in the 

Netherlands using the same time use app. This enabled us to compare 

effectively the time use of mothers and fathers raising children with PIMD 

with parents raising typically developing children. The time use data of 

parents raising children with PIMD is difficult to compare with the time use 

of parents raising children with less severe intellectual disabilities or other 

types of disabilities in previously conducted studies. ‘Childcare’ has been 

inconclusively defined, for instance, in studies into the time use of mothers 

raising children with a disability, which makes it hard to compare time use 

between studies (Crettenden, 2008; McCann & Winzenberg, 2012). The way 
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people spend their time is thus not only related to personal and family 

characteristics, but also determined by national policies on the support for 

families raising children with a disability. When comparing our data to other 

studies, differences in time use could also be related to the definition of the 

time use categories and/or the nation’s policy.    

 In addition to the abovementioned methodological strengths, there are 

also methodological weaknesses in our study. First, not all the participants in 

this study completed the time use app for all the days requested. We therefore 

only included participants who completed at least twenty-three hours in a 

day, to get as much use out of the data as possible. However, more than 70 

percent of the parents raising children with PIMD completed the diary for six 

or seven days (out of the seven days requested) and only 10 percent kept 

track of their time use for three days or less (out of seven days requested). It 

is possible that the participants who only completed a small part of the time 

use diary are more burdened and therefore did not have the time to complete 

the time use diary. Second, time use is expected to differ on week and 

weekend days, which could have influenced the results presented. A follow-

up analysis distinguishing week and weekend days showed some slight 

differences. We found that mothers raising children with PIMD save time on 

domestic work on weekdays when compared to mothers raising typically 

developing children (t(88,877)=-4,669 p=0.000). The same trend was 

observed in mothers raising children with PIMD in the domestic work 

category on weekend days, but the difference was not significant. No 

significant differences were  found on week and weekend days for fathers 

raising children with PIMD in terms of free time when compared to fathers of 

typically developing children on week and weekend days, although the trend 

was similar to the combined time use data (week and weekend days together).

 Third, only the parents’ primary activities were described and 
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analysed in this study. Previous research has shown that a substantial part of 

the care and supervision of a child with a disability is described as a 

secondary activity, undertaken at the same time as other activities 

(Crettenden, 2008). This may have led to underreporting of the actual time 

spent on the care and supervision of the children with PIMD. Several parents 

in this study mentioned during the home visit that their child with PIMD 

could not be left out of sight and was in constant need of supervision. Dupont 

(1980) described the constant need for supervision of children with a 

disability as the heaviest burden that the parents in his study bore. It would 

therefore be interesting to analyse the secondary activities of parents raising 

children with PIMD further. Fourth, average times (average hours per day) 

per activity are described in this study. The high standard deviations, 

however, show that there is substantial individual variation in the time spent 

on all categories. Since this individual variation is not only observed in both 

groups in our study but also in several other time use studies (Crowe & 

Micheal, 2011; Padeliadu, 1998), this seems to be a common aspect of time 

use. Therefore, future research should focus on the differences in time use of 

individual parents raising children with PIMD and study if and how their 

time use patterns are related to personal factors in the parents and/or their 

children with PIMD.        

 In this study we measured the impact of raising a child with PIMD in 

terms of the parents’ objective time use. The children with PIMD in this 

study ranged in age from 3 to 34 years (with 34 years being an outlier), and 

the children with PIMD had siblings in 25 families. Although the parents’ 

care tasks in raising their children with a disability do not necessarily 

diminish with age (Curran et al., 2001), it is unknown if and how the time use 

patterns of parents raising children with PIMD change over time and change 

with transitions in life. It is unknown what having continuously different time 
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use patterns means for parents raising children with PIMD. Future research 

should provide greater insight into the subjective experience or parental 

appraisal account of raising children with PIMD because the time needed for 

care and supervision is not necessarily related to the parents’ subjective 

experience (Tadema & Vlaskamp, 2010).     

 This study shows that the mothers and fathers of children with PIMD 

have to spend a significant amount of time on care tasks and have on average 

1.5 hours less free time per day than the parents of typically developing 

children. This is consistent with the study by Axelsson & Wilder (2014), who 

showed that the majority of family activities happened less often in families 

with children with PIMD than in families with typically developing children. 

This is a striking difference, since leisure participation/free time substantially 

contributes to people’s well-being (Sirgy, 2012). Participation in leisure 

activities has been identified as a coping strategy for day-to-day stress (Qian, 

Yarnal, & Almeida, 2014). Since several studies state that parents raising 

children with a disability experience increased levels of stress (Baker-

Ericzen, Brookman-Frazee, & Stahmer, 2005), the availability of free time 

seems to be of great importance for these parents.     

 The radical impact on parental time use patterns and the limited 

amount of free time makes taking care of children with PIMD, 24/7, an 

extremely demanding task for parents. Therefore, formal support for families 

raising children with PIMD (such as short breaks/respite care) would appear 

to be extremely important for families to improve or maintain their well-

being and quality of life (O’Brien, 2001). In several studies parents describe 

that services meeting their specific needs are unavailable or they are 

dissatisfied with the respite services for their children with a disability 

(McGill et al., 2006). Parents also experience financial barriers to obtaining 

the necessary services (Resch et al., 2010). Organizations and practitioners 
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working with such families must be aware of these problems with services 

and the pressure parents experience on their time use in order to support 

families optimally. Therefore, organizations should explore ways of ‘giving 

back’ time to parents by creating family centred services and support 

interventions adapted to the needs and preferences of parents.  

 


