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Abstract 

Background. This study analysed parents’ positive and negative appraisals of 

the impact of raising children with profound intellectual and multiple 

disabilities (PIMD) on family life, which is of great importance to tailoring 

the support to the families’ needs. 

Method. Mothers (n=52) and fathers (n=27) of 56 children with PIMD 

completed a questionnaire focused on their positive and negative appraisals 

of the impact of childhood disability on family life. Scale means (ranging 

from 10-40) were calculated, as was the relationship between the two 

subscales. 

Results. Parents indicated that their children affect family life both positively 

(M=31.4 and 32.8 respectively) and negatively (M=31.3 and 28.5 

respectively). Only fathers showed a positive significant relationship between 

the positive and negative subscales.  

Conclusions. Parents’ positive and negative appraisals co-occur. Although 

parents substantially positively appraise the impact on family life, their 

substantial negative appraisal demands tailored support for families raising 

children with PIMD.  
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5.1 Introduction 

Nowadays, the role that family members play in the life of a person with an 

intellectual disability is widely acknowledged (Turnbull & Turnbull, 2001). 

This has led to the recognition that a disability not only strongly influences 

the person themself, but has consequences for the whole family (Seligman & 

Darling, 2009). As family systems theory explains, all family members are 

related; family is viewed as a complex and interactive system in which all the 

members’ needs and experiences affect the others (Seligman & Darling, 

2009). Families are viewed both as partners in supporting the child with 

intellectual disabilities (ID) and as recipients of the support services 

themselves (Summers et al., 2005). When professionals and families work 

together in partnership and following the principles of family centred 

services, this positively affects the outcomes for the child, parents and family 

(Dempsey & Keen, 2008). To do this, knowledge about the impact of the ID 

on the whole family is of great importance. This is even more important 

today, as almost all children with profound intellectual and multiple 

disabilities (PIMD) grow up within the family circle.    

 Children with PIMD are characterised by their profound intellectual 

and severe physical disabilities, resulting in little or no apparent 

understanding of spoken language, for instance (Nakken & Vlaskamp, 2007). 

Sensory impairments often co-occur and these children have an overall risk 

of developing health problems (Nakken & Vlaskamp, 2007; Timmeren et al., 

2016). A consequence of this combination of disabilities is the need for 

pervasive support, which makes raising a child with PIMD at home a highly 

demanding task for parents. As a recent study showed, both mothers and 

fathers spend an amount of time on caretaking tasks which far exceeds the 

usual time parents spend on typically developing children (Luijkx, Van der 

Putten, & Vlaskamp, under review). This is in line with the study by Mencap 
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(2001) which describes the extraordinary amount of time parents raising 

children with PIMD spend on caretaking tasks, and the study by Tadema and 

Vlaskamp (2010) which reports the heavy demands that raising children with 

PIMD at home places on parents. Although we know what true objective 

consequences of raising children with PIMD are in terms of time, the study 

by Tadema and Vlaskamp (2010) also showed that this does not necessarily 

reflect the subjective impact on the family life of parents. The substantial 

amount of time parents spend on care tasks does not necessarily negatively 

influence parents’ experiences with raising children with PIMD. Even more 

so, some studies report positive experiences in parents raising children with 

an intellectual disability in addition to negative experiences and parental 

stress (Hastings & Taunt, 2002). The study by Trute et al. (2007) also showed 

that parents have both positive and negative appraisals of the impact of 

childhood disability on their family life. There is therefore evidence that 

parents’ positive and negative appraisals can exist independently and are not 

inversely related (Hastings & Taunt, 2002; Trute, Hiebert-Murphy, & Levine, 

2007). However, these studies were conducted with the parents of children 

with less pervasive disabilities, or parents of children with a broader range of 

disabilities, such as cerebral palsy or developmental disabilities. There have 

been no studies so far exploring parents’ subjective appraisals of the impact 

of raising a child with PIMD on family life. Therefore, this study explores 

both the positive and negative appraisals of raising a child with PIMD on 

family life for mothers and fathers. Knowing more about the positive and the 

negative appraisals of raising children with PIMD is important, along with 

the objective impact on parents (in terms of time). Knowing more about the 

parental appraisal of raising a child with PIMD on family life helps us to 

understand what influences family quality of life. This way it is possible to 



A valuable burden? 

75 
 

tailor the support better to the families’ wishes and needs and help them 

sustain their care tasks for an extensive period.  

5.2Method 

5.2.1 Participants 

A convenience sample of 52 mothers and 27 fathers agreed to participate in 

this study. Participants 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), a motor disability and was still living at home. Both the 

mother and father participated from 23 families, while only the mother 

participated from 33 families. The characteristics of the participants are 

presented in Tables 1 and 2. The mean age of the parents was 41.7 years old 

(range: 25.7-60.5; SD 6.9). The mean age of the children with PIMD was 9.8 

years (range: 1.8-34.3; SD 6.5). All the children had additional impairments 

(see Table 2). The formal support families received ranged from 18 to 60 

hours per week, with an average of 40 hours per week (SD 9.9). Half of the 

children visited a facility for respite care for at least one night per month.  
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Table 1 
Participant and family characteristics  

Family characteristics (n=56) n % 
Number of children living at home   

1 
2 
3 
4 

9 
26 
19 
2 

16.1 
46.4 
33.9 
3.6 

 Fathers (n=27) Mothers (n=52) 
 n % n % 
Age (years)         

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

0 
9 
11 
5 
2 

0.0 
33.3 
40.7 
18.5 
7.4 

2 
24 
23 
3 

0.0 

3.8 
46.2 
44.2 
5.0 
0.0 

Age (mean, SD) 43.1 7.1 41.0 6.8 
Level of education         

Secondary education  
Intermediate vocational training 
Secondary vocational training 
University degree 
Missing 

2 
9 
12 
3 
1 

7.4 
33.3 
44.4 
11.1 
3.7 

4 
21 
16 
11 
0 

7.6 
40.3 
0.8 

21.2 
0.0 

Paid work     
Yes 
No 
Missing 

4 
2 
1 

88.9 
7.4 
3.7 

32 
20 
0 

61.5 
38.5 
0.0 

Hours of paid work (mean, SD) 36.9 11.9 17.5 13.1 
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Table 2 

Characteristics of the children with PIMD (n=56) 

 M (SD) n % 

Developmental age (months) 10 (8.6)   
Sex  

Male  
Female 
Missing 

 
 

 
26 
19 
11 

 
46.4 
33.9 
19.6 

Gross motor function classification system (GMFCS)1 

I 
II 
III 
IV 
V 

  
3 
11 
19 
10 
13 

 
5.4 

19.6 
33.9 
17.9 
23.2 

Manual ability classification system (MACS)2 

I 
II 
III 
IV 
V 

  
2 
9 
6 
12 
27 

 
3.6 

16.1 
10.7 
21.4 
48.2 

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 

  
37 
9 
39 
10 
32 
22 
34 
30 
24 
20 

 
66.1 
16.1 
69.6 
19.7 
57.1 
39.3 
60.7 
53.6 
42.9 
35.7 

Formal support for the children with PIMD in hours per week 
<20 
20-30 
31-40 
41-50 
51-60 
Missing 

40.0 (9.9) 
 

 
1 
6 
24 
13 
9 
3 

 
1.8 

10.7 
42.9 
23.2 
16.1 
5.4 

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

 



Chapter  5 

78 
 

5.2.2 Procedure 

Participants were recruited in several ways. First, the parents who had 

participated in a previous study (into the time use of parents raising children 

with PIMD) were asked to participate in this study as well: 54 parents (97.4% 

of the sample) agreed to participate. Second, our call for participation was 

posted on several websites for parents of ‘children with complex needs’, on 

social media and circulated by families themselves. This resulted in 25 

participants. The parents who wanted to participate were contacted by e-mail 

and could complete the questionnaire online (voluntarily and anonymously). 

 5.2.3 Questionnaire 

The participants completed the translated (Dutch) version of the Family 

Impact of Childhood Disability instrument (FICD) (Trute & Hiebert-Murphy, 

2005). This instrument assesses the parents’ positive and negative appraisals 

of the impact of their child’s disability on family life. The FICD consists of 

an overall question ‘In your view, what consequences have resulted from 

having a child with PIMD in your family’. This question is followed by a list 

of 10 positive and 10 negative types of impact which can be scored on a four-

point Likert scale of 1 (not at all) to 4 (substantial degree). A positive (FICD-

POS) and negative (FICD-NEG) subscale can be calculated. The sum score 

of each scale varies theoretically from 10 to 40, higher scores indicate a 

higher positive or negative impact on the family (Trute et al., 2007). The 

original instrument showed high internal consistency (Chronbach’s alpha 

range from .81 to .89 for mothers and fathers on the two subscales) and good 

test-retest reliability (Trute et al., 2007). Internal consistency for the 

translated version of the FICD and the current sample varied from acceptable 

to high for mothers and fathers on the positive and negative subscales 

(ranging from 0.67-0.81). A principal component analysis with varimax 

rotation based on the data from the present study confirmed the two subscales 
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in the current study, with FICD-POS explaining 15.2% and FICD-NEG 

explaining 23.6% of total scale variance.  

5.2.4 Analysis 

Scale means were calculated for the FICD-POS and the FICD-NEG by 

adding up the scores of the items belonging to each subscale. The relationship 

between the two subscales was calculated for mothers and fathers using two 

Pearson’s correlation coefficients. An error bar was created for mothers and 

fathers in both subscales. A detailed overview of the scores (in %) of mothers 

and fathers on the individual items from both FICD subscales are presented. 

5.3 Results 

5.3.1 Positive and negative appraisal of the impact on family life 

Mothers rate the positive appraisal of the impact of raising a child with PIMD 

on family life with a mean score of 31.4 (SD 4.7) ranging from 17 to 39 and 

the negative appraisal with a mean score of 31.3 (SD 5.3) ranging from 16 to 

40. Fathers rate the positive appraisal of the impact of raising a child with 

PIMD on family life with a mean score of 32.8 (SD 4.0) ranging from 24 to 

40, and the negative appraisal with a mean score of 28.5 (SD 5.9) ranging 

from 14 to 37. For fathers, there was a positive relationship between the 

positive and negative subscale, r=.44, p<.05. For mothers, the two subscales 

are not significantly related (r=.24, p=.2). Based on Figures 1 and 2, the 

scores of fathers seem to be less negative than the scores of mothers, and 

more positive scores are similar among mothers and fathers.  
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Figure 1 and Figure 2 

The mean score on FICD-POS and FICD-POS and standard error for 

mothers and fathers 

5.3.2 Overview of negative and positive impacts on mothers and fathers 

Table 3 gives a more detailed overview of the scores (in %) of mothers and 

fathers on the individual items of both FICD subscales. Concerning the 

negative subscale, more than half the mothers and fathers indicated negative 

consequences to a substantial degree in their lives in four out of ten items 

(40%). These items concern the topics ‘time demands’, ‘financial costs’, 

‘disruption in habits’ and ‘time with friends’. More than half the mothers 

experienced a positive impact (to a substantial degree) in their lives as a 

consequence of raising a child with PIMD for three items (value in life, 

awareness of family members, uniqueness). The majority of fathers indicated 

that raising a child with PIMD led to the following positive consequences on 

their family lives to a substantial degree: great spiritual fulfilment, more 
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awareness of family members, greater tolerance of family members, 

improved relationship with spouse and greater value in life.  
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Table 3 
Scores of mothers and fathers on the negative and positive subscales  
 Mothers (n=50 to 52) Fathers (n=26 to 27) 
 Not 

at all 
(%) 

To a mild 
degree (%) 

To a 
moderate 
degree (%) 

To a 
substantial 
degree (%) 

Not at 
all 
(%) 

To a mild 
degree (%) 

To a 
moderate 
degree (%) 

To a 
substantial 
degree (%) 

Negative subscale         
Extraordinary time demands created in looking 
after the needs of the child with disability.  

0.0 1.9 28.8 69.2 0.0 11.1 22.2 66.7 

There has been unwelcome disruption to 
‘normal’ family routines. 

3.8 7.7 25.0 63.5 3.7 3.7 22.2 70.4 

It has led to additional financial costs.  0.0 11.5 30.8 57.7 0.0 14.8 22.2 63.0 
It has led to limitations in social contacts 
outside the home.  

25.0 11.5 21.2 42.3 48.1 29.6 11.1 11.1 

Chronic stress in the family has been a 
consequence.  

4.0 20.0 34.0 42.0 3.7 25.9 51.9 18.5 

We have had to postpone or cancel major 
holidays.  

11.5 15.4 25.0 48.1 18.5 11.1 25.9 44.4 

It has led to a reduction in time parents could 
spend with their friends.  

2.0 3.9 21.6 72.5 0.0 11.1 33.3 55.6 

Because of the situation, parents have hesitated 
to phone friends and acquaintances.  

28.8 11.5 34.6 25.0 44.4 11.1 18.5 25.9 

The situation has led to tension with spouse.  23.5 23.5 31.4 21.6 44.4 22.2 22.2 11.1 
Because of the circumstances of the child's 
disability, there has been a postponement of 
major purchases.  
 

13.5 32.7 19.2 34.6 30.8 26.9 11.5 30.8 
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Positive subscale         
The experience has made us more spiritual  23.5 9.8 29.4 37.3 3.7 7.4 22.2 66.7 
Family members do more for each other than 
they do for themselves.  

11.5 15.4 46.2 26.9 3.7 40.7 37.0 18.5 

Having a child with disability has led to an 
improved relationship with spouse.  

15.4 25.0 15.4 42.3 7.7 3.8 19.2 69.2 

The experience has made us come to terms with 
what should be valued in life. 

0.0 5.8 23.1 71.2 0.0 3.7 37.0 59.3 

This experience has helped me appreciate how 
every child has a unique personality and special 
talents.  

1.9 7.7 30.8 59.6 0.0 11.1 40.7 48.1 

Family members have become more tolerant of 
differences in other people and generally more 
accepting of physical or mental differences 
between people.  

0.0 11.5 40.4 48.1 0.0 7.4 33.3 59.3 

The child's disability has led to positive 
personal growth, or more strength as a person in 
mother and/or father.  

3.9 13.7 39.2 43.1 7.4 22.2 25.9 44.9 

The experience has made family members more 
aware of other people's needs and struggles 
which are based on a disability.  

0.0 5.8 28.8 65.4 0.0 3.7 37.0 59.3 

Raising a disabled child has made life more 
meaningful for family members.  

7.8 19.6 52.9 19.6 11.1 22.2 40.7 25.9 

The experience has taught me that there are 
many special pleasures from a child with 
disabilities.  

13.5 19.2 32.7 34.6 11.5 11.5 42.3 34.6 
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5.4 Discussion 

The aim of the study was to explore the parents’ positive and negative 

appraisals of the impact of children with PIMD on family life. A major 

finding of this study is that mothers and fathers indicate on average that 

children with PIMD affect family life both positively and negatively. This 

corresponds with several studies which show that positive and negative 

impacts co-occur in families with children with disabilities (Hastings & 

Taunt, 2002; Trute et al., 2007). Furthermore, the scores of fathers seem to be 

less negative than the scores of mothers. Several topics were, to a substantial 

degree, indicated as negative or positive by the majority of both mothers and 

fathers. The majority of parents indicated that raising a child with PIMD 

helped them understand what should be valued in life. The majority of 

parents also indicated that family members became more aware of other 

people’s needs and the challenges of living with disability. Negatively 

appraised items mostly concerned time use, extraordinary demands on time, 

reduction of time with friends and disruption in habits, but were also material 

in nature, such as the negative impact on finances. The negative impact on 

finances corresponds with a study by Dobson and Middleton (1998), who 

found that the costs of raising a child with severe disabilities are three times 

as high as those of raising a normally developing child. Parents’ negative 

appraisal of the extraordinary demands on their time corresponds with 

previous research into the objective time use of parents raising children with 

PIMD (Luijkx et al., under review). A recent study into the objective time use 

found that parents spend a significant amount of time in care tasks, while 

their free time was substantially limited in comparison to parents raising 

normally developing children (Luijkx et al., under review). The negative 

items show that families raising a child with PIMD need substantial support 

(financially and professionally) to make the time demands less onerous. This 
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is especially important since increased demands on time are not expected to 

decrease as the child grows older (McCann, Bull, & Winzenberg, 2012). 

 Several methodological issues need to be considered to interpret the 

results in this study. First, a PCA was conducted although the sample size of 

the study is rather small (27 fathers, 52 mothers) for this. The results of the 

PCA confirmed, however, the existence of two subscales in the FICD, 

corresponding with previous research. For theoretical reasons (gender 

differences, Trute et al., 2007; Crowley & Taylor, 1994) and methodological 

reasons (mothers and fathers were related in this study) both parents were 

included but analysed separately. This resulted in a sample size too small to 

examine the relationship between the characteristics of the parents and/or 

children and the parents’ appraisals, although previous research has shown 

that differences in impact might also be related to the age of the child (Trute 

et al., 2007) or social and cultural diversity (Seligman & Darling, 2009). This 

study used a convenience sample of exclusively Caucasian, two-parent 

families of children with PIMD living at home. This limits the 

generalisability of the study results. It would be interesting in future research 

to study both family and child characteristics such as families with different 

ethnic backgrounds, or single-parent households and families with children in 

different age ranges. The results of the current study suggest that there may 

be gender differences in the negative appraisal of the impact of raising a child 

with PIMD on the family. The results suggest that fathers appraise the impact 

of raising a child with PIMD less negatively than mothers, though it is 

unclear why. Previous studies into the relationship between gender and the 

impact of childhood disability on family life are inconclusive, they either 

indicated no differences between mothers and fathers or a negative impact 

(Trute et al., 2007; Trute & Hiebert-Murphy, 2002), but also found that 

mothers experience childhood disability as having a more positive impact 
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than fathers do (Trute et al., 2007). Our data shows a different picture, 

however. This might be related to the pervasive support needs of a child with 

PIMD. Fathers’ less distinctly negative appraisals could also be related to 

their roles in more traditionally organised families (with fathers as 

breadwinners and mothers as carers and/or working part time), which this 

study reflects. Being responsible for daily care tasks can be demanding on 

mothers. Previous research has also shown that mothers of children with ID 

show higher levels of stress and depression than their spouses (Beckman, 

1991). More research into this topic is needed to gain a better understanding 

of the relationship between gender and the impact of childhood disability on 

family life.         

 Although the co-occurrence of both positive and negative impacts on 

family life corresponds with previous research, the extent to which the 

parents of children with PIMD were positive and negative was substantially 

different to other samples of parents of children with less pervasive 

disabilities (Guyard et al., 2012; Pugh, 2004; Trute et al, 2007). The parents 

in our sample expressed substantially more positive and substantially more 

negative appraisals of the impact of children with PIMD on their family lives 

compared to the parents in previous studies (Guyard et al., 2012; Pugh, 2004; 

Trute et al., 2007). Therefore, the parents of children with PIMD should be 

regarded as a distinct group of parents with their own perspectives and 

experiences of the impact on family life. Apparently, the severity of the their 

children’s disabilities does not prevent the mothers and fathers of children 

with PIMD from seeing positive aspects to raising their children at home. 

Even more so, mothers and fathers might be positively reframing their child’s 

disability as a coping strategy to manage the negative aspects they experience 

(Thompson, Hiebert-Murphy, & Trute, 2012). Positive appraisals may be 

particularly important in helping parents continue their caretaking tasks over 



A valuable burden? 

87 
 

a long period (Folkman & Moskowitz, 2000). On the other hand, the parents’ 

rather negative appraisals are not unexpected, since parents experience an 

extreme burden in terms of demands on their time (Luijkx et al., under 

review). Their substantial negative appraisal of the impact on family life 

combined with the extreme time burden calls for tailored support. Mothers 

might have different needs in terms of support than fathers. Therefore, 

support services need to be tailored to the needs and wishes of families with 

children with PIMD and promote optimal family quality of life. It is also 

important to track parental appraisals over time to gain a better understanding 

of how the positive and negative impacts develop or change. Transition 

periods, such as the transition from adolescence to young adulthood, have 

been identified as challenging and stressful periods for the parents of children 

with severe ID (Neece, Kreamer & Blacher, 2009). Knowing more about 

parental appraisals before, during and after a transition period could help 

tailor support to the wishes of families.  
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