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The principle aim of this study was to explore the feelings of and coping strategies used by a group of twelve mothers of young children with an intellectual disability. The study was part of a broad needs analysis investigation assessing quality of life for persons with an intellectual disability at different developmental stages. The present study had in mind quality of life of mothers with younger (pre-school) children with an intellectual disability. The participants completed two validated questionnaires, after these had been refined for the context of the study by a pilot group. At a later stage, a semi-structured interview was conducted with each research participant. The study found that the research participants experienced a range of feelings associated with having a child with an intellectual disability, including denial and anger, fear and hope for the future, fear of social rejection, guilt, sadness, joy and pride. The participants made use of a combination of different coping strategies, a pragmatic coping style being common to all. The other coping strategies assessed included wishful thinking, stoicism, seeking social and emotional support, and passive acceptance. The study concluded by noting that the participants make good use of the limited supports available, that professional support needs to be individualised, and mothers of young children need to be encouraged to empower themselves to provide one another with support.

A medical model’s understanding of intellectual disability and its concomitant practice of institutionalisation has in recent times given way to a developmental model of intellectual disability based on human rights. The resultant de-institutionalisation has meant that the primary responsibility for caring for a child with an intellectual disability now rests with the family, and more specifically the mother. Down Syndrome South Africa and the 
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University of Stellenbosch entered into a civil society partnership with the aim of improving the quality of life for people with an intellectual disability at all developmental stages of life (for details see Le Grange & Newmark 2002). As part of the above initiative, this research was one of the needs assessment studies undertaken in the Western Cape. The study focused specifically on quality of life of younger children with an intellectual disability by assessing the feelings of and coping strategies used by a group of mothers parenting young children with an intellectual disability.

Research approach

A two- stage research design combining quantitative and qualitative methodologies was used in this needs analysis. The pilot group (4 volunteer participants) formed part a study group for parents with a child with an intellectual disability attending the same school. They refined the questionnaires by commenting on language sensitivity, relevance of questions to the South African context and relevant to the age of the child associated with the study. The pilot group made few changes to the original questionnaires. 

The twelve volunteer research participants were asked to complete two questionnaires, including a biographical section, and at a later date were interviewed (semi-structured interviews). The first questionnaire used was the QRS (Short Form of the Questionnaire on Resources and Stress) by Friedrich, Greenberg and Crnic (1983). The first questionnaire comprised 51 true/false questions that focused on feelings about having a child with an intellectual disability. The second questionnaire used was the WC-R (Ways of Coping Revised) by Folkman and Lazarus (1985). The second questionnaire comprised 46, 4-point Likert Scale questions that assessed preferred coping strategies. The coping strategies assessed were i) practical coping, ii) wishful thinking, iii) stoicism, iv) seeking emotional social support, and v) passive acceptance. The twelve volunteer participants completed the questionnaires within a two-week period at home. The semi-structured interviews were individually designed, based on the questionnaires’ responses. Semi-structured interviews were conducted with the original twelve participants. In the data analysis, response similarities and differences were compared utilising the questionnaires and interview data in order to trace common themes.

Results

At the start of the questionnaires, biographical data was requested from the participants for current, as well as possible future, comparative research purposes. The participants’ mean age was between 36-37 years of age. Ten of the twelve participants indicated that there were other siblings living at home. In the other two cases: one case the child with the intellectual disability was an only child; and in the second case there were grown up siblings, who no longer lived in the parental home. Eleven of the twelve participants indicated dual parent households. Religious affiliation was mainly to one of the Christian denominations, while two of the participants were Muslim. The work status of the participants included 6 mothers who worked full-time, 2 who worked part-time, 3 non-working and 1 mother who helps with her husband’s business. The participants’ were English speaking (N=4), Afrikaans speaking (N=5), or indicated dual English/Afrikaans homes (N=3). 
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The quantitative analysis of the questionnaires assessed common question omissions, common concerns (similarities) and response differences. The participants found the true/false format of the first questionnaire (QRS) unsuitable for expressing their unique feelings. As a result, the participants tended to omit some of the questions and write qualitative comments instead. Common omissions from the first questionnaire responses concerned questions about the future and time for relaxation. The only omissions for the second questionnaire (WC-R) were unintended and completed at the time of the semi-structured interviews. Common concerns/perceptions/feelings from the second questionnaire responses were: 

i) worry about the future care of the child with an intellectual disability, 

ii) the child’s limited abilities together with others’ difficulties in understanding the child, 

iii) the child with an intellectual disability not being perceived as a ‘problem’ in the nuclear family and, 

iv) feelings of worry, rather than feelings of depression. 

After analysing each questionnaire separately, comparative analyses between each participant’s first and second questionnaires were done. The only higher negative than positive score for the first questionnaire correlated with a distinctive coping strategy combination on the second questionnaire, i.e. high stoicism and low emotional-social support seeking behaviour.

As noted, the participants found the true/false format of the first questionnaire too limiting in terms of being able to express their unique situation, resulting in many qualitative comments about particular questions. The participants’ used the space provided at the end of the second questionnaire for more general comments. Qualitative comparisons from the questionnaires’ comments revealed the following common feelings: 

Participant No. 1: 

 …things could have been so much worse. We as parents tend to feel guilt if we allow ourselves any sad feeling for ourselves.

AND
Participant No.3:

I cannot change him, and yet while that may make me sad it has never made me bitter.

Participant No. 6:

[I] was always reminded of those who have less and are worse off. … by being positive most of the time, I get to see the funny side of everything.

AND

Participant No. 5:

[I] act positively towards it or rather I try to. Although there are times when things get too much….

Participant No. 8:

AND

Participant No. 3:
Accepts it to a great extent .


I accept___ as he is.

(translated from Afrikaans)

The semi-structured interviews were taped, transcribed, summarised to include field notes and coded in order to trace emerging themes. Contradictory data emerged when 
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comparing each participant’s questionnaires and semi-structured interview data. For example, one participant indicated in 2 questions on the first questionnaire that no one in the family does without things because of the child with an intellectual disability. In contrast, the semi-structured interview revealed that in fact the family had been severely financially compromised by the health-related costs of the child with an intellectual disability. The semi-structured interviews also provided confirmatory data. For example: one participant’s second questionnaire indicated a predominantly practical coping style that was confirmed during the semi-structured interview by the participant’s spontaneous references to practical coping strategies. The semi-structured interviews served to expand on/clarify the data from the questionnaires. For example, one participant noted on the questionnaires that no one in the family does without things because of the child with an intellectual disability. During the semi-structured interview the same participant indicated that there were no financial constraints on the family because of the child with an intellectual disability, but that the family had to give up things in a way, such as camping.

The questionnaires and semi-structured interviews were compared across participants. 

The initial themes that emerged as common to many of the participants during the semi-structured interviews included: 

1) Mother assumes primary childcare responsibility and with a degree of childcare assistance from the father associated with the child with an intellectual disability. 

2) Other people who help or hinder each mother’s coping with her child with an intellectual disability, for example, how sensitive are the professionals from whom parents seek support?

3) Continual maternal focus on the developmental progress of the child with an intellectual disability.

4) The mother’s perception of the future for the child with an intellectual disability.

5) The mother’s feelings about her child with an intellectual disability attending a mainstream or special school.

6) The financial impact of having a child with an intellectual disability in the family.

7) The mother’s need to provide more time to assist her child with an intellectual disability.

8) The mother’s experience of the child’s initial diagnosis of having an intellectual disability.

9) The mother’s level of acceptance of the child with the intellectual disability/the disability diagnosis.

10) The impact of having a child with an intellectual disability on the mother’s values and the impact of the mother’s values/religious beliefs on how the mother perceives her child with an intellectual disability.

The major themes that emerged above were clustered under ‘feelings’ and ‘coping strategies.’ The feelings experienced by the participants are expressed in the following verbatim examples:

Denial: 
She’s advanced for her Downs & for her age. 



 
She’s going to catch up.
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Anger: 
You won’t get the truth out of them (the doctors), they all stick  together.

Hope & fear for the future: 
We have dreams for her.




I have a strange feeling in my stomach. I don’t want to




think about it (translated from Afrikaans).

Guilt: 



It’s a sin if I complain.

Acceptance of the child: 
Everyone knows & loves her. 

Fear of social rejection: 
I don’t want others to point fingers.

Relief or shock, denial & depression: diagnosis: I pictured a monster; he was so sweet.

Sadness: It (the intellectual disability diagnosis) was like accepting a death.

Pride & joy: 
Her eyes are terribly alert!




We just enjoy her.

The following coping strategies that emerged from clustering the initial themes are:
· Involvement of the mothers with their children with an intellectual disability may have provided a sense of control.

· The use of professionals (medical & educational) for information or/and emotional support, especially the staff at the specialized school from which the research participants came.

· Time out for mothers was limited, if at all.

· Support of/from other parents of child with an intellectual disability was occasional

· Concern by one parent for another was expressed, e.g. in the form of a note expressing concern when the other parent’s child had been hospitalized.

· Fathers’ involvement appeared to be more forthcoming if the mother worked.

· Extended family members’ support was typically unavailable, except in one case.

· After school care varied according to finances (au pair/nanny/aftercare/mother).

· Friends’ involvement: minimal childcare offered, though not socially ostracized.

· Comparative thinking where most participants’ perceived their own child as: ‘‘not so bad’’ as the next person’s child in terms of developmental progress.

· Future planning was avoided by most of the mothers.

· Passive acceptance

· Humour

· Talking about the situation

· The use of the passive voice, possibly for emotional distancing.

· Identifying with the author of a book on parenting a child with an intellectual

· disability.
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Between participant biographical data-questionnaires-interview comparisons revealed a greater range of socio-economic class than had been anticipated. A middle class research participant group had been anticipated as the school from which they were obtained is situated in a middle class suburb. The questionnaires’ biographical section only requested contact telephone numbers so that it was only when setting up the interviews that this class difference between participants came to the fore. The socio-economic range in the study sample included participants from the upper middle, middle and working classes. Class was assessed according to the following indicators: residential area, apparent material wealth, explicit comments by the participants about their professional status and financial ease or distress. 

Discussion
Data analysis of participant comparisons resulted in the emergence of themes later clustered under feelings and coping strategies. The most relevant data from these categories is as follows:

· Mothers have little time for themselves, either because of the demands of childcare or because they choose to spend much of their time with their child with an intellectual disability. The participants may gain a sense of control of the situation by being pragmatically involved with their children with an intellectual disability.

· The research participants rely heavily on the special school staff for support. Sometimes support is also obtained before or after their children have been  pupils at the school. Ambivalence towards other professional support seemed to be common, though the continual therapies (speech and occupational therapies) were commented on favourably. The more personal relationships that ongoing support affords seemed to be most appreciated.

· Money helps: day-to-day childcare is mainly from paid caregivers, rather than from the extended family. One participant noted that being affluent lessened the strain on marital relations, as the financial costs associated with all the therapies needed by children with an intellectual disability are considerable.

· The research participants focus on what they can do for their child with an intellectual disability now, rather than contemplating the future. The participants accepted that their children have an intellectual disability in the present, but were often unable/unwilling to accept the permanence of such a diagnosis.

As mentioned, in the participant biographical data-questionnaire-interview comparisons, an unanticipated range of socio-economic backgrounds became evident. The range of socio-economic backgrounds of the participants makes the similarities between them all the more interesting, suggesting that, while not a homogeneous group, there appears to be common feelings and concerns to the experience of parenting a young child with an intellectual disability. Examples include the participants’ initial reaction to the diagnosis of intellectual disability (shock, denial, some anger and depression), and to a way of coping that focuses on current concerns about their children with an intellectual disability. Socio-economic differences raised questions about whether affluence alone is sufficient to ameliorate maternal coping or whether other support forms (eg. extended 
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family childcare assistance) are equally or more useful. Eleven out of twelve respondents’ indicated dual parent households, with reportedly supportive marital relationships. The varied socio-economic backgrounds and the high dual parent households in this study contrast to one of the participant’s comments about marital discord being common in families where finances become strained as a result of costs related to having a child with an intellectual disability. Possibly, the sample bias in terms of self-selection of participants is reflected here.

Contradictory within-subject data findings from the questionnaires and semi-structured interviews may be explained by Furnham’s lay theory (cited in Skinner 2000) which says that individual’s hold contradictory explanations of the world simultaneously without experiencing cognitive dissonance (i.e. without feeling uncomfortable). Lay theory says that individuals derive explanations of the world from their own experiences, personal histories and from whatever knowledge they can glean from other sources. Any explanation about a particular topic reasoned by an individual is likely to be embedded within the context of the given individual’s network of beliefs about life in general.

Conclusion

The aim of the study was to assess the feelings of and coping strategies used by mothers of young children with an intellectual disability. This aim was embedded within the context of improving the quality of life for young children with an intellectual disability by assessing the needs of those who typically assume primary responsibility for their care, i.e. their mothers. The needs of mothers with a child with an intellectual disability were assessed in terms of the mothers’ feelings about having a child with an intellectual disability and their preferred coping styles.

The present study was explorative in nature with a view to providing focus for future research efforts involved in assessing and ameliorating the quality of life for young children with an intellectual disability. 

The shortcomings of the present study might be useful for informing future research of a similar nature. In order to be able to generalize the findings, a larger sample size is needed, particularly in the South African context where in-depth research into topics related to intellectual disability has been scarce. The limitations of self-selection also need to be overcome. The participants found the true/false format of the first questionnaire problematic. A Likert Scale type instrument may be more appropriate for research on emotionally evocative topics. Contradictory data findings may be further explained (apart from lay theory) by using a social desirability scale and then correlating the findings with the questionnaires’ findings. 

The research affirmed and empowered role-players invested in improving the quality of life for persons with an intellectual disability, by including them during all phases of the research. An example: one of the participant’s noted the isolation that mothers with a child with an intellectual disability tend to experience because of such difficulties as finding an appropriate babysitter when social occasions arise. Towards the end of the semi-structured interview, the same participant stated that she wanted to initiate a 
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Saturday morning support group for other parents with a child with an intellectual disability.

The study reminds professionals involved with providing support for families with a child with an intellectual disability that different types of support are most useful at different times (as indicated in the literature) and that the timing of types of support varies for different people. One of the participants expressed her appreciation of the emotional support obtained from the nurses at the time of the birth of her child with an intellectual disability. Another participant indicated that she had not appreciated having been sent a counsellor at the time of the birth of her child with an intellectual disability. 
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