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Abstract

Background

This study gathered information about perceptions of family carers of children and young people with developmental disabilities and challenging behaviour of the help, support and treatment received from services and professionals.

Methods

66 family carers completed postal questionnaires on the nature of, and their satisfaction with, services, professional help and advice received in respect of their family member’s challenging behaviour. 
Results

Most carers were dissatisfied with support and services received. Almost half reported receiving no professional input or none that was helpful. Over two-thirds reported receiving respite care but, in a third of these, the child had been excluded because of challenging behaviour. 

Conclusions

Families of children with challenging behaviour often do not receive services and supports that they find helpful. Treatments provided are not always evidence-based. The “rationing” of services creates a danger of inequality of access. We need a more proactive approach to identifying and meeting the need for family support.

Introduction

Challenging behaviour occurs in at least 7% of people with intellectual disabilities with increased prevalence in the 15-24 age range (Emerson, 2001). Most intellectually disabled children with challenging behaviour live with their families (Qureshi, 1994). Support to families may prevent the child’s placement in residential school/care (McIntyre et al., 2002).

Treatment may ameliorate challenging behaviour (Health Evidence Bulletins Wales, 2000). Medication has limited efficacy excepting the treatment of specific psychiatric disorders (Brylewski & Duggan, 2004). Behavioural approaches are efficacious across a range of behaviours, individuals and situations including families (Lucyshyn et al., 2002). Other useful treatments (e.g., communication development (Carr et al., 1994)) are part of a broad approach to positive behavioural support. However, there is little evidence of the widespread usage of these approaches. Wiggs and Stores (1996) found that 53% of families whose intellectually disabled child had sleep disturbance had not received treatment. Kiernan and Alborz (1995) found 12% of families of young intellectually disabled adults with challenging behaviour reported receiving professional advice in the previous 5 years and Lowe et al (1998) found that families reported low levels of professional input even though their son/daughter had been identified by researchers as one of the 41 most severely challenging in Wales. 

Where families have received professional input, perceptions of helpfulness are mixed. McCarthy and Boyd (2002) found most parents of intellectually disabled adolescents with mental health/behaviour problems who had received specialist mental health input were satisfied with the care provided but Kiernan and Alborz (1995) reported that three of four parents who received advice found it not useful. Qureshi’s (1993) earlier study of the sample later studied by Kiernan and Alborz found 26% reported no professional advice, 61% none helpful, 13% at least some useful. Thus, 82% of those who had received help reported it as unhelpful.

Limited availability of effective help is professionally acknowledged. The British Psychological Society’s clinical practice guidelines (Ball et al., 2004) note “the majority of people … at home with their families are not receiving any effective psychological intervention for their challenging behaviour” (p.6). The Royal College of Psychiatrists (Faculty of Child and Adolescent Psychiatry/Faculty of the Psychiatry of Learning Disability, 2004) reports “a service that, falling between child and adolescent psychiatry and learning disability psychiatry, has often been forgotten” (p.5). 

In this apparent vacuum of effective professional treatment, families have identified respite services as the most helpful service received and, where not received, the most needed (Sherman, 1988). Respite provision is not, however, without problems. McGill et al. (in press), in a study of children subsequently placed in residential schools, found many children being excluded and availability rated very poor by almost 1/3rd of parents. In a UK survey (Mencap, 2003), 60% of families caring for children or adults with severe or profound intellectual disabilities were “getting no short break service at all, or one that is so minimal it does not meet their needs” (p.14). 

The current study sought information from parents about help received regarding their son’s/daughter’s challenging behaviour. We asked about medication, psychological and communication advice. Given that some families of disabled children may use complementary medicine (Hurvitz et al., 2003), we also asked about “other” help. Given the importance of respite, we also asked about its receipt. In respect of all kinds of support we asked parents to rate helpfulness and also obtained summative ratings of parental satisfaction.

Methods

Ethical approval was granted by the Departmental Research Ethics Committee. The questionnaire was sent to 250 parents on the Challenging Behaviour Foundation’s (CBF) mailing list. The CBF (www.thecbf.org.uk) is a charity providing information and support to parents/carers of intellectually disabled people with challenging behaviour. All parent members willing to participate in research were included. The 87 questionnaires returned (35%) were screened to ensure relative homogeneity. Sixteen questionnaires were excluded as the young person did not seem to be developmentally disabled; five were excluded where the young person was aged over 19. The remaining 66 included parents of children with intellectual disability and/or autistic spectrum disorder. 90% were mothers, 8% fathers, 2% other relative. 87% were White, 13% from Black and Minority Ethnic backgrounds. 

The questionnaire was completed primarily by ticking boxes or marking points on Likert scales. Respondents could provide optional additional comments. Topics covered were:

· Background and demographic information;

· Child’s disabilities and behaviour;
· Nature and perceived helpfulness of professional advice; 

· Nature and perceived helpfulness of respite care;

· Overall satisfaction ratings. 

Questions on the first two topics were based on McGill et al. (in press). Questions on the remainder were developed for the current study.

Results

Children and young people

Young people had an average age of 12.3 years (range: 3-19). 70% were male, 30% female. 58% were described as having autistic spectrum disorder, 41% severe learning disability. 29% were reported to have, in addition, epilepsy, 17% physical disability, 4% hearing impairment and 3% visual impairment. Overall, 41% were reported to have an additional disability. All children were rated as displaying challenging behaviours. Aggression was reported for 95% and as a “serious” problem for 45% (30 children).  On average children were reported to display 11.5 different forms of challenging behaviour (range: 5-14). 

Satisfaction with help received
Medication
53% reported the use of psychotropic medication to help manage challenging behaviour. Respondents identified 49 prescribed medications, 19 (across 17 children) remaining in use. The children’s average age was 14.5 years (range: 7-19 years). Parents reported side-effects (sometimes serious) for 49% of medications and rated 24% helpful. Medication was more likely to still be taken if rated helpful (χ2=8.8, df=1, p≤0.01) but there was no relation to reported side-effects (χ2=1.8, df=1, ns). 17% reported at least one medication to have been helpful (see Table 1). 

Table 1 about here

Psychological advice/treatment
Psychological advice/treatment had been provided to 71% of respondents to help manage behaviour at an average age of 8.0 years (range: 2-18 years). Respondents identified 91 treatments. Parents rated 24% helpful. 27% reported at least one intervention to have been helpful (see Table 1). Respondents identified “psychologist” involvement in 67% of interventions. Rated helpfulness of interventions was not related to age (χ2=0.4, df=1, ns) or identified psychologist involvement (χ2=0.2, df=1, ns). 

Communication advice/treatment
Communication advice/treatment had been given to 58% of respondents to help manage behaviour at an average age of 6.0 years (range: 1-13 years). Respondents identified 59 treatments. Parents rated 49% helpful. 34% of parents reported at least one intervention to have been helpful (see Table 1). Respondents identified “speech and language therapist” (or “speech therapist”) involvement in 69% of interventions. Rated helpfulness of interventions was not related to age (χ2=1.5, df=1, ns) or identified therapist involvement (χ2=0.2, df=1, ns). 

Other advice/treatment
26% of respondents reported receiving other advice/treatment to help manage challenging behaviour. 9% reported at least one intervention helpful (see Table 1). Other help identified was often provided by statutory services e.g. parent training, equipment or adaptations. 40% could be classified as complementary medicine including homeopathy, special diets, kinesiology, yoga and others. 

Comparison of different kinds of advice/treatment
Different kinds of treatment were differentially reported (χ2=28.2, df=3, p≤0.001).  Paired comparisons showed other help was received less than medication (χ2=10.3, df=1, p≤0.01), psychological treatment (χ2=27.3, df=1, p≤0.001) or communication treatment (χ2=13.7, df=1, p≤0.001). Psychological treatment was received more than medication (χ2=4.6, df=1, p≤0.05).  There were no differences in the reports of treatment helpfulness shown in Table 1. However, more detailed data on all medications, psychological and communication treatments (not just whether any helpful) showed differences (χ2=11.9, df=2, p≤0.01). Comparisons between pairs of treatments showed that communication treatments were more helpful than medication (χ2=6.9, df=1, p≤0.01) or psychological advice/treatment (χ2=9.9, df=1, p≤0.01). 

Respondents were more likely to identify any treatment as having been helpful than parents in Qureshi’s (1993) study (see Table 1) (χ2=25.5, df=2, p≤0.001). Qureshi’s data, however, did not relate to the broader range of sources of help considered here. A better comparison may be with psychological advice/treatment - the present sample had no greater access to psychological treatment (χ2=0.2, df=1, ns) but their treatment was more helpful (χ2=4.5, df=1, p≤0.05).

Respite care
68% of respondents had received respite care, beginning at an average age of 6.2 years (range: 2-14 years). Respondents identified 72 separate respite packages, 49% being rated as helpful. 39% of parents reported at least one package helpful (see Table 1). 16 parents (36% of those in receipt) reported their son/daughter’s exclusion from respite, 13 of them (81%) for reasons of, or including, challenging behaviour. Those excluded were rated as displaying more serious challenging behaviour than those not excluded (aggression: U=145.0, exact p=0.03; social disruption: U=153.0, exact p=0.05; physical disruption: U=113.0, exact p=0.003; non-compliance: U=152.0, exact p=0.05). 

Table 2 about here

Overall satisfaction and additional comments
Table 2 summarises satisfaction ratings. 80% of respondents made further comments. Seven themes were common to at least five respondents: 

· experience of receiving insufficient help and support (26 respondents). For example, “times when we have reached crisis point and … nowhere to turn to”;

· importance of or insufficient respite provision (12 respondents). For example, “the pot luck aspect of respite care … most effective tool for coping in my view – is a national disgrace …and is getting worse”;

· perception that professional staff and/or services lacked understanding of challenging behaviour (11 respondents). For example, “I am aware of his behaviour triggers but I cannot … get the support or understanding outside of my care to ensure my child’s behaviour is managed”.

· interaction with services as a constant battle (11 respondents). For example, “I feel that unless … make a nuisance … pester people to death, nothing is done”;

· family strain (9 respondents). For example, “children … restrict daily life for other family members”;

· having to find out everything for themselves (7 respondents). For example, “I had to … [know] more about the condition than doctors”;

· experience that the only useful support came from family members, friends or other parents (5 respondents). For example, “The most support … has been from other Mums with similar children and experiences”.
Discussion

The study’s limitations should be considered. First, parental reports reflect experiences over their son’s/daughter’s entire childhood, up to 20 years previously, and may not represent current experience. To investigate this, child’s age was correlated with satisfaction. Only the correlation between age and satisfaction with respite was significant, reflecting older children’s parents being more satisfied. Therefore it cannot be assumed that the findings do not represent the current situation. 

Second, parental accounts may not represent the actual advice, treatment and support provided. Clegg et al. (2001) noted this in a comparison between parental and professional reports.  Clegg suggests that this may reflect discordance between what is offered and parental expectations or beliefs. Parental accounts are evidence of reactions to whatever was provided even if they do not give factually correct information. 

Third, this was a convenience sample. Parents contacting the CBF may feel their child’s needs are not being met. Replication with a random sample would increase confidence in the findings’ generality. 

Finally, the study was primarily quantitative. Some issues cannot be addressed without a more qualitative investigation. Such investigation (Qureshi, 1993) would be necessary, for example, to explore why parents found unhelpful so much professional advice/treatment. 

Children were reported to display high numbers of serious challenging behaviours. Almost half were described as having autistic spectrum disorder, more than 2/3rds were male, 2/5ths had at least one additional disability. This picture compares with other studies of young people with severe learning disabilities and challenging behaviour, both in residential schools (Emerson et al., 1996; McGill et al., in press) and the “more difficult” in day schools (Kiernan & Kiernan, 1994). If anything, the current sample was reported as presenting more, more serious, challenging behaviour. For example, 45% were reported to display aggressive behaviour causing a “serious problem” compared (on an identical measure) to 30% of a residential schools sample (McGill et al., in press). 

Most families reported receiving professional support. Over half reported use of medication. Less than a quarter of medications were reported helpful and almost half had side-effects. Over half reported communication advice. Almost half reported this helpful. Over two-thirds reported psychological input, mainly behavioural, but less than a quarter found this helpful. A quarter reported “other” treatments including complementary medicine but, in two-thirds, these were unhelpful. Differences between treatments included greater availability of psychological treatment (versus medication), less availability of other advice (versus all other kinds), and reports that communication treatments were more helpful than psychological treatment or medication.

Just over two-thirds of parents reported receiving respite. While over half found this helpful, more than a third reported their son/daughter had been excluded mainly for reasons including challenging behaviour.

Overall a quarter of the sample was satisfied with the services they had received with well over a half dissatisfied. 

Don’t Forget Us (Mental Health Foundation, 1997) noted the limited quantity and quality of services for families of intellectually disabled children with severe challenging behaviour – the “forgotten minority” (p.83). Current findings are consistent with this description. Virtually all families reported receiving advice/treatment in respect of  behaviour, but of varied kinds and with substantial numbers not reporting any psychological or communication treatment. Even when such advice was provided it was only found helpful by minorities of parents. Almost half reported that no treatment provided had been helpful. Qureshi’s (1993) earlier work noted potential explanations for this, including impractical advice, lack of resources to support home treatment and clashes between professional and parental beliefs regarding challenging behaviour. More generally, there may be a poor fit between the advice/treatment provided and parents’ situations and beliefs (Clegg et al., 2001). 

These findings carry important clinical and research implications. First, they suggest that parents of disabled children with serious challenging behaviour are often not receiving helpful support/advice/treatment. Absence of such support may contribute to the child’s residential placement, limit the child’s development and increase stress/opportunity costs for the family. 

Second, findings raise concerns about the extent to which treatments are evidence-based. Frequent use of medication persists despite lack of evidence of efficacy. While there is an evidence base to support the use of behavioural treatments, many of the descriptions given of the treatment received (e.g. “verbal advice”) suggest an unsophisticated approach and this may contribute to low reports of helpfulness in a group requiring more sophisticated treatment than average. 

Third, the findings raise concerns about equality of access to help. When many families receive no/limited support, perhaps only those who “make a nuisance” of themselves will obtain anything. More articulate middle-class families with financial and psychological resources are more likely to succeed than others. Such inequalities may also affect residential school placements where similar rationing and parental advocacy issues are apparent (McGill et al., in press). Such access inequalities are unacceptable but inevitable without a proactive approach to identifying and meeting the need for family support. 
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Tables

Table 1 Availability and helpfulness of separate and combined treatments/supports

Table 2 Parental satisfaction ratings (N=66) on scale from 1 (strongly disagree that satisfied) to 7 (strongly agree that satisfied)

Table 1

	Type of treatment
	Not provided
	None helpful
	At least one helpful

	Medication
	47%
	36%
	17%

	Psychological advice/treatment
	29%
	44%
	27%

	Communication advice/treatment
	42%
	23%
	34%

	Other advice/treatment
	74%
	17%
	9%

	Any of the above
	4%
	42%
	53%

	Respite care
	32%
	29%
	39%

	Qureshi (1993)
	26%
	61%
	13%


Table 2 

	Satisfaction with:
	Mean (SD)
	Percentage satisfied (ratings of 5, 6, 7)
	Percentage dissatisfied (ratings of 1, 2, 3)

	General support
	2.8 (1.8)
	20%
	68%

	Medical help for challenging behaviour
	2.7 (1.8)
	19%
	66%

	Psychological advice regarding challenging behaviour
	2.9 (1.8)
	19%
	66%

	Help regarding son/daughter’s communication skills
	3.5 (2.1)
	30%
	53%

	Respite care
	3.4 (2.2)
	36%
	52%

	Other help regarding challenging behaviour
	2.8 (1.7)
	21%
	59%
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