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About this document

The following bibliography includes 539 references and annotations relevant to family support programs for children with disabilities. Entries are listed in alphabetical order.  Each entry includes a bibliographic citation followed by a general categorical label (e.g., survey, group comparison, expert opinion, systematic review), and a summary. The length of the summaries varies based on the relevance of the information in the original literature. 

Readers may notice that definitions and assumptions vary significantly among entries in this bibliography. For example, some authors view family supports solely as a means of enlisting family assistance in achieving specific educational, behavioral, or medical outcomes for children, while others view family support solely as measures that sustain psychologically, socially, and physically healthy families. This lack of uniformity presents both challenges and benefits to the field, and more specifically to both the writers and readers of this document. The principle benefit is that the diversity of definitions and assumptions allows and encourages the richness of approaches that currently characterizes the field. It also presents a major challenge to efficient communication, since many facts about specific studies or reviews can only be fully understood in the context to the operational definitions and assumptions adopted by their authors. In most cases, these assumptions and definitions are omitted or minimally addressed in our annotations in the interest of brevity. Therefore, readers wanting to gain a fuller understanding of the information provided in our annotations are advised to seek the original source.

This bibliography summarizes a small part of the current literature relevant to family support programs for children with disabilities. The primary challenge that we encountered in preparing this bibliography was defining relevance. A narrow definition of literature directly addressing family support programs produces only a few studies that are relevant. A broad approach that includes all literature on families of children with disabilities leads to massive body of literature. 

We chose to sample the broader body of literature rather than to attempt to comprehensively catalogue the narrower body of literature.  Our reason for taking this approach was simple. In order to understand, design, maintain, and evaluate family support programs, it is first necessary to understand the families that they serve and the challenges that these families face. 

The decision to address the broader body of literature on families of children with disabilities that comprises the informational foundation of family support programs made it impossible to include all relevant literature or even all of the high-quality, relevant literature. Therefore, readers will no doubt note that many excellent studies have been omitted. We attempted to limit this bibliography to approximately 100 pages of text, and to sample a wide range of literature. Therefore, in most cases the lack of inclusion of a particular topic or particular author does not reflect a specific choice or a lack of availability of worthwhile literature to sample. However, there are some important exceptions to this. For example, we hoped to include more research that related to the delivery of culturally appropriate services to aboriginal Canadian families. Unfortunately, we had difficulty identifying relevant research studies and most of the available literature was limited to expert opinion. Similarly, we found few applied studies that measured the benefits of support programs for families that directly addressed outcomes for children and their families.

We also attempted to balance the inclusion of literature based on various research approaches and methods. For example, this bibliography includes annotations of about 50 qualitative studies, which are often omitted from research reviews. We feel that qualitative studies have a vital role to play in research on families for a wide variety of reasons, including these two: (1) Qualitative studies typically empower participants to contribute to the research agenda rather than requiring them to respond to a research question limited by a prespecified hypothesis. (2) Qualitative research is based on fewer assumptions about the participants and the potential range of responses. This is particularly important when many families, advocates, and researchers are questioning the long-standing assumptions, which have shaped research on families of children with disabilities. For example, it is generally assumed that parental stress is reduced by respite care, but one qualitative study (Hartrey & Wells, 2003) found evidence that mothers sometimes feel guilty about using respite services resulting in increased stress. While quantitative research may be necessary to determine the frequency and influence of this effect, this finding from a qualitative study is vital to set the agenda for such future research.

The printed version of this bibliography is produced as an appendix to our State of the Evidence Review. For researchers using this bibliography as a tool, we strongly recommend using an electronic version that allows computerized searching. It is available in three formats: Microsoft Word, PDF, and EndNote and is available from our website at:

http://www.ualberta.ca/~jpdasddc/famsupport/final.htm

A

Abelson, A. G. (1999). Economic consequences and lack of respite care. Psychological Reports, 85(3 Pt 1), 880-882.

Survey/ Group Comparison: This survey of 574 parents of children with disabilities assessed the effects on missing hours of work and lost employment opportunities. It compared groups of parents based on severity of the child's disability and age of the child. The results indicated that parents’ employment productivity was negatively affected by having a child with a disability and that easily available respite care might be a useful tool to ameliorate this problem. (ds)

Able-Boone, H., & Stevens, E. (1994). After the intensive care nursery experience: families' perceptions of their well being. Child Health Care, 23(2), 99-114.

Survey/Group comparison: This study compared families of children with and without disabilities who had  been part of an ICU nursery program.  Families with disabled children noted financial concerns and burdens  in caregiving and locating services for their children, The authors stress the importance of coordination of hospital and community coordination as early as possible stressed. (PC/ds)

Ablon, J. (1996). Gender response to neurofibromatosis 1. Social Science and Medicine, 42(1), 99-109.

Qualitative Study: The authors of this study interviewed 30 people with Type 1 neurofibromatosis and members of their family. They report that there were gender differences  in responses of patients between affected males and females, and they suggest consideration of gender in designing and implementing support services. (PC/ds)

Achenbach, T. M., Howell, C. T., Aoki, M. F., & Rauh, V. A. (1993). Nine-year outcome of the Vermont intervention program for low birth weight infants. Pediatrics, 91(1), 45-55.

Controlled Outcome Study:  This study supports efficacy of early support intervention with low birth weight children. Found increase in cognitive and school achievement scores nine years later. Treatment involved 7 hospital and 4 home sessions. (PC)

Adams, B., Wilgosh, L., & Sobsey, D. (1990). Sorrow of Commitment: The experience of being the parent of a child with severe disabilities. Developmental Disabilities Bulletin, 18(1), 49-58.

Qualitative Study: The researchers interviewed 8 sets of mothers and fathers together and 2 additional mothers by themselves. All parents had children between 6 and 17-years-old with severe disabilities. Results indicated that mothering a child with severe disabilities was the predominant influence on their mother's lives. The influence on the lives of husbands and other family members depended on the degree of direct involvement with the child.  Families had strong feelings ranging from frustration to satisfaction about the availability and nature of services available to their children, and deep concern for their children's futures. Some, but not all parents indicated high degrees of stress. Some parents described personal growth experiences as a result of their experiences with a child with a severe disability. (ds)

Adams, R. A., Gordon, C., & Spangler, A. A. (1999). Maternal stress in caring for children with feeding disabilities: implications for health care providers. Journal of the American Dietetic Association, 99(8), 962-966.

Survey/ Group comparison: The authors surveyed parents of children with disabilities using the Short Form of the Questionnaire on Resources and Stress. Parents whose children required tube feeding tube feeding  reported more stress and need for family-centred support (PC/ds)

Adnams, C. M., Kodituwakku, P. W., Hay, A., Molteno, C. D., Viljoen, D., & May, P. A. (2001). Patterns of cognitive-motor development in children with fetal alcohol syndrome from a community in South Africa. Alcoholism: Clinical & Experimental Research, 25(4), 557-562.

Group comparison/ Limited controls:  This study matched 34 FAS children in South Africa with normal controls on the basis of age, sex and family income. Based on subscales of Speech and Hearing, Performance, Practical Reasoning and Hand-Eye Coordination, children with FAS were found to be markedly deficient in higher order cognitive-motor deficiencies. No significant effect was found on the Personal-Social subscale or the Gross Motor subscale. (cas)

Adubato, S. A., Adams, M. K., & Budd, K. S. (1981). Teaching a parent to train a spouse in child management techniques. Journal of Applied Behavior Analysis, 14(2), 193-205.

Single-case research design/ Multiple baseline: This study involved training a mother of a 6-year-old severely developmentally delayed boy in behaviour modification for a specific task (i.e., independent dressing skills). The mother was able to implement the techniques, and also to teach them to her husband, who implemented them as well. Both parents were able to some extent to generalize the child management skills to two untrained tasks (eating and toy use.) The child showed improvement in self-help skills. The parents' skills were retained over an extended period.  (CAS)

Affleck, G., Allen, D., McGrade, B. J., & McQueeney, M. (1982). Home environments of developmentally disabled infants as a function of parent and infant characteristics. American Journal on Mental Deficiency, 86(5), 445-452.

Regression analysis: This study examined how HOME Inventory ratings may be correlated with mother's perception of the child's temperament, an observer's perception of the child's temperament, or the mother's self-reported mood. The subjects were 43 severe perinatal risk or developmentally disabled infants, 8-9 months after expected due date. The researchers found that infants were more likely to experience a positive home environment if they were viewed by their mothers as more active and by an observer as less irritable. Maternal ratings of the infant's mood, approach, adaptability, and rhythmicity; maternal self-reported depression, tension, and confusion; and infant pleasure in physical contact were all significant predictors for the subscales of the HOME inventory. It was also found that Maternal Involvement and Responsivity was lower in households where the father had high occupational status. (CAS)

Agosta, J., & Melda, K. (1996). Supporting families who provide care at home for children with disabilities. Exceptional Children, 62(3), 271-282.

Survey: This study surveyed 600  US families (Iowa and Louisiana) receiving supports for children with Developmental Disabilities pointing out procedural and policy issues facing families. (PC)

Ahmann, E. (2002). Promoting positive parenting: an annotated bibliography. Pediatric Nursing, 28(4), 382-385, 401.

Bibliography: This bibliography discusses positive parenting in terms of its foundations, its benefits for children and parents, and how it is achieved. (cas)

Ahmann, E., & Albrittain, A. (1986). An annotated bibliography on respite care for children and families. Child Health Care, 14(3), 183-186.

Bibliography: The authors present a dated but still useful bibliography on respite care, includes rationale for respite services (pc)

Ainbinder, J. G., Blanchard, L. W., Singer, G. H., Sullivan, M. E., Powers, L. K., Marquis, J. G., et al. (1998). A qualitative study of Parent to Parent support for parents of children with special needs. Consortium to evaluate Parent to Parent. Journal of Pediatric Psychology, 23(2), 99-109.

Qualitative study: Interviews with 24 parents of special needs children. This is a promising study that identifies the need for quality control in Parent-to-Parent programs to supplement traditional professional services. (PC)

Alberta Family and Social Services and Alberta Association for Community Living. (1997). Children with disabilities in care: Summary report. Edmonton: Alberta Family and Social Services and Alberta Association for Community Living,.

Quantitative Descriptive Study: The researchers undertook this study in 1996 to determine the number of children with disabilities in Alberta's Child Welfare system in the Calgary and Edmonton regions, to describe these children, and to determine the reasons for which they were placed in care. The researchers surveyed social workers in both districts and conducted intensive file reviews of a subsample of children. The total number of children in care was 3253, survey information was returned on 2618 (80.5%). Of those for whom information was provided, 64% (2618) were described as having one or more disability. The validation review identified 69%  of children served as having one or more disability. Rates (median of  social worker surveys, validation sample, and intensive file reviews) include 35% had a mental or physical disability, 22% had suspected  (8% had confirmed) fetal alcohol spectrum disorders, 18% had confirmed attention deficit disorders, and 21% had mental health diagnoses. Of the children with disabilities whose school placement was known, 42% attended regular classrooms and 58% attended special classes. (ds)

Alexander, C. J., Hwang, K., & Sipski, M. L. (2002). Mothers with spinal cord injuries: Impact on marital, family, and children's adjustment. Archives of  Physical Medicine and Rehabilitation, 83(1), 24-30.

Group comparison/ Matched controls: This study compared 88 mothers with Spinal Cord Injuries to 84 matched able-bodied mothers in randomized control design to see how mothers with SCI adjust to their familial relationships and how the children of mothers with SCI adjust to their mothers' disability. The study found no significant differences between mothers with SCI and able-bodied mothers on measures of children's adjustment, gender role identity, self-esteem, children's attitude toward parents, dyadic and family adjustment, parenting stress, and satisfaction. There were also significant differences were found in children, dyadic or family functioning between the two groups. The finding that no adverse effects are present for children of mothers with SCI challenges negative stereotypes associated with families with a disabled mother. (cas)

Allen, R., Wasserman, G. A., & Seidman, S. (1990). Children with congenital anomalies: the preschool period. Journal of Pediatric Psychology, 15(3), 327-345.

Group comparison/ Limited controls: This study compared children who had physical congenital anomalies with controls on IQ and Preschool Language tests. The study found that performance on tests was correlated to socioeconomic status and not to medical risk. Children were also observed with their mothers in a series of semi-structured situations. The researchers found that children with physical congenital anomalies were more socially reticent and compliant than their peers and the mothers were more controlling and nonverbally active during the task. (cas)

Altman, B. M., Cooper, P. F., & Cunningham, P. J. (1999). The case of disability in the family: impact on health care utilization and expenditures for nondisabled members. Milbank Quarterly, 77(1), 39-75, iv.

Survey: This analysis of the National Medical Expenditure Survey points out need for medical care for family members of children with developmental disabilities. Family often faced with added stresses and forced to ration their medical resources. (PC)

Anderson, B. (1996). Caring for children with special needs in HMOs: the consumer's perspective. Managed Care Quarterly, 4(3), 36-40.

Expert opinion: This article describes steps HMO's can take to assist families of children with developmental disabilities. Recommendations include case management systems; health plan policies; the provision of information related to case management support and specialty care services to help families choose an HMO;  and specific steps, including partnership roles, that a child advocate suggests might be adopted by health plans. (CAS).

Andresen, P. A., & Telleen, S. L. (1992). The relationship between social support and maternal behaviors and attitudes: a meta-analytic review. American Journal of Community Psychology, 20(6), 753-774.

Meta-analysis: This meta-analysis of 66 studies investigated social support to mothers with young non-disabled children as related to maternal behaviour and attitudes. Participants were from relatively homogenous populations of white, middle-class married mothers. Significant correlations were found between emotional and material support and maternal behaviours. Implications for family support programs and for professionals working with mothers are discussed. There are also implications for families of children with developmental disabilities. (cas)

Aniol, K., Mullins, L.L., Page, M. C., Boyd, M. L., & Chaney, J. M. (2004). The relationship between respite care and child abuse potential in parents of children with developmental disabilities: A preliminary report. Journal of Developmental and Physical Disabilities, 16(3), 273-285.

Longitudinal study: The authors employed a quasi-experimental, 2-month pre-post design. Families who participated in the study had applied for services at a comprehensive treatment center serving children with developmental disabilities. Two types of services were available, respite care or short-term hospitalization (STH).  Respite care services consisted of a 4 to 11 day inpatient admission to the center.  During that time, children were provided 24 hr nursing care and supervision by recreational therapy staff. No formal therapy services were initiated during this time period.  Children who were admitted for the STH stayed for 30 to 90 days. Participants were parents or primary caregivers of children and adolescents with developmental disabilities who referred for either respite care or STH to a center for developmental disabilities in a moderately sized Midwestern city; 14 were parents of children admitted for respite care and 18 were parents whose children were admitted for STH.  The majority (87.5%) of participants were mothers.  Approximately 54% of the samples made less than $30,000 per year and approximately 78% were currently married.   The instruments used were: Child Abuse Potential Inventory, Family Relations Inventory (FRI), and Parenting Stress Inventory-Short Form (PSI-SF).  The results showed that both higher levels of parenting stress and poorer family relations were consistently associated with higher levels of child abuse potential.  Neither respite care nor STH appeared to result in significant decreases in child abuse potential or improvement in family relationships.  It appear that parents of children with developmental disabilities who perceive high levels of parenting stress and who evidence poor family relations are at high risk for maltreatment.  The authors suggest that utilization of a self-report measure of abuse potential is problematic, accessing of actual child welfare records before and after service delivery would yield more direct measures of the impact of respite care services. (wi/ds)

Antonelli, R. C., & Antonelli, D. M. (2004). Providing a medical home: the cost of care coordination services in a community-based, general pediatric practice. Pediatrics, 113(5 Suppl), 1522-1528.

Survey: This study was based on the U.S National Survey of CSHCN (children with special health care needs). Services for 444 children were logged. Costs of providing care coordination services varied widely from $22,809 (25%ile) to $33,048 (75%ile) per child. The costs were considered substantial but not prohibitive and the authors suggest developing proper funding mechanisms. (ds)

Appleton, P. L., Boll, V., Everett, J. M., Kelly, A. M., Meredith, K. H., & Payne, T. G. (1997). Beyond child development centres: care coordination for children with disabilities. Child Care Health and Development, 23(1), 29-40.

Program evaluation: This article describes a program in UK offering care-coordination in pre-school services for children with DD. The implementation of the model is based on parental empowerment, a defined client population, appropriate application of services according to need, inter-agency collaboration, continuity of professional care across transitions, and an individual care coordinator. The article then provides evaluations of the program from the perspective of families and care coordinators. (CAS)

Appleton, P. L., & Minchom, P. E. (1991). Models of parent partnership and child development centres. Child Care Health and Development, 17(1), 27-38.

Expert opinion: This study from the UK describes clinical, management and service development issues related to models of parent partnership in child development centres. (cas)

Arch, L. M., Jenner, A. M., & Whittle, J. G. (1994). The views and expectations regarding dental care of the parents of children with special dental needs: A survey in the County of Cheshire, England. International Journal of Paediatric Dentistry, 4(2), 127-132.

Survey: This study analyzed 85 questionnaires submitted by the parents of children with special dental needs in England to determine parent's views and expectations of dental care. Parents expressed that dental advice should be given and indicated family dentists and community dental officers as favoured sources.  Advice was given most frequently in dental surgeries. Parents expressed that special-needs children should be examined more frequently (cas)

Armstrong, K., & Kerns, K. A. (2002). The assessment of parent needs following paediatric traumatic brain injury. Pediatric Rehabilitation, 5(3), 149-160.

Survey: This study used a pediatric version of the Family Needs Questionnaire to assess the importance of particular items and how well these needs have been met for children with traumatic brain injuries, as compared to children with orthopedic injuries or diabetes. Though the parents of children with diabetes rated a similar number of items as important (while the orthopedic injury group rated fewer as important), parents of children with TBI were less likely to report that their needs were met than either of the control groups.  In particular, the needs for health/medical information, professional support, community support networks and involvement in child's care were most likely to be unmet.

Armstrong, K. L., Fraser, J. A., Dadds, M. R., & Morris, J. (1999). A randomized, controlled trial of nurse home visiting to vulnerable families with newborns. Journal of Paediatrics and Child Health, 35(3), 237-244.

Group comparison/ Randomized: This study compared parenting stress, maternal depression, preventative health behaviour, service satisfaction, and quality of home environments for women receiving nurse home-visiting in the immediate postpartum period and those relying on standard community health services. Participants were selected on the basis of self-reported vulnerability factors pertaining to high risk for poor health and developmental outcomes. The study found that women in the group receiving the home-based care experienced less postnatal depression, improvements in their experience of the parental role, and were better able to maintain their own identity. In this group, home environment was improved in quality, mother-child interactions were more positive with secure attachment, and mothers were more satisfied with the services. This provides support for nurse visitations.

Aronen, E. T., & Kurkela, S. A. (1996). Long-term effects of an early home-based intervention. Journal of the American Academy of Child and Adolescent Psychiatry, 35(12), 1665-1672.

Group comparison/ Limited controls: This study compared the long-term psychiatric symptom reports of adolescents whose family either did or did not receive a program of home-based intervention, specifically a 5-year-long counseling program. Both low- and high-risk families were assessed. The results provide support for primary prevention, as counseling predicted better mental health in adolescents in both low- and high- risk families. (cas)

Ashworth, M., & Baker, A. H. (2000). 'Time and space': carers' views about respite care. Health and  Social Care in the Community, 8(1), 50-56.

Qualitative study: From the General Household Survey 1995, there are 5.7 million carers in Britain, amounting to 13% of the adult population. The  duration of caring activity over each week: over 30% (1.7 million) of carers were engaged in caregiving activity for over 20 hours each week.  An estimated 1.3 million carers keep dependants out of institutions by their caring (Family Policy Studies Centre 1986).  The aim of this study was to gain a picture, through the experiences of carers, of both the benefits and the problems of respite care using qualitative methodology.  Respite care organizations offering services in the London borough of Lambeth were approached.  Data was collected during a single interview at the twenty-three carer's home.  Results show that fourteen of the respondents were female and nine male and the age ranged from 14 to 85 years (mean age 65 years).  Their dependents were aged between 32 and 93 years (mean age 72 years).  The average number of years caring was 12.  57% (13 subjects) experiencing more than one type of respite care.  Respondents reported physical exhaustion and stress.  However, psychological problems were more commonly reported than physical symptoms.  Respondents views respite care was important in bringing a sense of normality into the caring world.  It enabled them to do things they want such as 'talking to friends', 'doing the weekly shop', or 'just having time'.  It allowed them to resume a sense of their original lives.  A   freedom that reported  was referred to as 'space' which means carers can do what they like with their own time.  The authors described the costs of respite care as the following: Adjustment , Respite care took some time to adjust to for the carers and their dependants.  For the carers, accepting respite care was frequently seen as an admission of failure.  It seems to the carers that they would no longer be the sole provider of care. Quality of care, The carer concerned about the quality, inevitably making comparisons between their own care and that of the professional carer.  Concerns included lack of stimulation, 'bad atmosphere' in residential homes, and ' I'm the only one that understands him'.  The Black African/Caribbean carers concern that their dependents would not receive the appropriate type of care for their ethnic and cultural needs.  The problem about the transport services for accessing all forms of respite outside the home has also been mentioned that not punctual and sometimes being cancelled which causes distress to the carers.  Of all the options for care, the most positive comments were about the home-sitting service.  The value of this type of care was its flexibility, the patient not being put away, and the friendly management of the sitting organization itself. (wi)

B

Baginski, Y. (1994). Roadblocks to home care. Caring, 13(12), 18-20, 22, 24.

Expert opinion: This article points out problems faced by families of medically fragile children sent home from hospital. Specifically, the article refers to inadequate medicaid or private insurance reimbursement, lack of social and emotional support, poor teaching, lack of continuity of treatment at home and communication breakdowns between care providers. The problems center on a lack of resources. (cas)

Bailey, D. B., Jr., Buysse, V., Edmondson, R., & Smith, T. M. (1992). Creating family-centered services in early intervention: perceptions of professionals in four states. Exceptional Children, 58(4), 298-309.

Survey: This article considers barriers to family involvement in early intervention programs, from the perspective of professionals. It found less than ideal involvement in terms of decisions about child assessment, parent participation in assessment,  parent participation in team meeting and decision-making and the provision of family goals and services. Family barriers and system barriers accounted for most challenges to involvement. Professional barriers were considered much less significant. (cas)

Bailey, D. B., Jr., Simeonsson, R. J., Yoder, D. E., & Huntington, G. S. (1990). Preparing professionals to serve infants and toddlers with handicaps and their families: an integrative analysis across eight disciplines. Exceptional Children, 57(1), 26-35.

Survey: This article discusses the extent to which students in several disciplines receive training in working with families who have children with developmental disabilities. A survey finds that little specialized information is provided. Recommendations, including alternative strategies for preparation programs, are provided. (cas/ds)

Bailey, D. B., Jr., Skinner, D., Correa, V., Arcia, E., Reyes-Blanes, M. E., Rodriguez, P., et al. (1999). Needs and supports reported by Latino families of young children with developmental disabilities. American Journal on Mental Retardation, 104(5), 437-451.

Group comparison/ Limited controls: This study assesses the needs and supports of Latino families who have a child with a disability. Using ANOVA to perform cross-cultural comparisons, the study found a higher number of needs in Latino families, and found that support was received more from family and formal resources than from friends or informal resources. English language proficiency was found to account for this variation. (cas)

Bailey, D. B., Skinner, D., Hatton, D., & Roberts, J. (2000). Family experiences and factors associated with the diagnosis of fragile X syndrome. Journal of Developmental and Behavioral Pediatrics, 21(5), 315-321.

Survey: This study involved interviewing 41 mothers of boys with fragile X concerning the process of identifying and diagnosing their child's disability. Though much variation was found in age of first concern, determination of delay and diagnosis, there was generally a substantial delay in diagnosing Fragile X syndrome. While the family had concerns at an average age of 9 months, developmental delay was diagnosed at a mean age of 24 months and fragile X was diagnosed at mean age of 35 months. Birth year, not clinical symptoms or family variables, was responsible for the most variation in age of diagnosis. (cas)

Bain, K. J. (1998). Children with severe disabilities: options for residential care. Medical Journal of Australia, 169(11-12), 598-600.

Expert opinion: This article argues the position that keeping a child with a severe developmental disability in the family is not always the best alternative and that quality residential care may sometimes be better for the family. (ds)

Baker, B. L., Blacher, J., Crnic, K. A., & Edelbrock, C. (2002). Behavior problems and parenting stress in families of three-year-old children with and without developmental delays. American Journal on Mental Retardation, 107(6), 433-444.

Group comparison/ Limited controls: Children with delays were found to be 3 to 4 times as frequently in clinical range on Child Behavior Checklist as those without identified delays. Parents of children with delays indicated more stress than other parents. (PC)

Baker, B. L., & Brightman, R. P. (1984). Training parents of retarded children: program-specific outcomes. Journal of Behavior Therapy and Experimental Psychiatry, 15(3), 255-260.

Group comparison/ Limited controls: This study compared outcomes of behaviour modification knowledge and skill, and advocacy knowledge and skill, between parents of children with developmental disabilities that were trained in either advocacy or behavior modification. Gains were specific to training.  (cas)

Baker, B. L., McIntyre, L. L., Blacher, J., Crnic, K., Edelbrock, C., & Low, C. (2003). Pre-school children with and without developmental delay: behaviour problems and parenting stress over time. Journal of Intellectual Disability Research, 47(Pt 4-5), 217-230.

Group comparison/ Limited controls: This study observed the manifestation and continuity of behaviour problems in children with and without developmental delays. The researchers found a higher rating of beahviour problems in children with delays than in those without. They also found that parents of children with delays were more likely to agree with the rating of behaviour problems. The researchers also found that there was increased stress in families with DD that was related to the extent of behavioral problems. This research provides support for a interactional model of parenting stress and behaviour problems: high parenting stress contributed to child behaviour problems over time and child behaviour problems contributed to worsening parenting stress. (cas)

Balcazar, F. E., Keys, C. B., Bertram, J. F., & Rizzo, T. (1996). Advocate development in the field of developmental disabilities: a data-based conceptual model. Mental Retardation, 34(6), 341-351.

Survey: This article describes advocacy-training program and a survey with former participants to measure its effectiveness. The program was successful in increasing the number of actions and outcomes. (PC)

Baldwin, S., Godfrey, C., & Staden, F. (1983). Childhood disablement and family incomes. Journal of Epidemiology and Community Health, 37(3), 187-195.

Survey: This study used a Family Expenditure Survey to compare incomes for families with children with disabilities to a control group of families with children. Income for mothers of children with disabilities was found to be lower than controls, and the discrepancy was found to increase with the age of the youngest child. Fathers also earned less. Magnitude of the income difference increased with family income. Social security benefits did not close the gap. Manual workers with a youngest child under five provided the only counter-example, where  families with a disabled child had slightly higher incomes. (cas)

Balkrishnan, R., Naughton, M., Smith, B.P., Manuel, J., & Koman, L.A. (2002). Parent caregiver-related predictors of health care service utilization by children with cerebral palsy enrolled in Medicaid. Journal of Pediatric Health Care, 16(2), 73-78.

Survey: This study examined the associations between characteristics of the parent caregiver and health care service utilization by children with cerebral palsy enrolled in Medicaid.  A questionnaire was administered to parent caregivers, who were all the mothers of children with cerebral palsy being treated in a North Carolina hospital, and the responses were linked with health services claims data from Medicaid.  Data were available for 93 patients who maintained 1 year of continuous enrollment.  The information collected from parents was demographics (such as age, gender, years of giving care, employment, income, and marital status), as well as behavioral characteristics and perceptions (willingness to use aids and services, satisfaction with and adequacy of care, optimism, health status, self-assessed severity of the child's condition, and depressive symptomatology).  Total health care service utilization for cerebral palsy as well as use of specific services, such as inpatient and outpatient visits, orthopedic services, and home nursing charges associated with cerebral palsy treatment, were obtained.  Results show that most of the caregivers perceived their child's condition to be moderately severe, and their willingness to use home nursing and respite services for their children was 30%.  Parents who willingly used home nursing and respite services were also likely to use more inpatient and orthopedic services for their children.  Children of employed parents were 41.8% less likely to use outpatients’ facilities.  Parents who perceived that their children were receiving adequate medical attention were 27.4% and 30.1% less likely to use orthopedic and home nursing services, respectively.  Children of parents who reported willing use of home nursing and respite services in the past were associated with nearly 100% increases in costs associated with inpatient hospitalizations and orthopedic services.  This indicated that they were using more health care services compared with children whose parents were neutral toward or unwilling to use home nursing and respite services.  The authors  suggest that parents who believed that their children receive enough care may need to be targeted for care management and disease management programs to ensure the continuum of treatment and care for these children. (wi)

Banks, M. E. (2003). Disability in the family: a life span perspective. Cultural Diversity, Ethnic and Minority Psychology, 9(4), 367-384.

Systematic review: This article looks at varying perspectives on disabilities and their effects on responses to disability over a lifespan. Relationships of culture to disability are discussed. (cas)

Barakat, L. P., & Linney, J. A. (1992). Children with physical handicaps and their mothers: the interrelation of social support, maternal adjustment, and child adjustment. Journal of Pediatric Psychology, 17(6), 725-739.

Group comparison/ Limited controls: This study examines maternal adjustment, mother-child interaction and child adjustment in families of children with spina bifida, some with mental retardation and some without. The results suggest that adjustment of mother and child depends on the maternal response to the stress of the physical handicap, and the maternal ability to foster positive mother-child interactions. Social support was positively related to higher maternal psychological adjustment and child adjustment. Maternal adjustment also corresponded positively with child adjustment. The results were similar between families who had a child with spinal bifida and a mental disability and families whose child had spina bifida without mental disability. The strengths of families of children with spina bifida are emphasized. (cas)

Barlow, J., & Parsons, J. (2005, 09-06-2004). Group-based parent-training programmes for improving emotional and behavioural adjustment in 0-3 year old children. Retrieved february 1, 2005.

Meta-analysis: This Meta-analysis identified controlled studies of group training for parents on behavioral adjustment of young children based on five studies that satisfied the inclusion criteria. Results were mixed. Independent observations of children's behavior showed a significant positive effect as a result of training. Parent's reports and follow-up data, however, did not demonstrate significant differences though both indicated possible small positive effects that were not statistically significant. The effect size for reduction in child behavior problems was moderate ( -0.54).  (ds)

Barnard, K. E., Magyary, D., Sumner, G., Booth, C. L., Mitchell, S. K., & Spieker, S. (1988). Prevention of parenting alterations for women with low social support. Psychiatry, 51(3), 248-253.

Expert opinion: This article discusses the vulnerabilities of caregivers with limited sources of social support, in particular, single parents. (ds)

Barrera, M. E., & Vella, D. M. (1987). Disabled and nondisabled infants' interactions with their mothers. American Journal of Occupational Therapy, 41(3), 168-172.

Group comparison/ Limited controls: This study compared interaction patterns between mothers and disabled infants relative to mothers and non-disabled infants. Few differences were reported, although mothers with infants with disabilities tended to be more commanding and verbal and were less likely to respond with interactive play, and disabled infants made less eye contact. This research suggests that mothers of children with DD may develop patterns of verbal interaction with child that might hinder development of communication and independence in the child.  (cas)

Battaglia, A., Carey, J. C., & Wright, T. J. (2001). Wolf-Hirschhorn (4p-) syndrome. Advances in Pediatrics, 48, 75-113.

Systematic review: This study discusses Wolf-Hirschhorn Syndrome in terms of what is known about it, the development of background knowledge about the syndrome, and new evidence that people with WHS are more capable than originally believed and that WHS is more common than originally believed. The article stresses the need for early identification of  WHS and the set-up of appropriate referrals. (cas)

Bawden, M., Ralph, J., & Herrick, C. A. (1991). Enhancing the coping skills of mothers with developmentally delayed children. Journal of Child and Adolescent Psychiatric and Mental Health Nursing, 4(1), 25-28.

Program description: This article identifies some factors (focal, contextual and residual stimuli) contributing to depression in mothers of children with developmental disabilities. The article then describes a program of nursing intervention for mothers of developmentally disabled children who are at risk of depression. (cas)

Beckman, P., Lieber, J., & Strong, B. (1993). Influence of social partner on interactions of toddlers with disabilities: comparison of interactions with mothers and familiar playmates. American Journal on Mental Retardation, 98(3), 378-389.

Longitudinal study: This study compared the social interaction of developmentally disabled children and their mothers with their social interaction with peers. The results indicate that toddlers with DD spent more observation time with their mothers and took more turns per exchange. Toddlers also initiated more social exchanges with peers. However, overall the content of social exchanges were similar between partners, and did not vary much over time. The results are interpreted in the context of implications for early intervention. (cas)

Beckman, P. J. (1983). Influence of selected child characteristics on stress in families of handicapped infants. American Journal of Mental Deficiency, 88(2), 150-156.

Survey: This study examined five characteristics in relationship to stress reported by mothers of children with disabilities. Responsiveness, temperament, repetitive behavior patterns and the presence of special caregiving demands were all related to stress. Rate of progress was not significantly related to stress. Single mothers also reported more stress. (cas)

Beckwith, L. (1988). Intervention with disadvantaged parents of sick preterm infants. Psychiatry, 51(3), 242-247.

Program description: This study explores a project of home-based early intervention to increase maternal involvement and responsiveness, which would act as a protective factor in the child's later development. Participants were preterm infants in low-income households who were identified as both developmentally at risk and socially disadvantaged. (cas)

Bedell, G. M., & Dumas, H. M. (2004). Social participation of children and youth with acquired brain injuries discharged from inpatient rehabilitation: a follow-up study. Brain Injury, 18(1), 65-82.

Regression analysis: This study surveyed family caregivers concerning the social participation of children with acquired brain injuries. Analysis indicated that youth were most negatively affected in social play with peers, structured community activities and daily routines. Results found that factors present on discharge can predict future difficulties. The study concludes that there is a need for attention to social participation for children with ABI and that factors on discharge may help assess the level of intervention required. (cas)

Belsky, J., & Fearon, R. M. (2002). Infant-mother attachment security, contextual risk, and early development: a moderational analysis. Developmental Psychopathology, 14(2), 293-310.

Survey/ Nationally Representative Sample: This study examines the interaction of early attachment security and cumulative contextual risk of social context for development up to 36 months in relation to socioemotional and cognitive linguistic development at age 3. Early attachment was predictive of social and emotional development and language skills but not cognitive functioning. Contextual risk had the greatest effect on infants with insecure-avoidant attachment. Discussion centres on risk and resilience based on the probability-based relationship between early factors and later development. (cas)

Ben-Zur, H., Duvdevany, I., & Lury, L. (2005). Associations of social support and hardiness with mental health among mothers of adult children with intellectual disability. Journal of Intellectual Disability Research, 49(Pt 1), 54-62.

Group comparison: This study compared two groups of mothers of adult children with developmental disabilities. One group kept their adult children at home and the other chose community residential placements. There were 50 mothers in each group. There were no significant differences between the two groups. Formal and informal supports were useful for both groups of mothers. (ds)

Benedict, M. I., Wolff, L. M., & White, R. B. (1992). Current parental stress in maltreating and nonmaltreating families of children with multiple disabilities. 16, 155-163.

Group comparison:  The researchers compared 25 abusive parents of children (ages 2-21) with multiple disabilities and 232 no abusive parents of children with disabilities on perceived stress and perceived burden of care to test the hypothesis that increased burden of care and increased stress predict abuse of children with disabilities. The study found no difference in levels of stress or burden of care between the two groups. This study is important because it demonstrates that high rates of abuse of children with disabilities are not the result of stress or caregiving burden. (ds)

Benedict, M. I., Zuravin, S., Somerfield, M., & Brandt, D. (1996). The reported health and functioning of children maltreated while in family foster care. Child Abuse & Neglect, 20(7), 561-571.

Case-control study: This study examined records of children who were abused while in foster care in the aim of identifying risk factors that could be helpful in developing prevention and intervention strategies. Children with a history of maltreatment were compared to children with no such history on the basis of characteristics, health and functioning parameters. Abuse was not associated with health or functioning level, but related to mental health and developmental problems in the case of sexual abuse. (cas)

Benedict, R. E., & Farel, A. M. (2003). Identifying children in need of ancillary and enabling services: a population approach. Social Science & Medicine, 57(11), 2035-2047.

Survey/ Population-based sample: This study was based on data from the 1994–1995 Disability Supplement to the US National Health Interview Survey The purpose of ancillary and enabling services is to improve a child's and his/her family's quality of life. Children and their families experience the consequences of classification ambiguity as they interact with a service delivery system that uses inconsistent eligibility criteria.  Often, the particular needs of a child or family are lost when attempts are made to categorize the child and base eligibility for services on inflexible criteria. There are limitations in using diagnoses as a sole measure of need for services. There is wide variation in impairment and functional ability both within and across diagnoses. Children with the same diagnosis may function at widely discrepant levels. Children with chronic conditions and their families share many common experiences including barriers to services, resource constraints, and a heightened need for social support. Recognition of the limitations in a categorical classification system led the movement toward a noncategorical approach. The World Health Organization adopted a new classification system, the International Classification of Functioning, Disability and Health (ICF). The ICF expands the original noncategorical approach and addresses the physical, functional and, at least to some extent, the social aspects of disability. The revised model uses neutral or positive terms, such as "structure and function", "activity", and "participation", replacing the negative connotations associated with "impairments", "disablement", and "handicap". The ICF classification also attempts to: (1) use terms that adequately represent the underlying constructs both within and across cultures; (2) depict and measure the interactions that occur between the person and the environment; and (3) develop explicit definitional criteria (Trotter et al., 2001).  The ICF provides a framework, which promotes the collection of disability statistics, program planning, policy development and research (Bury, 2000; Pfeiffer, 2000).  The US Maternal and Child Health Bureau (MCHB) disseminated a definition of children with special health care needs for use in planning and advocacy. The definition is "Children with special health care needs are those who have or are at increased risk for a chronic physical, developmental, behavioral, or emotional condition and who also require health and related services of a type or amount beyond that required by children generally (McPherson et al., 1998, p. 138). Stein and colleagues (1997), developed a screening tool for identifying children with chronic conditions (QuICCC). The QuICCC is a 39-item questionnaire administered to a caregiver.

      The broad definition proposed by the MCHB that includes children with presumed special needs based on developmental indicators would be appropriate if one is interested in the primary prevention of functional limitations and capturing children at risk for developing disabilities. However, the broad definition used by the MCHB would identify a high percentage of children whose limitations do not require the specialized services of ancillary or enabling providers.  The QuICCC definition limits the classification of children with functional limitations to those who are experiencing some observable consequence of a condition. Children having delays in development are only included if a physician has mentioned the problem to a family member. By focusing on provider-indicated delays/problems, the QuICCC approach narrows the definition but may limit estimates of children who need services but have no access to them. This approach may be appropriate for generating estimates of the population of children benefiting from ancillary or enabling services given that they already have an identified chronic functional limitation. Nevertheless, children and families whose limitations of function are not identified through the health care system may experience barriers to services under the QuICCC approach.  Definitions promote agreement between individuals, service providers, programs, policy makers, and researchers regarding a construct of interest. Reaching consensus on identifying children in need of ancillary and enabling services is crucial for establishing, integrating and evaluating programs and policies directed towards children with special needs and their families.  The creation of inclusive, as well as specific, definitions of children in need of ancillary and enabling services is a complex endeavor, but if this challenge can be met, the benefits to children, their families, and society are great. Regardless of the operational definition selected, 9-14% of US community-dwelling children are estimated to have functional limitations. Among these children limitations, 26-30% regularly use ancillary services (e.g., audiology, occupational, physical or speech therapy, or social work) and 11-14% use enabling services  (e.g., special equipment, personal care assistance, respite care, transportation, or environmental modifications). (wi/ds)

Benson, P. R., Fisher, G. A., Diana, A., Simon, L., Gamache, G., Tessler, R.C., & McDermeit, M. (1996). A state network of family support services: The Massachusetts family support demonstration project. Evaluation and Program Planning, 19(1), 27-39.

Program evaluation: This article describes and evaluates 12 family support demonstration programs in Massachusetts, serving 579 families of individuals with mental illness. Of those interviewed, 61% were very satisfied and another 33% were satisfied with the services. 97% indicated that they would recommend participation to others. On monthly reports, 90% of reports from families indicated that the program resulted in reduced stress in the previous month. (ds)

Bibby, P., Eikeseth, S., Martin, N. T., Mudford, O. C., & Reeves, D. (2001). Progress and outcomes for children with autism receiving parent-managed intensive interventions. Research in Developmental Disabilities, 22(6), 425-447.

Program evaluation: This evaluation study analyzed data from 66 autistic children served by 25 different early intervention consultants in a parent-managed, intensive behavioural treatment program. After a mean of 31.6 months of intervention, there was no gain in IQ scores, but a modest gain in adaptive behavior. No children reached the criteria for "normal function," which was established as an IQ of 85 and unsupported mainstream placement in school. While children made some progress, they actually gained less than a year of development in a chronological year, gaining 5.4 months in mental age, 9.7 months in adaptive behavior, and 5.1 months in language over a twelve-month period. (ds)

Biederman, J., Milberger, S., Faraone, S. V., Kiely, K., Guite, J., Mick, E., et al. (1995). Family-environment risk factors for attention-deficit hyperactivity disorder. A test of Rutter's indicators of adversity. Archives of General Psychiatry, 52(6), 464-470.

Group comparison: This study compared males with ADHD with normal controls to assess whether factors of adversity in the home environment could be considered predictive of the disorder as well as cognitive and psychosocial impairments. Family-environment variables were found to be positively correlated with ADHD and other dysfunctions. (cas)

Birenbaum, A., & Cohen, H. J. (1993). On the importance of helping families: policy implications from a national study. Mental Retardation, 31(2), 67-74.

Expert opinion: The authors of this article give an economic rational for financing non-medical expenditures and family supports for autism and severe mental retardation. Based on 4-year study (Birenbaum, Guyot, & Cohen, 1990). (PC)

Birenbaum, A., Guyot, D., & Cohen, H. J. (1990). Health care financing for severe developmental disabilities. Monographs of the American Association on Mental Retardation(14), 1-150.

Survey: This study surveyed the health care utilization of American children and young adults with severe or profound intellectual disabilities and autism. The survey followed the protocol of other national studies of health care utilization in order to make results comparable. The average for all American children was $414 per year, for children with autism it was about $1000 per year, and for children with severe and profound intellectual disabilities, it was around $4000 per year. Dental care was often lacking. Of children judged to require physical therapy or speech therapy, less than 25% received the service. The authors conclude that these families need supports for many things not traditionally considered to be health care.(DS)

Blacher, J. (1984). Attachment and severely handicapped children: implications for intervention. Journal of Developmental and Behavioral Pediatrics, 5(4), 178-183.

Expert opinion: The authors draw on a number of sources to examine the attachment phenomenon in children with severe disabilities. They conclude that attachment exists and can be observed in children with severe disabilities. (pc)

Blacher, J., & Hanneman, R. (1993). Out-of-home placement of children and adolescents with severe handicaps: behavioral intentions and behavior. Research in Developmental Disabilities, 14(2), 145-160.

Validation study/ Longitudinal : This study examines the process of parents making out-of-home placement decisions for families who had a severely disabled child or early adolescent.  The Placement Tendency Index was repeatedly administered and exhibited some predictive capacity, particularly over the short-term. Variability between families was found in the speed and direction of movement on the scale. (cas)

Blacher, J., Lopez, S., Shapiro, J., & Fusco, J. (1997). Contributions to Depression in Latina Mothers with and without Children with Retardation: Implications for Caregiving. Family Relations, 46(4), 325-334.

Group comparison: This study compares Latina mothers of children with and without  intellectual disabilities. Mothers of children with intellectual disabilities exhibit significantly more symptoms of depression. Factors contributing to depression are low family cohesion, maternal health problems, absence of spouse or partner, differences in appraisal, as well as having a child with an intellectual disability. (ds)

Blacher, J., Shapiro, J., Lopez, S., Diaz, L., & Fusco, J. (1997). Depression in Latina Mothers of Children with Mental Retardation: A Neglected Concern. American Journal on Mental Retardation, 101(5), 483-496.

Group comparison: This study begins by comparing symptoms of depression in Latina mothers of children with intellectual and developmental disabilities to symptoms of depression in other Latina mothers. The authors determine that depression is a common problem, particularly among Latina mothers of children with intellectual and developmental disabilities and that help is needed for these mothers. (ds)

Black, M. M., Dubowitz, H., Hutcheson, J., Berenson-Howard, J., & Starr, R. H., Jr. (1995). A randomized clinical trial of home intervention for children with failure to thrive. Pediatrics, 95(6), 807-814.

Program evaluation/ Outcome study: This study evaluated the effectiveness of a home-based intervention on the growth and development of young children with homorganic failure to thrive (NOFTT). Children with NOFTT were identified as below the 5th percentile for weight by age. This study tracked growth, parent-child interaction, quality of home environment, as well as cognitive, motor, and language development over the course of a year. Outcomes were compared between a group that received only clinical treatment and a group that received weekly visits from a nurse in addition to clinical treatment. Delays in growth were reduced in both groups over the study period, but the home intervention group had greater improvements in receptive language and superior home environments, especially if the child was young at the time of intervention.  (cas)

Blum, R. W., Redneck, M. D., Nelson, R., & St Germaine, A. (1991). Family and peer issues among adolescents with spina bifida and cerebral palsy. Pediatrics, 88(2), 280-285.

Mixed method: This study considered family and social adjustment among adolescents with physical disabilities. Surveys of youths with cerebral palsy and spina bifida revealed a large majority (90%) was living with parents . Most relationships with parents were defined as positive, but included high levels of dependence on parents while youth reported low levels of responsibility at home. Respondents also reported little discussion of sexuality with parents. Relationships with friends were limited outside of school, with little participation in structured social activities and a tendency toward sedentary activities. Dating and heterosexual social contacts were also limited. (cas)

Blumberg, S. J., Osborn, L., Luke, J. V., Olson, L., & Frankel, M. R. (2004). Estimating the prevalence of uninsured children: an evaluation of data from the National Survey of Children with Special Health Care Needs, 2001. Data evaluation and methods research. Vital and Health Statistics. Series 2(136), i-vi, 1-38.

Survey: This study was base on the U.S National Survey of CSHCN (children with special health care needs).  The authors found that 8.3% of American children under 18 had no health care insurance. (ds)

Boaz, R. F., & Muller, C. F. (1994). Predicting the risk of "permanent" nursing home residence: the role of community help as indicated by family helpers and prior living arrangements. Health Services Research, 29(4), 391-414.

Group Comparison: Regression Analysis: This study provides powerful evidence that families with formal and informal supports reduce the need for long-term nursing home stays. This study suggests that there is a need for short-term stays and respite care regardless of family supports, but there is a much-reduced need for long-term stays when supports are in place. (DS)

Bohm, B., Katz-Salamon, M., Institute, K., Smedler, A. C., Lagercrantz, H., & Forssberg, H. (2002). Developmental risks and protective factors for influencing cognitive outcome at 5 1/2 years of age in very-low-birthweight children. Developmental Medicine & Child Neurology, 44(8), 508-516.

Prospective cohort study: This Swedish study compared very-low birthweight children to children born healthy at term on intelligence and neuropsychological tests. The control group outperformed the VLBW group on all measures. A greater proportion of children in the VLBW group fell in the lower area of the IQ distribution and the VLBW children were especially weak on the performance subscale. However, performance on some scales was negatively associated with poor eyesight and intrauterine growth retardation. The study suggests that VLBW children who do not have these risk factors have normal cognitive development. (cas)

Bondurant, P. G., & Brinkman, K. S. (2003). Developmentally supportive care in the newborn intensive care unit: early intervention in the community. Nursing Clinics of North America, 38(2), 253-269.

Expert opinion: This article discusses the need for developmentally supportive care from hospital nurses that focuses on parent-child relationships and the family. The article also refers to the need to coordinate education, social services and the health system.  (cas)

Botuck, S., & Winsberg, B. G. (1991). Effects of respite on mothers of school-age and adult children with severe disabilities. Mental Retardation, 29(1), 43-47.

Program evaluation: This evaluation study reported on the effects of a 10-day overnight respite on 14 mothers of school-age and adult children with multiple disabilities. The data suggested that mothers experienced enhanced well-being and reduced depression during respite. The mothers reported that these affective changes continued after the respite. The authors identified the design limitations of this research and called for a larger and better-controlled study. (ds)

Bowman, R. A. (2002). Quality of life assessment for young children with developmental disabilities and their families: Development of a quality of life questionnaire. Dissertation Abstracts International: Section B: the Sciences & Engineering, 62(7-B), 3372.

Validation study/ Factor analysis: This study describes the development and validation of a Quality of Life Measure for families with children from birth up to 3 years of age. First, an interview was developed based on a review of developmental disabilities and pediatric chronic illnesses literature. Feedback about the relevancy of questions to quality of life was provided by professionals in early intervention and DD fields, as well as interviews with mothers of children who were typically developed, who had developmental delays, or who had significant behavior problems. Analysis resulted in a 58-item questionnaire from which four major factors emerged: Developmental Level, Behavior Problems, Satisfaction/Social Support, and Psychiatric History. These scales were internally consistent as well as consistent with one another. Reliability was confirmed by repeated administrations. The study concludes with a discussion of unresolved issues and future directions related to quality of life assessment. (cas)

Boyd, R. D., & Corley, M. J. (2001). Outcome survey of early intensive behavioral intervention for young children with autism in a community setting. Autism, 5(4), 430-441.

Survey/ Program evaluation: This evaluation study surveyed families on outcomes from a community-based early intensive behavioral intervention (EIBI) program for children with autism to determine child outcomes and family satisfaction. The outcomes did not reveal any indications of child "recovery" and children remained dependent on extensive educational and ancillary services after completing the program. In this respect, the program failed to meet its promised goals. However, parents were very satisfied with the program. (ds)

Braddock, D., Emerson, E., Felce, D., & Stancliffe, R. J. (2001). Living circumstances of children and adults with mental retardation or developmental disabilities in the United States, Canada, England and Wales, and Australia. Mental Retardation and Developmental Disability Research Review, 7(2), 115-121.

Descriptive study/ International comparison: This study compares living arrangements for people with mental retardation or developmental disabilities across five countries (United States, Canada, England, Wales, and Australia). Family homes were found to be an important environment for people with disabilities. Accommodation in large distant institutions is less common. Small community settings may also be used for accommodation, where appropriate architecture is available. Availability of this kind of accommodation is increasing, especially in the US, but availability is still generally inadequate. (cas)

Bradley, R. H., Caldwell, B. M., Brisby, J., Magee, M., Whiteside, L., & Rock, S. L. (1992). The HOME inventory: a new scale for families of pre- and early adolescent children with disabilities. Research in Developmental Disabilities, 13(4), 313-333.

Validation study: This article describes the development of a HOME Scale (Home Observation for Measurement of the Environment) for families of children 1 to 15. This is an extension of HOME scales for younger children. It provides information on what may be a useful instrument for assessing families of children with disabilities. (PC)

Bradley, R. H., Rock, S. L., Caldwell, B. M., & Brisby, J. A. (1989). Uses of the HOME inventory for families with handicapped children. American Journal on Mental Retardation, 94(3), 313-330.

Validation study: This article describes use of the HOME scale. The article provides normative and psychometric information for 3 versions: Infant-Toddler, Early Childhood and Middle Childhood. Childhood versions of the Inventory are provided for groups of children with diverse handicaps and for groups with mental retardation. The HOME scale is correlated moderately with family social status measures, minimally with life stress measures, and low to moderately with social support measures and child competence measures. (cas)

Bradley, V. J. (1992). Overview of the family support movement. Monographs of the American Association on Mental Retardation, 18, 167-174.

Expert Opinion/ Historical Policy Review: Although this paper was published in 1992, it provides a valuable historical framework for understanding  family support programs. Bradley divides the history of the family support movement into three eras. The first, which existed until the early 190s was characterized by segregation and institutionalization of people with developmental disabilities.  The second era, beginning in the 1970s and through the mid-1980s, was focused on deinstitutionalization and community development. During this ear, family support programs were developed largely to reverse the trend to institutionalize children and adults with developmental disabilities. More positive community attitudes and previously unavailable access to education, which relieved families of the responsibility for 24-hour care, were additional forces that provided family support. Bradley characterizes the final and current era as the community membership phase. Family support programs now seek to achieve more than just a better alternative than institution. They now intend to permit children with disabilities and their families to be full and equal members of the community. (ds)

Bradley, V. J. (1995). Support for families of children with developmental disabilities: A revolution in expectations. In L. Nadel & D. Rosenthal (Eds.), Down syndrome: Living and learning in the community (pp. 75-83).
Expert Opinion/ Policy Review: This chapter presents a good review of family support programs for families with children with developmental disabilities, primarily from an American perspective. (PC)

Brandt, P. A. (1984). Social support and negative life events of mothers with developmentally delayed children. Birth Defects Original Article Series, 20(5), 205-244.

Correlational study: This study assessed social support for mothers with developmentally-delayed children aged 6 months to 3 years based on the completion of a Personal Resource Questionnaire. Estimates of support were based on availability of a number of resources, satisfaction with help obtained during problem life situations, and perceived support. The Life Experience Survey was also administered to provide an estimate of negative life events. The study found that mothers with more struggles or more severe struggles felt less support and were less satisfied with the support that they received.   (cas)

Brandt, P. A. (1984). Stress-buffering effects of social support on maternal discipline. Nursing Research, 33(4), 229-234.

Regression analysis: This study examined whether social support and stress influence maternal discipline of 6- to 36-month-old children with developmental delays. Social support was found to be inversely correlated to a negative style of discipline for high-stress mothers, but not low-stress mothers. (cas)

Breckbill, J., & Carmen, S. (1994). Support for families & children with special needs. Caring, 13(12), 42-46.

Program Description: This article provides a description of three programs developed by an agency. Families were strengthened through programs that include case management, respite, and parent education  (PC)

Brehaut, J. C., Kohen, D. E., Raina, P., Walter, S. D., Russell, D. J., Swinton, M., et al. (2004). The health of primary caregivers of children with cerebral palsy: how does it compare with that of other Canadian caregivers? Pediatrics, 114(2), e182-191.

Survey: This study used surveyed 468 primary caregivers of children with cerebral palsy and compared the results with results from two Canadian studies, the  National Population Health Survey (NPHS) and the National Longitudinal Study of Children and Youth (NLSCY). Results indicated that the primary caregiver group was more likely to have a variety of physical and psychological conditions. Caregivers were less likely to be working in paid employment and were more likely to have family incomes under $60,000 per year. Caregivers were more likely to have back problems (35.5% versus 12.2%), migraine headaches (24.2% versus 11.2%),  and stomach ulcers (8.4% versus 1.7%). Among the controls 55.2% were free of any chronic health problems, but among caregivers only 24.1% were free of chronic health conditions. Some caution must be taken in interpreting these results since the use of a control sample from another study introduces the potential for systematic error. Nevertheless, this study provides significant evidence of health consequences in caregivers. (ds)

Breiner, J., & Forehand, R. (1982). Mother-child interactions: a comparison of a clinic-referred developmentally delayed group and two non-delayed groups. Applied Research in Mental Retardation, 3(2), 175-183.

Group comparison/ Observational study: This study compared clinic-referred developmentally delayed children to clinic-referred non-delayed children and non-referred non-delayed children. By comparing home observations of mother-child interactions, parental perceptions of child adjustment, and parental measures of depression and marital adjustment, it was found that mothers of children with delays were more commanding, and elicited a lower rate of compliance from their children. Their parents also saw the DD children as less well adjusted. (cas)

Breslau, N. (1982). Continuity reexamined: differential impact on satisfaction with medical care for disabled and normal children. Medical Care, 20(4), 347-360.

Group comparison/ Matched controls: This study compared satisfaction with medical care between parents of disabled children and parents of non-disabled children. Continuity of physician had a greater positive effect on satisfaction in families of children with DD. This gives support to the hypothesis that continuity of care by a physician is especially important in meeting the special needs of children with dd. (cas)

Breslau, N. (1982). Siblings of disabled children: birth order and age-spacing effects. Journal of Abnormal Child Psychology, 10(1), 85-96.

Group comparison/ Limited controls: This study compared siblings of children with disabilities to siblings of children without disabilities to assess the effects of having a sibling with developmental disabilities. The study also compared older siblings of children with disabilities, who had opportunity to develop without the impact of disabled sibling, and younger siblings, who had a disabled sibling in the home for all of their life. The study found that negative psychological impact was greatest in males when child is younger than their disabled sibling and close to the sibling in age. However, in females, psychological impact was greater on older siblings and age-spacing had no significant effect. Male siblings were also more affected than females.  (cas)

Breslau, N. (1983). Care of disabled children and women's time use. Medical Care, 21(6), 620-629.

Group comparison: This study compared women's market and nonmarket roles in families with and without disabled children. It was found that disabled children increased time married mothers spent on housework. Time spent in treatment of disabled child is also discussed. (cas)

Breslau, N. (1990). Does brain dysfunction increased children's vulnerability to environmental stress? Archives of General Psychiatry, 47(1), 15-20.

Group comparison: This study compared cases of psychopathology in children with cerebral palsy, myelodysplasia, or multiple handicaps with psychopathology in a control group of children without disabilities. Data was obtained from direct interviews with children and report from mothers. The study found physical disabilities to be associated with significant increases in depressive symptoms and inattention. However, family environment had a significant main effect on depressive symptoms, and this did not differ between the two groups. The study found no support for the hypothesis that brain dysfunction renders children vulnerable to environmental stress. (cas)

Breslau, N., & Davis, G. C. (1986). Chronic stress and major depression. Archives of General Psychiatry, 43(4), 309-314.

Group comparison: This study compared 310 mothers of children with disabilities and in a 357 geographically based probability sample. The mothers with children with disabilities were assumed to experience chronic stress. As a group, they exhibited more symptoms of depression but they were no more likely to have major depressive disorders. (ds)

Breslau, N., & Prabucki, K. (1987). Siblings of disabled children. Effects of chronic stress in the family. Archives of General Psychiatry, 44(12), 1040-1046.

Group comparison/ longitudinal study: This study examined the effects of chronic stress on siblings of children with disabilities. Children with disabled siblings were compared to a control group on a Psychiatric Screening Inventory, and the comparison was repeated for a five-year follow-up. On the original test, siblings of children with DD showed an excess of aggressive symptoms. On the latter test, the same aggressive symptoms were present, in addition to a higher scoring on depressive symptoms (though not major depression) and social isolation. Results for mothers were similar. (cas)

Breslau, N., Staruch, K. S., & Mortimer, E. A., Jr. (1982). Psychological distress in mothers of disabled children. American Journal of Diseases of Children, 136(8), 682-686.

Group comparison: This study compared scores on two tests of psychological distressed between mothers of disabled children (who had cystic fibrosis, cerebral palsy, myelodysplasia, or multiple physical handicaps) and mothers of non-disabled children. Mothers of disabled children were found to experience more stress, and stress level was not related to type of disability. Stress due appeared to be due to level of dependence of the child. (cas)

Breslau, N., Weitzman, M., & Messenger, K. (1981). Psychological functioning of siblings of disabled children. Pediatrics, 67(3), 344-353.

Group comparison: In this study, the prevalence of serious impairment on Psychiatric Screening Inventory was compared between siblings of children with disabilities (cystic fibrosis, cerebral palsy, myelodysplasia, and multiple handicaps) and a group of control children. All children were aged 6 to 16. Incidence of serious impairment did not differ significantly between the groups, but siblings of children with DD did score slightly higher on mentation, fighting and delinquency.  Psychiatric impairment was related to an interaction between sex and birth-order of the child in relation to the disabled sibling. Diagnostic category of the sibling's disability, sibling's age and sibling's sex had no effect. Mother's perceived of caring for a disabled child on attention to siblings had little effect on siblings' disorders. (cas)

Brett, J. (2002). The experience of disability from the perspective of parents of children with profound impairment: Is it time for an alternative model of disability. Disability & Society, 17(7), 825-843.

Qualitative study: The authors conducted in-depth interviews of four parents. based upon these interviews, the researchers attempted to construct an alternative model of disability. The alliance model incorporates the idea of social oppression and focuses on establishing a common view by parents and professional. While this model remains largely untested, it provides a useful framework for understanding the experience of parents.

Brinchmann, B. S. (1999). When the home becomes a prison: living with a severely disabled child. Nursing Ethics, 6(2), 137-143.

Qualitative study: This study examined the experience of parents who have been part of an ethical decision-making process in a neonatal unit in their life with a severely disabled children. Extensive field observations and several in-depth interviews were conducted. Findings indicated that parents have an extremely tough life, characterized by ambivalent (love-hate) relationships with their highly dependent children. The most serious problems were too little rest and feeding the children. The article emphasizes that parents require respite facilities. (cas)

Brinker, R. P., Seifer, R., & Sameroff, A. J. (1994). Relations among maternal stress, cognitive development, and early intervention in middle- and low-SES infants with developmental disabilities. American Journal on Mental Retardation, 98(4), 463-480.

Regression analysis: This study monitored the development of infants with handicaps who attended a weekly early intervention program. Measures of maternal stress and development of infants were administered with 10-month intervals. Developmental level was predicted by initial Bayley MA, mental development index, SES, initial stress, early intervention prevention and interactions between SES, initial stress and attendance. Later measures of maternal stress were predicted by initial stress, attendance, initial MDI, number of intervention agencies employed and an interaction between MDI, SES and Attendance. The results suggest that development and maternal stress are part of a transactional model, wherein each variable has an affect on the other. (cas)

Briskin, H., & Liptak, G. S. (1995). Helping families with children with developmental disabilities. Pediatric Annals, 24(5), 262-266.

Expert opinion: This article describes steps a physician can take to assist parents of children with developmental disabilities. Specifically the article recommends understanding the emotional and other impacts of a developmental disability; providing information about diagnosis, prognosis, and associated problems; providing nonjudgmental listening; providing information about community resources, including parent-support groups; ensuring adequate communication with everyone involved in the care of the child; and referring the family to appropriate agencies and providers. (cas)

Bromley, B. E., & Blacher, J. (1991). Parental reasons for out-of-home placement of children with severe handicaps. Mental Retardation, 29(5), 275-280.

Survey/ Interview: The researchers interviewed 63 parents who had placed their children with severe developmental disabilities in out-of-home residential care. These parents cited daily stress, their children's low level of functioning, and behavior problems as important reasons for placement. They viewed the lack of supportive services as only a small factor in making their decisions. (PC)

Bromley, J., Hare, D. J., Davison, K., & Emerson, E. (2004). Mothers supporting children with autistic spectrum disorders: social support, mental health status and satisfaction with services. Autism, 8(4), 409-423.

Survey: This study interviewed 68 mothers of children diagnosed with autistic spectrum disorders and screened for mental health status. More than half of the mothers were found to show signs of significant psychological distress. Mothers who reported low levels of support and mothers whose children exhibited the highest levels of challenging behavior reported the highest levels of distress. (ds)

Brooks-Gunn, J., & Lewis, M. (1984). Maternal responsivity in interactions with handicapped infants. Child Development, 55(3), 782-793.

Mixed method: This study investigated the effects of chronological age, mental age, and handicapping condition (Down's syndrome, developmentally delayed, or cerebral palsied) on mothers' interactions with their handicapped young children. A large number of mother-child pairs, with disabled children aged 3 to 36 months, were observed in a 15-min free-play session. The study found that mothers were more responsive as children increased in mental age and that responsivity was not related to chronological age. Mothers of developmentally delayed infants exhibited more responsive behavior due to the higher mental age of the infants. (cas)

Browder, J. A. (1975). Adoption and foster care of handicapped children in the United States. Developmental Medicine & Child Neurology, 17(5), 614-620.

Survey/ Review: This article reviews foster-care and adoption programs and policies concerning handicapped and "hard-to-place" children in the US. A survey of 42 states reveals wide variety of approaches and attitudes to this issue. Careful selection of families, education of parents and adequate staff support are identified as important factors in successful programmes. (cas)

Bruce, E. J., Schultz, C. L., Smyrnios, K. X., & Schultz, N. C. (1994). Grieving related to development: a preliminary comparison of three age cohorts of parents of children with intellectual disability. British Journal of Medical Psychology, 67 ( Pt 1), 37-52.

Group comparison: This study compared grief in three age cohorts of parents  of children with intellectual disabiltiies. Affective, behavioural and cognitive measures of grief were employed. No differences were apparent between the age groups. However, mothers scored higher than fathers on all measures, except the Wishing Scale. The study concludes that grieving is ongoing for parents of children with disabilities. Implications are discussed in terms of programmes and services that empower parents and strengthen partnership between parents and professionals. (cas)

Brust, J. D., Leonard, B. J., & Sielaff, B. H. (1992). Maternal time and the care of disabled children. Public Health Nursing, 9(3), 177-184.

Regression analysis/ Survey: : This study surveyed mothers of disabled children to estimate the average extra time required to care for children with disabilities. Reports were made by specific task categories. An average time of 12 hours and 6 minutes a day was spent caring for a child with developmental disabilities, with about half that time spent in vigilant (watchful or supportive) tasks. Total caregiving hours increased with younger children who were more impaired (physically and mentally) and required more medical treatments. The author argues that additional care time results in loss of parental opportunities for parents of children with developmental disabilities, especially women. Professional intervention is suggested to reduce care time. (cas)

Buchan, L., Clemerson, J., & Davis, H. (1988). Working with families of children with special needs: the parent adviser scheme. Child Care Health and Development, 14(2), 81-91.

Program description: This article describes a program intended to give ongoing support and counselling to English- and Bangladeshi-speaking parents of children with disabilities. Focus is on the needs of the whole family. Service is provided by experienced professionals in the field who are trained in counselling skills to work in partnership with the families. (cas)

Burd, L., Klug, M., & Martsolf, J. (2004). Increased sibling mortality in children with fetal alcohol syndrome. Addiction Biology, 9(2), 179-186; discussion 187-178.

Group Comparison/ Matched controls: This study compared the mortality among siblings of children with fetal alcohol syndrome with matched controls. The mortality rate among the siblings of children with fetal alcohol syndrome was increased by 530% (Odds Ratio + 13.7).  (ds)

Burke, S. O., Costello, E. A., & Handley-Derry, M. H. (1989). Maternal stress and repeated hospitalizations of children who are physically disabled. Child Health Care, 18(2), 82-90.

Group Comparison/ Limited Controls: Parental stress was related to repeated hospitalization of children with developmental disabilities. They suggest a complex interaction between stress and hospitalization.  Qualitative social validation was used to confirm findings. (pc)

Burke, S. O., Handley-Derry, M. H., Costello, E. A., Kauffmann, E., & Dillon, M. C. (1997). Stress-point intervention for parents of repeatedly hospitalized children with chronic conditions. Research in Nursing & Health, 20(6), 475-485.

Group comparison/ Experimental study: This study assesses the effects of a community-based nursing intervention for families with children whose chronic conditions result in repeated hospitalizations. The study compared one group who received intervention focused on specific, parent-verified child and family issues at times of stress with another group who received usual care. After three months, parents in the intervention group had better coping, better family functioning and lower anxiety than those in the usual care group. Children in the intervention group had no hospital-related developmental regression at 2 weeks and better developmental gains than the usual care group 3 months post-discharge. (cas)

Burns, C. E., & Madian, N. (1992). Experiences with a support group for grandparents of children with disabilities. Pediatric Nursing, 18(1), 17-21.

Program description: The authors developed a support group for grandparents because they often provide additional support to families of children with developmental disabilities. (pc)

Butter, E. M., Wynn, J., & Mulick, J. A. (2003). Early intervention critical to autism treatment. Pediatric Annals, 32(10), 677-684.

Expert opinion/ Review: The authors of this article review research on the outcomes of early intensive behavioral intervention (EIBI). They conclude that studies have reported a range from 10% to 47% of children reaching the criterion for best outcomes (i.e., placement in regular education classrooms without supports and virtual elimination of autistic symptomatology). They suggest that even if the actual rates of best outcome are much lower than the 47% reported by Lovaas (1987) and most continue to display some symptoms of autism, EIBI and behavioral intervention in general have been shown to produce significant gains. Therefore they recommend that EIBI be provided, even if it produces less radical effects than suggested by Lovaas. (ds)

C

Cahill, B. M., & Glidden, L. M. (1996). Influence of child diagnosis on family and parental functioning: Down syndrome versus other disabilities. American Journal on Mental Retardation, 101(2), 149-160.

Group comparison/ Limited controls: This study compared children with Down Syndrome to children with other developmental disabilities in order to discern whether children with Down Syndrome are easier to raise than children with other disabilities. Using case-by-case matching, no differences were found on various measures of functioning.  This puts into question the idea that families raising children with Down Syndrome show better adjustment. (cas)

Caldwell, J., & Heller, T. (2003). Management of respite and personal assistance services in a consumer-directed family support programme. Journal of Intellectual Disability Research, 47(Pt 4-5), 352-366.

Survey: This study surveyed 97 families using paid respite or personal assistance services. Traditionally, formal family support has been agency-directed, providing discrete services such as respite, counselling and parent education.  More recently, consumer-directed programmes have emerged internationally, providing control of money to design and purchase supports. The present study concerns consumer direction in one programme, the Illinois Home Based Support Services Program (HBSSP). The study explores the management of respite and personal assistance services by families, and outcomes associated with having control of services.  Two main objectives of the study were specified. One was to test the associations between the amount of control in the management of respite/personal assistance services and five outcome variables: caregiving burden; caregiving satisfaction; caregiving self-efficacy; service satisfaction; community involvement of individual with DD; and the number of hours of weekly employment of the mother.  The second objective was to compare groups of families based on whether or not they hired other relatives to provide respite/personal assistance services on three outcome variables: service satisfaction; staff turnover; and the community involvement of the individual with DD. The results show that consumer-directed family support provides families with opportunities to hire and manage staff.  The benefits exist for both caregivers and individuals with disabilities when families are given greater control in managing their respite and personal assistance services. The increased control was associated with more community involvement of individuals with DD. The majority of families surveyed (52.6%) had hired other relatives to provide respite and personal assistance services.  HBSSP regulations permit families to hire other relatives living outside the immediate home. Some exceptions are made to this regulation if no other staff can be located to provide services. In addition to other relatives, over one-third of families (36.1%) hired friends and 7.2% hire neighbors.  Only 35.1% of families were using respite/personal assistance services provided through agency staff. Families indicated that they recruited non-agency staff through schools, churches, day programmes, recreation programmes, placing job advertisements in newspapers and 'word of mouth'.  Hiring other relatives was associated with more community involvement of individuals with disabilities. Perhaps other relatives are more aware of the interests, desires and needs of their family members with DD. It may also be that caregivers are more trusting of other relatives to engage in community activities.  35% of the families experienced change in staff during the previous year.  When staff turnover occurred, the most common reason was staff quitting (52.3%). Other reasons included staff being reassigned (14.7%), primarily when using agency staff, and staff being fired (8.85). Increased control was significantly correlated with less staff turnover.  The present study supports that when families are given more control in this process, becoming true 'consumers' of services, they are more satisfied. (wi)

Callahan, S. T., Winitzer, R. F., & Keenan, P. (2001). Transition from pediatric to adult-oriented health care: a challenge for patients with chronic disease. Current Opinions in Pediatrics, 13(4), 310-316.

Expert opinion: This article examines and discusses issues related to health care transition from child to adulthood for patients with chronic activity-limiting health conditions. Emphasis is on mutual participation from patients, families and professionals. (cas)

Campaign 2000. (2002). Poverty amidst prosperity: 2002 report card on child and family poverty. Toronto: Campaign 2000.

Report: This annual report on child poverty in Canada tracks the progress of efforts to eliminate child poverty in Canada since 1989. The 2002 report calls on governments to  help families caring for children with severe disabilities as an essential measure to combat child poverty.  (ds)

Campaign 2000. (2003). Honouring our promises: Meeting the challenge to end child and family poverty: 2003 report card on child poverty in Canada. Toronto: Campaign 2000.

Report: This annual report on child poverty in Canada tracks the progress of efforts to eliminate child poverty in Canada since 1989. It uses economic information from a number of sources. While 18% of children in Canada live in low-income families, 30% of children with disabilities in Canada live in low-income families. (ds)

Campaign 2000. (2004). One million too many: Implementing solutions to child poverty in Canada: 2004 report card on child poverty in Canada. Toronto: Campaign 2000.

Report: This annual report on child poverty in Canada tracks the progress of efforts to eliminate child poverty in Canada since 1989.In 2004, the rate of child poverty in Canada increased for the first time in six years. While the percentage of all Canadian children living in poverty reached 15.6%, 27.7% of Canadian children with disabilities live in poverty. This report identifies Aboriginal children, immigrant children, children from visible minorities, and children with disabilities as the groups most likely to live in poverty. the report calls on senior levels of government to develop strategies for inclusion of children with disabilities as a measure to combat child poverty. (ds)

Campbell, H. (1996). Inter-agency assessment of respite care needs of families of children with special needs in Fife. Public Health, 110(3), 151-155.

Survey: This study surveyed parents of children with special needs and determined that a variety of types of respite care, including small homely centres and holiday playschemes, were the most wanted services in Fife. The survey led to the development of a respite care scheme and a small residential facility, as well as the provision of nursing support needed for severely and multiply handicapped children. (cas)

Campbell, M. K., Halinda, E., Carlyle, M. J., Fox, A. M., Turner, L. A., & Chance, G. W. (1993). Factors predictive of follow-up clinic attendance and developmental outcome in a regional cohort of very low birth weight infants. American Journal of Epidemiology, 138(9), 704-713.

Retrospective cohort study: This study of very low birthweight infants involved an 18-month follow-up with a large sample of infants born in Ontario hospitals between 1982 and 1986. The study found that  unwed mothers were less likely to follow-up. Being born to an unmarried mother was also predictive of poor motor development. The association of both loss to follow-up and cerebral palsy with unwed mothers suggests the importance of clinics assisting this population in maintaining medical contact. (cas)

Carlson, E. A., Sampson, M. C., & Sroufe, L. A. (2003). Implications of attachment theory and research for developmental-behavioral pediatrics. Journal of Developmental and Behavioral Pediatrics, 24(5), 364-379.

Expert opinion/ Review: This article provides an overview of attachment theory, concepts and research. Attachment theory is then discussed in terms of how it relates to childcare, specifically: (1) the attachment of virtually all infants regardless of quality of care; (2) the evolution of attachment relationships over time; (3) the similarity of attachment of children with disabilities to non-disabled children and the difference of expression of that attachment; (4) the importance of timing and circumstances of separations and significant disruptions in terms of consequences for attachment; (5) the origin of many infant regulatory difficulties in the caregiving relationship; and (6) the complexity of change in parent-child relationship disturbances. (cas)

Carpenter, B. (2000). Sustaining the family: Meeting the needs of families of children with disabilities. British Journal of Special Education, 27(3), 135-144.

Review/ Expert opinion: The author discusses a wide range of topics related to families of children with disabilities and family supports. (ds)

Carr, J., Pearson, A., & Halliwell, M. (1983). The effect of disability on family life. Zeitschrift fur Kinderchirurgie, 38 Suppl 2, 103-106.

Survey: This study conducted interviews with families with children with spina bifida to reveal the effects of a child with spina bifida on the other family members. The investigators found although mothers of children with spina bifida believed siblings to be affected, there was no supporting evidence. Siblings of children with spina bifida had similar health and behaviour ratings of other children. Fathers were found to be unhampered in their careers, though social activities were restricted for both parents and mothers reported feeling run-down and depressed. Parents' stress was not related to measures of the child's disability or social restriction. The article nonetheless emphasizes the need for help and support  for families. (cas)

Carr, T., McKeever, P., & Yoshida, M. (1997). Italo-Canadian mothers' beliefs surrounding cause and treatment/cure of childhood disabilities. Canadian Journal of Nursing Research, 29(3), 69-78.

Qualitative study: This study interviewed eight second generation Italo-Canadian mothers of children with moderate to severe disabilities using open-ended questions in order to explore their beliefs about childhood disabilities. Some traditional beliefs about causation (i.e., punishment for wrong-doing, "bad blood" due to intermarriage or a family curse, and supernatural forces such as the evil eye) were identified. Magico-religious healing was identified as a traditional cure. These (mis)beliefs were reported to be strongest among the previous generation of Italo-Canadians, especially grandparents. (cas)

Casady, A., & Van Egeren, L. (2002). A Meta-Analysis of Home Visitor Programs: Moderators of Improvements in Maternal Behavior.

Meta-analysis: The authors carried out a meta-analysis of home visiting programs and their effects on maternal behavioral outcomes. The frequency of visitation was an important variable and programs that provided 12 or less visits per year had an effect size that was not significantly different from zero. (ds)

Case-Smith, J. (2004). Parenting a child with a chronic medical condition. American Journal of Occupational Therapy, 58(5), 551-560.

Qualitative study/ Ethnography: Researchers conducted interviews with 8 parents of children with chronic medical conditions and spent 60 hours of activities with these families over six months. Field notes and interviews were analyzed.  Parents acknowledged stress and caregiving demands but generally viewed having a child with a disability as a positive influence on their lives and factor promoting family cohesion. They felt that their experiences with their children with disabilities taught them a greater appreciation for life and helped them develop more tolerance and greater sensitivity to others. Most parents spent most of their time with their children and had altered their careers to at least some extent to accommodate caregiving demands. (ds)

Casey, P. H., Bradley, R. H., Caldwell, B. M., & Edwards, D. R. (1986). Developmental intervention: a pediatric clinical review. Pediatric Clinics of North America, 33(4), 899-923.

Expert opinion/ Systematic review: This article discusses the role of pediatricians in developmental intervention, with a focus on clinical relevance.  The importance of pediatricians' influence on family involvement in intervention is considered in terms of their level of access to infants and families in early years, their role of authority, and their ability to clinically interpret developmental status and prognosis of a child based on the child's health and developmental status in the context of his or her environment. To involve families, pediatricians are encouraged to know the degree of risk for developmental problems, make use of appropriate screening instruments, and make recommendations regarding child health supervision, further diagnostic evaluation, and intervention programs and other resources. Pediatricians are also encouraged to include all children in this approach. Intervention is discussed as a way to improve parental understanding of development (both normal and specific to their child), promote parental sensitivity to infants' social behaviors, encourage parent responsiveness, and improve parental confidence and competence in affecting their child's development. (cas)

Casto, G., & Mastropieri, M. A. (1986). The efficacy of early intervention programs: a meta-analysis. Exceptional Children, 52(5), 417-424.

Meta-Analysis: The researchers provided a meta-analysis of research on the efficacy of early intervention programs. Separate meta-analyses were conducted for programs for socially or economically disadvantaged children and for children with disabilities. Both groups showed positive developmental effects of early intervention. More hours of programming translated to stronger effects. The authors also rated studies for quality. Weaker quality studies produced larger benefits for early intervention, suggesting that the positive effects my be somewhat magnified in poor studies. Overall, early intervention programs for children with disabilities had a moderate to large effect size (ES = + 0.68) on child developmental outcomes. (ds)

Chan, J. B. (2000). A review of child and family characteristics related to the use of respite care in developmental disability services. Child & Youth Care Forum, 29(1), 27-37.

Systematic review: The author reviews literature relevant to child and family characteristics that predict the use of respite care. These include: Severity of Disability, 

Level of Care, Gender, Age, Communication Difficulties, Level of Family Stress/Perceived Stress, Level of Family Support Systems, Family size, Marital Status, and  Other Family factors.  The author concludes that there is little research on effective models of respite care for individuals with developmental disability and severe behavior problems.  Another area that needs to be more explored is the benefit of respite care.   Also, little is known about the planned versus the emergency use of respite care.  Further research exploring the availability, use , and benefits of respite care is needed so that service providers and funding agencies will be in a better position to plan and manage this vital service. (wi/ds)

Chang, J. I., Karuza, J., Katz, P. R., & Klingensmith, K. (1992). Patient outcomes in hospital-based respite: a study of potential risks and benefits. Journal of the American Board  of Family Practice, 5(5), 475-481.

Group comparison/ Limited controls: This study compared elders admitted to hospital based respite care for average stays of 15 days with matched controls who did not use respite care. There were no negative effects of respite on the elders and some slight benefits in reduced admissions for acute illness in the respite group. (ds)

Chen, T. Y., & Tang, C. S. (1997). Stress appraisal and social support of Chinese mothers of adult children with mental retardation. American Journal on Mental Retardation, 101(5), 473-482.

Correlational study: This study collected data from 30 Chinese mothers of adult children with  intellectual disabilities. Mothers experienced stress in relation to their children related to planning for the future and related to inappropriate behavior.(ds)

Cheng, P., & Tang, C. S. (1995). Coping and psychological distress of Chinese parents of children with Down syndrome. Mental Retardation, 33(1), 10-20.

Group comparison: This article compared measures of psychological distress for Chinese parents of children with Down syndrome to parents of children with delayed speech or no disabilities. Avoidance coping style was found to be most common in the Down syndrome group and least common in the non-disabled group. Parents of children with disabilities also reported more psychological distress, less optimism, less self-confidence, and were more likely to use self-reliance coping style. Mothers were especially affected and were more likely to use self-reliance, avoidance, and social support coping styles. Avoidance coping style and self-mastery were correlated with parental distress.  (cas)

Chiu, L., Y., T. K., C., S. W., & Chang, T. P. (1999). The willingness of families caring for victims of stroke to pay for in-home respite care-- results of a pilot study in Taiwan. Health Policy, 46, 239-254.

Survey/ Contingent valuation: This study used the contingent  valuation (CV) method as a means of measuring the willingness of Taiwanese family caregivers of stroke victims to pay for in-home respite care.  A designated family member (the decision makers for care) from each family of 174 cerebral-vascular-accident patients hospitalized in the Taipei Metropolitan Area was interviewed during preparation and planning for discharge. A second follow-up interview in his or her own homes at the end of the second month after the patient was discharged from the hospital was also conducted. The willingness to pay for in-home respite care was measured as the percentage of monthly family income that would be sacrificed to receive  respite care.  Family income was strongly  associated with the amount of money that family caregivers were willing to pay for respite care.  The degree of dependence of patients on the caregiver was significantly associated with the percentage of monthly family for respite care.  The more severe the physical dysfunction of patient, the higher the willingness to pay for in-home respite care utilization.  Overall, 42.5% of  family caregivers interviewed indicated a willingness to pay at least 50%  of monthly family income for respite care. The authors suggest to the policy-makers in Taiwan that respite care should be developed simultaneously with long-term care programs, especially home care services.  The availability of home care and nursing home services has been increasing in Taiwan since the August 1993 Act  permitted qualified nursing personnel to independently manage nursing homes and home care agencies.  However, provisions for respite care are not included in the law.  Moreover, if health care resources are to be allocated efficiently, plans for respite care should take the family caregiver's needs into account, necessitating case management.  Initially, respite care could be provided to families caring for patients with severe dysfunction, and then the scope enlarged to include caregivers taking care of patients with mild dysfunction. (wi)

Christiansen, J. B., & Leigh, I. W. (2004). Children with cochlear implants: changing parent and deaf community perspectives. Archives of Otolaryngology Head and Neck Surgery, 130(5), 673-677.

Survey: This study surveyed 439 families of children with cochlear implants and interviewed 56 families. The study determined that families of deaf children often get conflicting information about cochlear implants. While opposition to cochlear implants still exists in the deaf community, it appears to be lessening and most deaf people view cochlear implants as one possibility on a continuum of choices. (ds)

Cicchetti, D., Rogosch, F. A., & Toth, S. L. (2000). The efficacy of toddler-parent psychotherapy for fostering cognitive development in offspring of depressed mothers. Journal of Abnormal Child Psychology, 28(2), 135-148.

Group comparison: This study evaluated the effectiveness of a Toddler-Parent Psychotherapy (TPP) program in assisting cognitive development in children of mothers with major depressive disorder. One group who received intervention was compared to a group with no intervention and a control group of mothers with normal mental health. Post-intervention (after 16 months), the investigators found that IQ had declined in non-intervention group, though not in either of the other groups. Subsequent depressive episodes were associated with the worst developmental outcomes.

Claesson, I., & Brodin, J. (2002). What families with children with brittle bones want to tell. Child Care Health and Development, 28(4), 309-315.

Survey: This study collected data through survey and interview from 40 families with children with brittle bone disease in order to find out more about the effects of the disease on daily life. Emphasis is on the psychosocial aspects of having a child with the disease. (cas)

Compas, B. E., & Williams, R. A. (1990). Stress, coping, and adjustment in mothers and young adolescents in single- and two-parent families. American Journal of Community Psychology, 18(4), 525-545.

Group comparison: This study compared coping in single and attached mothers and their non-disabled children.  Single mothers reported more economic, family, personal health and symptoms of personal mental health problems. Single mothers were also more likely to report using coping strategies of accepting responsibility and positive reappraisal. However, no significant differences were found between the children in each group.  (cas)

Cooke, K., Bradshaw, J., Lawton, D., & Brewer, R. (1986). Child disablement, family dissolution and reconstitution. Developmental Medicine & Child Neurology, 28(5), 610-616.

Survey: In this study, a nationally representative survey of disabled children and controls found that at any one time parents of disabled child are no more likely to be in a single parent family, though children with disabilities are more likely than their peers to be in a one-parent household for at least some period of time. Children with disabilities were also found to experience longer periods of being in a single parent family when it occurred, suggesting family reconstitution to be more difficult in the presence of a disabled child.  (cas)

Coplan, J. (1982). Parental estimate of child's developmental level in a high-risk population. American Journal of Diseases of Children, 136(2), 101-104.

Correlational study: This study compared Formal Developmental Quotients for several children referred for assessment of language and intellectual development with subjective estimates of child's level of functioning provided by each child's mother. The parental estimate was found to be highly sensitive (75%) and extremely specific (100%) in identifying children who scored an FDQ  of 69 or less. This reasonably good level of prediction suggests that parental estimates of a child's developmental level may be useful in monitoring development of preschool children. (cas)

Coulthard, P., & Fitzgerald, M. . Religiosity, coping, health: Parents of children with autism: In God we trust? Retrieved November 30, 2004, from www.iol.ie/cbweb/coulthard1.htm
Survey: The researchers surveyed 60 families with children with autism about religion, personal beliefs, and a number of other variables.  They reported that their personal spiritual beliefs and prayer  were more important than organized religion in providing support. For example, 70% of parents felt that their personal beliefs had helped them accept their child, but only 7% felt their clergyman had been helpful. Although 39% of parents felt that having a child with a disability brought them closer to God and their religion, only 5% indicated that they had increased participation in church. Greater support from personal beliefs was associated with better physical health of parents. This is a well-constructed study and one of the few that points out the importance of spiritual or philosophical beliefs. (ds)

Cowen, P. S., & Reed, D. A. (2002). Effects of respite care for children with developmental disabilities: evaluation of an intervention for at risk families. Public Health Nursing, 19(4), 272-283.

Group comparison: Matched Controls: The authors found that respite care resulted in lower levels of parental stress that were, in combination with other variables, associated to lower levels of maltreatment. (pc)

Coyne, A., & Brown, M. E. (1986). Relationship between foster care and adoption units serving developmentally disabled children. Child Welfare, 65(2), 189-198.

Group comparison/ Limited controls: This study compared children with developmental disabilities living in foster care to those who were adopted. There were few systematic differences between the groups of children.  Children in foster care were slightly older as a group and were more likely to have contact with their biological families. Greater differences were noted between the structures, policies, procedures, and practices of the foster care and adoption agencies. The interface between foster care and adoption subsystems within the larger system of child welfare services was identified as a problem area that lacked bridging mechanisms to allow smoother transitions (ds)

Craig, G. M., Scambler, G., & Spitz, L. (2003). Why parents of children with neurodevelopmental disabilities requiring gastrostomy feeding need more support. Developmental Medicine & Child Neurology, 45(3), 183-188.

Qualitative Study: The researchers interviewed families of 22 children with major feeding  difficulties in the United Kingdom. They concluded parents of children with major feeding difficulties need a high level of practical and emotional support, particularly at time of addressing the issue of whether to have a gastrostomy and establish long-term tube feeding. (pc)

Crowe, T. K., VanLeit, B., & Berghmans, K. K. (2000). Mothers' perceptions of child care assistance: the impact of a child's disability. American Journal of Occupational Therapy, 54(1), 52-58.

Survey: The researchers surveyed 135 two-parent families. Participants included three groups (1/3 Down Syndrome, 1/3 multiple disabilities, 1/3 normal control). Mothers did most of childcare in all groups, but were most were satisfied with the division of labor within their families.  The mother perceived the contributions that fathers made to childcare positively. There was a great deal of variation in division of labor among families and no pattern was identified as "typical" or "best" for families. (pc)

Cunconan-Lahr, R., & Brotherson, M. J. (1996). Advocacy in disability policy: parents and consumers as advocates. Mental Retardation, 34(6), 352-358.

Mixed method: This study examined the concept and actions of advocacy using surveys, focus groups and phone interviews. Participants were parents of children with disabilities and consumers (individuals with disabilities) who had been identified through a leadership program. Supports for advocacy, advocacy activities and barriers to advocacy are identified. (cas)

Curran, A. L., Sharples, P. M., White, C., & Knapp, M. (2001). Time costs of caring for children with severe disabilities compared with caring for children without disabilities. Developmental Medicine & Child Neurology, 43(8), 529-533.

Group Comparison/ Limited Controls: The researchers compared the time required for child care for 16 families of children with severe disabilities to the time required for a control group of 31 families of children without disabilities. Of the 16 mothers of children with severe disabilities, 12 were unable to seek paid employment because of the childcare demands. Of the 16 fathers, 2 were unable to seek paid employment because of the childcare demands. The children with disabilities had a wide range of physical and mental diagnoses. The amount of care was significantly higher for children with severe disabilities and did not decrease as the children grew older. The income levels of families of children with severe disabilities were substantially reduced because of the childcare demands. In addition, most of the families had significantly increased expenses. Although these families received supports from the government, these supports covered less than half of the actual costs to families. The researchers promote the use of Functional Disability Score to achieve more appropriate allocation of supports. (pc/ds)

D
Danseco, E. R., Miller, T. R., & Spicer, R. S. (2000). Incidence and costs of 1987-1994 childhood injuries: demographic breakdowns. Pediatrics, 105(2), E27.

Cost analysis: This article reports on the cost of injury to children in US, in terms of incidence of fatal and nonfatal injuries and in terms of cost estimates by demographic factors. Results are based on eight years of National Health Interview Survey data and data from Vital Statistics (1994). Cost estimates were made on the basis of medical spending, future lost employment, and reduced quality of life. The study found that about 25 per 100 children sustained non-fatal injuries each year. Fatal injuries were found to have an annual rate of 38 children per 100,000. Various risk factors were identified: males were more likely to sustain injuries, especially fatal ones; older children were more likely to be injured, although there was a slightly increased risk of fatal injury for the 0-4 age group; white children were more likely to have nonfatal injuries than children from other backgrounds; and black children were more likely to have fatal injuries than other racial groups. There was also some relation between injury rate and family income: low-income families (<$5000) had the highest rate of nonfatal injury and high-income families had the lowest rate. Injury rates for both fatal and nonfatal injuries were also highest in rural areas. (cas)

Davidoff, A. J. (2004). Identifying children with special health care needs in the National Health Interview Survey: a new resource for policy analysis. Health Services Research, 39(1), 53-71.

Survey: This study was based on the U.S National Survey of CSHCN (children with special health care needs). The researchers found that 12% of noninstitutionalized American children have one or more chronic conditions that requires elevated health care utilization. (ds)

Davis, H., & Rushton, R. (1991). Counselling and supporting parents of children with developmental delay: a research evaluation. Journal of Mental Deficiency Research, 35 ( Pt 2), 89-112.

Group comparison/ Limited controls: This study examined the benefits of a family-focused home-based counseling program for English-speaking and Bangladeshi families of children with disabilities, by comparing a group participating in the intervention with a non-participating control. Perceptions of support, family functioning, individual family members (including the child) and family relationships showed improvement in mothers in the intervention group. Children showed improvements in developmental progress and behavior problems although systematic teaching was not included in treatment. Improvements were greatest in Bangladeshi families who were originally more deprived of support.  (cas)

De Bernardi, V. (1995). Family Support Services in Sweden. Journal of Comparative Family Studies, 26(3), 459-466.

Program description: This article describes family support services in Sweden. The program described has many similarities with North American programs but there seems to be less differentiation between family support, medical, and educational services in Sweden. This may reflect better coordination among these services. (ds)

Deatrick, J. A., Knafl, K. A., & Walsh, M. (1988). The process of parenting a child with a disability: normalization through accommodations. Journal of Advanced Nursing, 13(1), 15-21.

Qualitative study: This study describes and discusses the concept and process of  "normalizing" the treatment and lifestyles of children with brittle bone disease. The discussion focuses on the concept of raising children with disabilities similarly to children without disabilities. Support for concepts comes from interviews conducted with parents of children with BBD that related to the management styles they employed, including behavioural strategies used to actively accommodate the needs of child, and how normalization is developed and maintained. (cas)

Dewey, D., Crawford, S. G., Creighton, D. E., & Sauvé, R. S. (2000). Parents' ratings of everyday cognitive abilities in very low birth weight children. Journal of Developmental & Behavioral Pediatrics, 21(1), 37-43.

Group comparison: This study compared the parents' ratings of cognitive functioning of very low birth weight (VLBW) children to their actual performance on psychometric exams. Parents of VLBW children correctly identified the areas of difficulty (i.e., memory, language, cognitive, and motor skills) that appeared in test results. However, when their evaluations were examined as a function of psychometric results, parents were more than reasonably likely to identify children as deficient in memory, language, and cognitive skills and less than reasonably likely to identify coordination difficulties. The findings suggest that parents may be rating behaviors using measures that are different from those obtained on psychometric assessments.  (cas)

Diggle, T., McConachie, H. R., & Randle, V. R. (2003, 02-28-2003). Parent-mediated early intervention for young children with autism spectrum disorder. Retrieved 1, 2005, from http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&dopt=Citation&list_uids=12535477
Systematic review of randomized studies: This systematic review uses a highly scientific evidence based medicine approach to compare early intensive behavioral intervention (EIBI)  plus day care to day care alone for children with autism. Unfortunately, only two studies met the criteria for inclusion, and these two studies differed in a number of ways that made aggregation difficult. They also differed substantially in findings. while one of the studies reported an increase in IQ of about one standard deviation (about half that reported in the 1987 Lovaas study) resulting from EIBI, methodological concerns made it impossible to validate this finding. Pre- and post-tests used different tests and the use of a posttest with very old (1948) norms could account for the IQ gains. As a  result, the author of this review concludes, "Overall, the only results found significantly to favour parent-mediated early intervention in this review were that short-term language improvements were greater for those children receiving parent-mediated early intervention than for those from community day care alone." In addition, the comparison between EIBI to day acre alone rather than another aggressive intervention may not be the most important comparison. As a whole, this review suggests there is inadequate data to say anything very conclusive about EIBI, the available evidence does suggest that EIBI is of some value, and that the current scientific evidence suggests much more modest effects than those suggested in the 1987 Lovaas study. (ds)

Dittmer, I. D., & Romans-Clarkson, S. E. (1986). A critique of a New Zealand health care service by parents of handicapped preschool children. New Zealand Medical Journal, 99(809), 673-675.

Survey: This survey of NZ parents of intellectually and physically handicapped children rated services in terms of helpfulness. A large percentage was found to be critical of medical services. Doctors who recognized and acknowledged the parents' role were considered more helpful.  (cas)

Diviney, E. A. (2001). Well-being of mothers while rearing a child with developmental disabilities. Dissertation Abstracts International: Section B: the Sciences & Engineering, 61(10-B), 5558.

Regression analysis: This study, concerned with the promotion of mental health, surveyed mothers with children with developmental disabilities concerning coping, competency, satisfaction, health, social support, and demographics. The study found a high degree of coping, indicating that families are coping better than is typically believed.  Economic pressure, social support, child's age, mother's health, and the presence of an additional child with a disability were found to be major factors in coping success. The importance of these factors is discussed in terms of improving services to assist families. (cas)

Do Amaral, R. d. C. S. (2003). How do children with developmental disabilities impact their parents' parental satisfaction, self-esteem, symptoms of stress, ways of coping, marital satisfaction and family support? Unpublished PhD, STATE UNIVERSITY OF NEW YORK AT BUFFALO.
Group Comparison/ Controlled: This study compared parents of children with developmental disabilities (N=45) to parents of children without disabilities on a wide range of instruments. Multiple Analysis of Variance showed significant differences between the two groups of parents. Parents of children with developmental disabilities showed more physical symptoms of stress and lower levels of parenting satisfaction than parents of other children. Mothers of children with developmental disabilities were more likely to develop depression, than either mothers of other children or fathers of children with developmental disabilities. Parents of children with developmental disabilities typically found professional supports to be somewhat useful (3.5 of a scale of 5). Holistic counselling is recommended as an approach to working with parents. (ds)

Doolittle, D. K. (1998). Welfare reform: loss of supplemental security income (SSI) for children with disabilities. Journal of the Society of Pediatric Nurses, 3(1), 33-44.

Program description: This article discusses how the reduction of formal social support (e.g. welfare, etc.) has negatively affected children with physical and mental limitations who have lost SSI benefits. Both physical and psychological implications are considered. Nurses are encouraged to stay informed about legal guidelines so that they may help maintain eligibility for children with disabilities and advocate for them. (cas)

Dossetor, D. R., Nicol, A. R., & Stretch, D. D. (1993). Hostel-based respite care for adolescents with developmental retardation: the need for "normalized" respite resources. Journal of Child Psychology and Psychiatry, 34(3), 391-412.

Group comparison/ Limited controls:  This study compares families of adolescents with developmental disabilities who use hostel care with those who do not. There were no systematic differences in the two groups of adolescents or their disabilities. Families who used the services did not have higher or lower stress levels than other families, but were somewhat less organized and had less access to other supports.  Families indicated a need for more normalized respite care services. (ds)

Dougherty, S., Yu, E., Edgar, M., Day, P., & Wade, C. (2002). Planned and Crisis Respite for Families with Children : Results of a Collaborative Study: The Child Welfare League of America (CWLA), the ARCH  National Respite Network and Resource Center, and Casey Family Program (CFP) National Center for Resource Family Support.

Report: This report includes a survey of the members of the Child Welfare League of America (CWLA), and the ARCH agencies about the planned and crisis respite services they provide. It discusses respite service issues and provides description and analysis of four different respite care sites that utilize different approaches. The report presents information from the survey on documented approaches to funding, administering, and delivering planned and crisis respite services for families. It makes recommendations for practice standards and enhancing these services to support families and caregivers nationwide.  CWLA  members are primarily public and private nonprofit agencies that provide children with services.  The 74 CWLA agencies responding to the survey served a high percentage of resource families and clients with a history or risk of abuse and neglect. Service providers in CWLA agencies were more often foster parents or paid staff members. CWLA agencies receive most of their funding from public sources.  ARCH agencies provide mainly respite care and serving a high percentage of birth families and clients with developmental disabilities, mental retardation, or autism. Providers in ARCH agencies were more often paid staff members or private contractors. ARCH agencies receive half of their funding from user fees and the United Way.  Most families receiving services were in the low to lower-middle income range.  The majority of families sought respite services voluntarily.  More than half of the programs served families speaking a primary language other than English, yet few programs translated materials into other languages for families. Respite was generally available 24 hours a day, and provided in numerous settings, but most common locations for provide respite were the family's home and the respite provider's home.  Fewer families and children received crisis respite than planned respite, yet there was need for both planned and crisis respite services.  The costs for CWLA and ARCH agencies to provide planned respite were similar, about $10 per hour, which is less costly in both financial and social terms than placing children in out-of-home care. Forty percent of CWLA agencies and 59% of ARCH agencies reported turning families away from planned respite care in 2000. and 23% of CWLA agencies and 59% of ARCH agencies have waiting lists for planned respite care. By comparison, 36% of responding CWLA agencies and 63% of ARCH agencies reported turning families away from crisis care services; 10% of CWLA agencies and 17% of ARCH agencies reported they have waiting lists for crisis care services. (wi/ds)

Downing, R. E., Whitehead, T. D., Terre, L., & Calkins, C. F. (1999). The Missouri Developmental Disability Resource Center: a Web site responding to the critical need for information of parents with a child with a disability. Behavioral Research  Methods, Instrumentation, and Computation, 31(2), 292-298.

Program description/ Web resource: This article describes a website, Missouri Developmental Disabilities Center (http://www.moddrc.com), as a model source of information for parents of children with dd. Emphasis is on availability of information concerning the specifics of a child's disability and treatment options, and on how the broader service delivery system works. (cas)

Drew, A., Baird, G., Baron-Cohen, S., Cox, A., Slonims, V., Wheelwright, S., et al. (2002). A pilot randomised control trial of a parent training intervention for pre-school children with autism. Preliminary findings and methodological challenges. European Child and Adolescent Psychiatry, 11(6), 266-272.

Group Comparison / Randomized Controlled Trial: The researchers present data from one of the few randomized controlled trials of behavioural intervention for children with autism. The researchers randomly assigned 24 children (mean age = 13 months)  to parent training intervention or a package of other interventions. Children were assessed upon entry to the research program and 12 months later. There was modest evidence for advantages to parent training in some language development and no differences in other areas. The authors discuss difficulties in applying the research protocol that could have interfered with the results. (ds)

Dunn, M. E., Burbine, T., Bowers, C. A., & Tantleff-Dunn, S. (2001). Moderators of stress in parents of children with autism. Community Mental Health Journal, 37(1), 39-52.

Survey: This article considers variables that may be used to explain the relatively high susceptibility (when compared with parents of children with other disabilities) of parents of children with Autism to negative outcomes such as depression, isolation and marital problems. An analysis of surveys indicated that certain coping styles were predictive of negative outcomes. Social support and coping style were found to be moderators of the impacts of stress on parents' outcomes. (cas)

Dunst, C. J., Johanson, C., Trivette, C. M., & Hamby, D. (1991). Family-oriented early intervention policies and practices: family-centered or not? Exceptional Children, 58(2), 115-126.

Expert opinion: This article provides a comprehensive discussion of the extent to which present intervention practices are family-centered. Policy (including law and legislation) and viewpoints of service providers and consumers are included in analysis. The article notes the current movement towards early family-centered intervention. However, there appears to be some discrepancies between policy-makers and providers as to what constitutes family-centered.  (cas)

Dunst, C. J., Trivette, C. M., & Cross, A. H. (1986). Mediating influences of social support: personal, family, and child outcomes. American Journal of Mental Deficiency, 90(4), 403-417.

Regression analysis: The researchers used regression analysis to study the relationships among a number of variables including social support, personal well-being, parental attitudes toward their child, family integrity, parental perceptions of child functioning, parent-child play opportunities, and child behavior and development. More supportive social networks were associated with better personal well-being. The article includes a broad-based discussion of social support.  (pc)

Dunst, C. J., Trivette, C. M., & Cross, A. H. (2002). Mediating influences of social support: Personal, family, and child outcomes. In J. Blacher & B. L. Baker (Eds.), The best of AAMR: Families and mental retardation: A collection of notable AAMR journal articles across the 20th century (pp. 119-133).
Regression analysis / Reprint: This book chapter is a reprint of a 1986 article also included in this bibliography. It is included in this book as a classic article. (ds)

Dunst, C. J., Trivette, C. M., & Hamby, D. W. (1994). Measuring social support in families with young children with disabilities. In Supporting & strengthening families, Vol 1: Methods, strategies and practices.
Validation study:  The authors present the Family Support Scale (FSS), an 18-item self-report measure designed to assess social support to families of young children. They provide a data related to the reliability and validity of the instrument.  (pc)

Dusing, S. C., Skinner, A. C., & Mayer, M. L. (2004). Unmet need for therapy services, assistive devices, and related services: data from the national survey of children with special health care needs. Ambulatory Pediatrics, 4(5), 448-454.

Survey: This study was based on the U.S National Survey of CSHCN (children with special health care needs). Many children have unmet needs. Of children with unmet special health care needs, 5.8% need vision care or glasses and 24.7% need communication aids. Children with special health care needs without insurance coverage were significantly more likely to have a reported unmet need for therapy services (adjusted odds ratio [OR]: 2.08), vision care or glasses (Odds Ratio: 3.94), and mobility aids (OR: 5.17). Children in families at or below 100% of the federal poverty level were significantly more likely to have a reported unmet need for vision care or glasses (OR: 4.51) and hearing aids or hearing care (OR: 3.61). (ds)

Duvdevany, I., & Abboud, S. (2003). Stress, social support and well-being of Arab mothers of children with intellectual disability who are served by welfare services in northern Israel. Journal of Intellectual Disability Research, 47(Pt 4-5), 264-272.

Group Comparison/ Limited controls: The researchers compared 50 mothers of children with disabilities receiving welfare services in the Nazareth area with 50 others who did not receive services. Informal social resources were related to parental well-being while formal were not. Informal supports were important in ameliorating negative effects of stress on mothers. Informal supports enhanced the mothers’ sense of well-being.  Formal supports did not predict levels of stress or sense of well-being. (ds)

Duvdevany, I., & Keren, N. (2002). Thought, consideration and future planning for out-of-home placement among parental caregivers of dependent adult children with psychiatric disabilities. International Journal of Rehabilitation Research, 25(3), 207-213.

Regression analysis/ Survey: This study surveyed the thoughts and planning of parents of the Israeli psychiatric population considering out-of-home placement for their adult children. Low-stress parents had higher tendency to think about of home placement. Low marital stress and high cognitive parental appraisal were associated with future planning.  (cas)

Dyson, L. L. (1989). Adjustment of siblings of handicapped children: a comparison. Journal of Pediatric Psychology, 14(2), 215-229.

Group comparison: This study compared the older siblings of children with developmental disabilities with matched siblings of non-disabled children. Older siblings of children with developmental disabilities were found to be similar to the comparison group in terms of self-concept, behaviour problems and social competence.  Great variation in adjustment was observed within each group relative to demographic and personal attributes. (cas)

Dyson, L. L. (1991). Families of young children with handicaps: parental stress and family functioning. American Journal on Mental Retardation, 95(6), 623-629.

Group comparison: In this study the stress and functioning of families with young children with disabilities was compared to that of matched families with children without disabilities. Families of children with developmental disabilities were found to have higher stress levels but were quite resilient in that they did not show much difference in functioning. The article concludes with emphasis on the importance of reducing of parental stress through intervention and recognizing the uniqueness and strength of families. (cas)

Dyson, L. L. (1993). Response to the presence of a child with disabilities: parental stress and family functioning over time. American Journal on Mental Retardation, 98(2), 207-218.

Group comparison: The researcher found that families of children with developmental disabilities showed high levels of stress but also showed high level of stability over time.  (pc)

Dyson, L. L. (1996). The experiences of families of children with learning disabilities: parental stress, family functioning, and sibling self-concept. Journal of Learning Disabilities, 29(3), 280-286.

Group comparison/ Quantitative & qualitative: This study used quantitative and qualitative measures to examine the functioning of families of children with disabilities. Scores were then compared to a control group of families of children without disabilities. Self-concept of siblings and functioning of families of children with developmental disabilities were found to be similar to control families. However, parental stress was much higher for parents of children with disabilities and these families encountered some adaptational problems, particularly with schools.  (cas)

Dyson, L. L. (1997). Fathers and mothers of school-age children with developmental disabilities: parental stress, family functioning, and social support. American Journal on Mental Retardation, 102(3), 267-279.

Group comparison: This study made comparisons across a group of mother-father pairs with children with mental retardation and between this group and a group of mother-father pairs with non-disabled children concerning parental stress, social support or family functioning. No major differences were found within or between groups for any of these categories, but parents of children with disabilities related a greater level of stress to their children than other parents. (cas)

E

Edwards, D. R., & Bristol, M. M. (1991). Autism: early identification and management in family practice. American Family Physician, 44(5), 1755-1764.

Expert opinion/ Review: This review of Autism discusses the disability in terms of its characteristics, potential causes, and associated conditions. The article suggests that Psychoeducational and Behavioral therapies are best treatment approaches, along with community-based programs focused on social skills, communication and family training. Medical management and drug therapies are also discussed. (cas)

Edwards-Beckett, J. (1994). Caregivers' expectations of future learning of dependents with a developmental disability. Journal of Pediatric Nursing, 9(1), 27-32.

Regression analysis: This study interviewed primary caregivers of children with disabilities concerning their expectations and attributions regarding the child's achievements, using the Predictive Adaptive Ability Questionnaire. Expectations were significantly predicted by level of development delays. (cas)

Egusa, Y. (2002). [Social welfare for children with developmental disabilities in the 21st century]. No to Hattatsu [Brain & Development], 34(2), 103-110.

Program description: This article discusses the last 50 years of Japanese development of social policies for children with developmental disabilities, (including education, medical care, pension and welfare). This development is founded in the Japanese culture that emphasizes respect for human rights, progress in medicine and economic growth. The article also makes reference to the importance of the Year for the Disabled. The article states that normalization has prevailed in Japan and is evident in legal policy and acceptance of living with disabled individuals.

Eikeseth, S., Smith, T., Jahr, E., & Eldevik, S. (2002). Intensive Behavioral Treatment at School for 4- to 7-Year-Old Children with Autism: A 1-Year Comparison Controlled Study. Behavior Modification, 26(1), 49-68.

Group comparison: Limited controls: This study compared developmental gains between 4- to 7-year-olds with Autism who received behavioural treatment and those who received an eclectic treatment. Both treatments were administered for 28.5 hours per week at school. The investigators found that children receiving behavioural treatment improved more on standardized tests than children in the other group over the course of treatment. (cas)

Eisenberg, L., Baker, B. L., & Blacher, J. (1998). Siblings of children with mental retardation living at home or in residential placement. Journal of Child Psychology and Psychiatry, 39(3), 355-363.

Group comparison: This study considered the effect of out-of-home placement of a child with mental retardation on the child's siblings. Adolescents with siblings with retardation living at home were compared with adolescents with siblings with retardation living in a residential placement facility on the basis of self-reports and reports provided by their mothers. Siblings of non-disabled children were used as a control group. Siblings with severely retarded child living either at home or in residential placement were found to be highly similar in psychological adjustment, self-esteem, and family environment. However, for the group whose siblings lived outside of the home, sibling relationships were not as intense, consisting of less warmth and lower conflict. In both groups with a disabled sibling, adolescents reported positive personal growth, reasonable concern about the future, and attitudes consistent with their sibling's living arrangement. (cas)

Ellis, J. T., Luiselli, J. K., Amirault, D., Byrne, S., O'Malley-Cannon, B., Taras, M., et al. (2002). Families of children with developmental disabilities: Assessment and comparison of self-reported needs in relation to situational variables. Journal of Developmental & Physical Disabilities, 14(2), 191-202.

Survey: The researchers surveyed 91 parents of children with developmental disabilities. Families of younger children reported the highest needs. Families reported fewer needs  if child was enrolled in residential care setting  (pc)

Emerson, E., Robertson, J., & Wood, J. (2004). Levels of psychological distress experienced by family carers of children and adolescents with intellectual disabilities in an Urban Conurbation. Journal of Applied Research in Intellectual Disabilities, 17, 77-84.

Survey/ Nonrandom sample/ Standardized instrument: This study measured psychological distress in 408 family caregivers of 

children with intellectual disability living in a large urban conurbation in England. It compared the results to a national sample. The results indicate markedly higher rates of psychological distress among respondents (47% scored above the test threshold)) than has recently been reported in a nationally representative sample of mothers of children with intellectual disabilities in UK (35%).  The analysis suggests that these elevated rates may in part be linked to the socio-economic deprivation experienced by some subgroups of parents, as a whole, and by carers in South-Asian minority ethnic communities, in particular. This result is consistent with those of previous studies undertaken within specific minority ethnic communities that have consistently reported high levels of carer distress among South-Asian families supporting a disabled child.  While previous studies of South-Asian carers have consistently reported low levels of awareness and uptake of formal service supports (Hatton et al. 1998,2003), no such effect was found within the present study.  The results also identify a strong association between carer distress and the emotional and behavioural needs of children with intellectual disability.  The findings highlight  the important objectives for family support services. (wi/ds)

Epel, E. S., Blackburn, E. H., Lin, J., Dhabhar, F. S., Adler, N. E., Morrow, J. D., et al. (2004). Accelerated telomere shortening in response to life stress. Proceedings of the National Academy of Sciences, 10 (Early Edition)(1073), 1-4.

Group comparison: The researchers compared 39 mothers caring for children with disabilities with a control group of other mothers. Mothers caring for children with disabilities were more likely to have high levels of stress. Most mothers of children with disabilities, however, had moderate levels of stress (similar to the control group), and 7 of the 14 mothers caring for children with disabilities were in the lowest quartile for stress. Mothers (with or without children with disabilities) in the highest quartile for perceived stress had shorter telomere lengths, indicating accelerated aging at the cellular level compared to mothers  (with or without children with disabilities) in the lowest quartile. Although this study was received international attention and the media misinterpreted the findings to suggest that caregivers for children with disabilities aged significantly faster than other caregivers, the study actually reported no differences between the groups. it is an important preliminary study showing the connection between stress and aging and supporting the need to manage stress. It does suggest that caregivers need particular attention for stress management, but it also suggests that stress can and is successfully managed by many caregivers. (ds)

Ertmer, D. J., & Mellon, J. A. (2001). Beginning to talk at 20 months: early vocal development in a young cochlear implant recipient. Journal of Speech, Language, & Hearing Research, 44(1), 192-206.

Case study: This article describes the progress of an American child with a cochlear implant, in terms of vocal development, consonant production, and spoken vocabulary. Parent-child interactions were also observed. After 5 months, a large increase in advanced prelinguistic utterances was observed, as well as an increases in diversity of consonant types and features. After one year, 240 words were understood and  90 words were used by the child. Achievements were facilitated by the young age at time of implant, family support, and regular intervention. (cas)

Esdaile, S. A., & Greenwood, K. M. (2003). A comparison of mothers' and fathers' experience of parenting stress and attributions for parent child interaction outcomes. Occupational Therapy International, 10(2), 115-126.

Group comparison/ Matched controls: This study used Abidin's Parenting Stress Index (PSI) and the Parenting Attribution Test (aka the Child Interaction Survey) to assess differences in mother's and father's experience of having a child with disabilities. Neither test found large differences between mothers and fathers, but both parents reported elevated scores on the PSI when compared to parents of non-disabled children. This indicates the importance of stress management as in occupational therapy programs. (cas)

Essex, M. J., Klein, M. H., Miech, R., & Smider, N. A. (2001). Timing of initial exposure to maternal major depression and children's mental health symptoms in kindergarten. British Journal of Psychiatry, 179, 151-156.

Prospective cohort study: This study examined correlations between a child's initial exposure to mother's major depression and a kindergarten teacher's rating of the child's symptoms. High internalizing symptoms were related to infant exposure, especially when co-occurring with high externalizing symptoms. 'Pure' externalizing symptoms were associated in girls with exposure in pre-school years. The study concludes by discussing the importance of preventative and intervention strategies specific to the developmental issues of each group. (cas)

F

Fagan, J., & Schor, D. (1993). Mothers of children with spina bifida: factors related to maternal psychosocial functioning. American Journal of Orthopsychiatry, 63(1), 146-152.

Regression analysis: This study examined perceptions of maternal well-being, satisfaction and competence in mothers of children with spina bifida. Adult companionship, social support, and quality of family environment were found to be associated with positive perceptions of mothers in spinal-bifida families. (cas)

Failla, S., & Jones, L. C. (1991). Families of children with developmental disabilities: an examination of family hardiness. Research in Nursing & Health, 14(1), 41-50.

Correlational study: In this study, 57 families were examined using "Typology Model of Adjustment and Adaptation." Hardiness of families was found to be associated with family functioning. Lower family functioning was related to higher family stressor scores, social support loss, and increased age of parents.   (cas)

Falkmer, T., & Gregersen, N. P. (2002). Perceived risk among parents concerning the travel situation for children with disabilities. Accident Analysis and Prevention, 34(4), 553-562.

Survey: This study surveyed parents of children with disabilities concerning their perceived risk associated with their child's travel situation, and their self-reported knowledge of transportation policies. Parents expressed concern about the quality of manual assistance for children entering and exiting vehicles, drivers' lack of knowledge about the child, incautious driving, inadequate safety measures, and poor posturing of children in vehicles. Many parents were uninformed about regulations and standards for local transportation. The author asserts that improved knowledge would reduce parents' stress about transport.  (cas)

Farmer, J. E., Clark, M. J., Marien, W. E., & Warscausky, Seth. (2003). Building systems of care for children with chronic health conditions. Rehabilitation Psychology, 48(4), 242-249.

Program description: This article describes a program for children with special health care needs (CSHCN).Traditionally, the health care service delivery system for CSHCN has been based on a biomedical model.  The new paradigm of health care has expanded its focus to include community-based services that are family centered and designed to meet each child's medical, educational, social, and emotional needs. The focus shifts from illness to wellness, from provider as "expert" to family-provider partnerships, and include environmental factors as a target of change.  However, the current health service delivery system falls far short of this ideal. There is a need to build more effective systems of care for CSHCN. Existing barriers to quality health care include inadequate preparation of community-based professionals, lack of easy access to the range of services that families need, inadequate coordination of services, geographic and economic disparities, and health care financing mechanisms that do not support comprehensive and integrated health care service delivery.  These contextual factors place CSHCN and their families at risk for poor outcomes, including reduced health, decreased psychological adjustment, functional impairments, and higher health care costs.  The Missouri Partnership for Enhanced Delivery of Services (MO-PEDS) is a research demonstration project designed to create change in the primary care system and to improve services for CSHCN and their families, especially those living in rural areas. The project aims to enhance community-based family-centered supports for CSHCN through interventions in primary care practices. This model states that every child should have a primary care provider in their home community who knows the child and family, views parents as partners in decision making, and provides care coordination and continuity of care through collaboration with health care specialists, schools, and agencies. It captures the consumer-focused tenets of rehabilitation and emphasizes the role of environmental supports as determinants of child health outcomes.  The expected outcomes for this project included improved child health, increased quality of life for the child and family members, enhanced primary care provider satisfaction with their services, and more cost-efficient service delivery through the focus on health promotion and preventive care.  The evaluation protocol designed include pre-and post-measures of the following variables: child health indicators (e.g., weight, height), health care utilization, functional status, family and provider satisfaction with the service system, child and family needs, family adaptation, and Medicaid costs.  The MO-PEDS project is now in its third year, and 90 CSHCN and their families have enrolled.  Despite the promise of the program, there are many challenges in practice. For example, some primary care physicians continue to show reluctance about the idea of expanding services for CSHCN because their practices are already strained by heavy workload demands and low reimbursement for time spent in care coordination. This kind of program requires continued partnerships among providers, families, school personnel, and policy makers so that improvements will be lasting and meaningful. (wi/ds)

Fawcett, G., Coryse Ciceri, Tsoukalas, S., & Gibson-Kierstead, A. (2004). Supports and services for adults and children 5 - 14 with disabilities in Canada: An analysis of data on needs and gaps. Ottawa: Canadian Council on Social Development (Commissioned by Federal-Provincial-Territorial  Ministers Responsible for Social Services).

Survey / Large National Sample/ Analysis: This 88 page report includes a vast amount of information about unmet needs of Canadian children age 5-14  who have disabilities. It is based on the StatCan PALS Participation and Activity Limitation Survey (PALS), which was part of the 2001 Canadian census activities. While it contains much more information than can be summarized here, a few major points regarding children 5-14 follow. Major reasons identified by parents for unmet needs for services were: Too expensive (73%), Help not available from family or friend (64%), Service not locally available (43%), Don't know where to look for help (37%), Haven’t asked for help (25%), Child's condition not severe enough to qualify (23%), and Child is on waiting list (15%). Almost half (48%) of children needing special features in their homes were had their needs totally unmet and another 13% had their needs only partially met. (ds)

Feldman, M. A. (1994). Parenting education for parents with intellectual disabilities: a review of outcome studies. Research in Developmental Disabilities, 15(4), 299-332.

Systematic review: This article reviews literature on parents who 

have disabilities, their parenting, and training designed to reduce child maltreatment. It concludes that the available evidence is very encouraging, but that there is not enough scientific evidence to draw strong conclusions (pc/ds)

Feldman, M. A., Case, L., Garrick, M., MacIntyre-Grande, W., Carnwell, J., & Sparks, B. (1992). Teaching child-care skills to mothers with developmental disabilities. Journal of Applied Behavior Analysis, 25(1), 205-215.

Single-case research design: This study describes and evaluates the effects of  a training program for mothers with disabilities. Mothers with disabilities who were found to be providing inadequate care were trained in specific parenting skills designed to reduce maltreatment. The necessary skills were acquired, and later testing of participants showed comparable results to non-disabled mothers. A 31-week follow-up did not show any degradation of gains. The program appeared to be effective in generating positive health changes in the child and could be used to reduce option of removing child from home.  (cas)

Feldman, M. A., & Werner, S. E. (2002). Collateral effects of behavioral parent training on families of children with developmental disabilities and behavior disorders. Behavioral Interventions, 17(2), 75-83.

Group comparison/ Limited controls: The researchers compared 18 parents of children with developmental disabilities who had completed Behavioral Parent Training with 18 who were waiting to receive training. Parents receiving training reported   (1) fewer child behavior problems, (2) less disruption to child and family quality of life, and (3)lower stress up to 5 years after completing training. (pc)

Fields, A. I., Coble, D. H., Pollack, M. M., & Kaufman, J. (1991). Outcome of home care for technology-dependent children: success of an independent, community-based case management model. Pediatric Pulmonology, 11(4), 310-317.

Program evaluation: This study evaluated community-based home care and case management for technology-dependent respiratory-disabled children as an alternative to the hospital-based medical model.  Health outcomes were related to the condition of the patient: children with neuromuscular diseases fared best on home care nursing and children with neurological dysfunction did poorly. However, overall health outcomes were not apparently worse than in hospital-based treatment and parent satisfaction with home-based treatment was very high. (cas)

Firth, H., Grimes, A., Poppleton, H., Hall, R., & Richold, P. (2000). Assessment of parents' concerns and evaluation of outcomes. Journal of Public Health Medicine, 22(4), 473-478.

Validation study: This study used an adapted Schedule for Evaluation of Quality of Life questionnaire to assess parents' concerns before and after their child was admitted for psychiatric care. The results indicated that the instrument may be a good research model for clinical evaluation, as the test was sensitive to hospital intervention including those effects still evident at later follow-up, but did not show effects of repeated administration.  (cas)

Fischler, R. S., & Fleshman, C. (1985). Comprehensive health services for developmentally disabled Navajo children. Journal of Developmental & Behavioral Pediatrics, 6(1), 9-14.

Case Review/ Retrospective: The researchers reviewed case files and interviewed families of 60 Navajo children with developmental disabilities. Treatment was found to be fairly good for medical issues but less good for developmental issues (e.g., hearing/speech/cognitive/behavioral functioning).(pc)

Fisman, S., Wolf, L., Ellison, D., & Freeman, T. (2000). A longitudinal study of siblings of children with chronic disabilities. Canadian Journal of Psychiatry - Revue Canadienne de Psychiatrie, 45(4), 369-375.

Longitudinal comparison: The researchers examined 137 siblings of children with autism-spectrum disorders, Down syndrome, typically developing children. More adjustment problems were found in siblings of children with autism-spectrum disorders compared to the other two groups. Parental distress appeared to predict children's adjustment problems. (ds)

Fisman, S. N., Wolf, L. C., & Noh, S. (1989). Marital intimacy in parents of exceptional children. Canadian Journal of Psychiatry - Revue Canadienne de Psychiatrie, 34(6), 519-525.

Group comparison/ Matched controls: This study compared the parents of 21 children with autism, 31 children with Down syndrome, and 62 matched controls without disabilities. Parents of children with autism reported the highest levels of stress and depression and less marital intimacy than the control group parents. Parents of children with Down syndrome were between the other two groups on all measures. (ds)

Fleming, J., Challela, M., Eland, J., Hornick, R., Johnson, P., Martinson, I., et al. (1994). Impact on the family of children who are technology dependent and cared for in the home. Pediatric Nursing, 20(4), 379-388.

Group comparison: This study conducted phone-based interviews with parents of technology-dependent children ages 3 months to 19 years who were being cared for at home. Analysis found differences in financial burden, social impact and personal strains among four different types of technology-dependent children. This suggests that nurses may need to consider specific needs when providing care and assistance to these families. (cas)

Florian, V., & Findler, L. (2001). Mental health and marital adaptation among mothers of children with cerebral palsy. American Journal of Orthopsychiatry, 71(3), 358-367.

Group comparison/ Limited controls:   This study compared 80 mothers of children with cerebral palsy to 80 mothers of children without disabilities. Among mothers of children with cerebral palsy, self-esteem, self-mastery, and family network size were critical  variables contributing psychological and marital adaptation. (ds)

Florida State Dept. of Health and Rehabilitative Services Tallahassee.[BBB06147] Florida Developmental Disabilities Planning Council Tallahassee.[BBB25147]. (1985). First Steps: A Guide for Parents of Children with Developmental Disabilities. 47.

Expert opinion: This is a guide for the state of Florida for parents of children with developmental disabilities. The guide functions to reassure parents; define the needs, rights, and roles of family members (including the child); act as an index of resources; and consider a variety of issues such as acceptance, advocacy, professional assistance, decision-making, diagnosis, etc. (cas)

Floyd, F. J., Harter, K. S. M., & Costigan, C. L. (2004). Family problem-solving with children who have mental retardation. American Journal on Mental Retardation, 109(6), 507-524.

Group Comparison / Controlled: The researchers compared 67 families of children with intellectual disabilities, 45 families of children with chronic illness, and 50 families of children with no known disabilities on a number of measures including parts of the Family Activities and Relationship Questionnaire and behavioral measures of family problem solving and parent-child exchanges. Parents were more directive in their interactions with children with intellectual disabilities. This directiveness was not evidenced with the parents’ interactions with siblings. Behaviour problems were a strong indicator of negative interactions.

Fortune, B., Olszewski, J., & Shaheen, P. (1992). Advisory committees for agencies that provide services for children with special health-care needs. Issues in Comprehensive Pediatric Nursing, 15(2), 141-151.

Program description: This article describes The Children's Special Health Care Services Advisory Committee, which is a group concerned with care for special-needs children in Michigan. The group emphasizes consumer participation to balance provider interests and has taken an active role in reviewing and recommending programs. The agreement reached between the Committee and providers, as well as a foundation of co-ownership, has ensured the stability of the program. (cas)

Fossen, A. (1983). Supportive Work with Parents of Disabled Children: A Questionnaire Study from Frambu Health Centre, Norway. School Psychology International, 4(4), 223-227.

Survey: This Norwegian study discusses the process of acceptance and coping that families undergo after the birth of a disabled child. Supports for families are recommended. (cas)

Fox, L., Dunlap, G., & Philbrick, L. A. (1997). Providing Individual Supports to Young Children with Autism and Their Families. Journal of Early Intervention, 21(1), 1-14.

Program description: This article describes comprehensive support program for children with autism and other severe developmental disabilities, ages 24 - 48 months.  The program is based on developing communication skills, supported participation in inclusive environments, and family support. (cas)

Frank, A. O. (1989). The family and disability--some reflections on culture: discussion paper. Journal of the Royal Society of Medicine, 82(11), 666-668.

Expert opinion: This article discusses Asian family adjustment to child and parent disabilities, and describes the impact of having a child with impairments from a Asian sociological perspective, (e.g. the issue of not having a child to care for you when you are older). The article discusses such concerns as conflict between familial and professional views about independence of people with disabilities; the reduced need for statutory support in an extended family; and the unavailability of the younger generation to care for their elderly parents. (cas)

Freedman, R. I., & Boyer, N. C. (2000). The power to choose: supports for families caring for individuals with developmental disabilities. Health and Social Work, 25(1), 59-68.

Qualitative study/ Focus groups: This study obtained the perspective of 3 parent focus groups on services for the developmentally disabled in Massachusetts. Findings are discussed in terms of the effects of family supports on family life, the flexibility of supports, barriers, unmet needs, and recommendations for change. The importance of a family-centered program is emphasized.  (cas)

Frey, K. S., Greenberg, M. T., & Feel, R. R. (1989). Stress and coping among parents of handicapped children: a multidimensional approach. American Journal on Mental Retardation, 94(3), 240-249.

Regression analysis: This article examined coping styles, beliefs, child characteristics and family social network as factors involved in parent outcome for parents of young children with disabilities. Many complex interactions were found between these variables, indicating the importance of a multiple-factor examination of how families may be more or less affected by a child's disability.  (cas)

Friedrich, W. N., Greenberg, M. T., & Crnic, K. (1983). A short-form of the Questionnaire on Resources and Stress. American Journal of Mental Deficiency, 88(1), 41-48.

Validation study: This study used a modified version of the Questionnaire on Resources and Stress to measure stress in families of developmentally disabled children. The modified version was produced by reducing the questionnaire to 52 items  with high predictive validity. Factor analysis found four factors in family stress: parent and family problems, pessimism, child characteristics, and physical incapacitation. (cas)

G

Gallimore, R., Coots, J., Weisner, T., Garnier, H., & Guthrie, D. (1996). Family responses to children with early developmental delays. II: Accommodation intensity and activity in early and middle childhood. American Journal on Mental Retardation, 101(3), 215-232.

Survey: This study interviewed families about ways of maintaining daily routines for a child with disabilities. Intensity of accommodation decreased over time (after age 7), but types of accommodation increased (from age 3 onward) and were associated with child attributes that impacted routine. Accommodations are an ongoing form of adaptation in families of children with disabilities. (cas)

Gallimore, R., Weisner, T. S., Kaufman, S. Z., & Bernheimer, L. P. (1989). The social construction of ecocultural niches: family accommodation of developmentally delayed children. American Journal on Mental Retardation, 94(3), 216-230.

Expert opinion: This article discusses family ecology in terms of a social constructivist perspective. The researchers perceive parents as actively creating routines to adapt to their current values, goals, resources and constraints. The positivity or negativity of these determining features is based on family-constructed themes. The perspective demands that we look at sustainability as a factor in family outcome, and that we consider and compare families on the basis of their constructs rather than externally-imposed constructs such as child's age or developmental level. (cas)

Gamstorp, I. (1980). The chronically Ill, handicapped, dying child and his family: need for total care and support. Brain and Development, 2(2), 127-132.

Expert opinion: This article stresses that total medical care is not enough to meet the needs of  families with chronically ill, disabled and dying children. Coping with the crisis is also important, and depends on the delivery of diagnosis and prognosis as well as appropriate assistance according to the time-schedule of the disorder. (cas)

Gannotti, M. E., Kaplan, L. C., Handwerker, W. P., & Groce, N. E. (2004). Cultural influences on health care use: differences in perceived unmet needs and expectations of providers by Latino and Euro-American parents of children with special health care needs. Journal of Developmental and Behavioral Pediatrics, 25(3), 156-165.

Group comparison/ Limited controls: This study compared Latino and Euro-American families of children with disabilities on service usage based on a survey of service providers. Latino families underused services in comparison with their Euro-American counterparts, Expectations of the providers were different from the two groups of parents. (ds)

Gath, A., & Gumley, D. (1984). Down's syndrome and the family: follow-up of children first seen in infancy. Developmental Medicine & Child Neurology, 26(4), 500-508.

Longitudinal follow-up study: This study followed up survivors of an earlier prospective study of infants with Down syndrome nine years after the initial study, More parents of the children had minor emotional difficulties than in the control families. (ds)

Gavidia-Payne, S., & Stoneman, Z. (1997). Family predictors of maternal and paternal involvement in programs for young children with disabilities. Child Development, 68(4), 701-717.

Factor analysis: This article used structured modeling equations to identify whether variables such as family functioning, marital adjustment, social supports, stress, coping, and parental involvement predict involvement of mother and father in children's intervention programs. Coping was found to be significant predictor between family functioning and parental involvement.  (cas)

Geenen, S. J., Powers, L. E., & Sells, W. (2003). Understanding the role of health care providers during the transition of adolescents with disabilities and special health care needs. Journal of Adolescent Health, 32(3), 225-233.

Survey: The researchers surveyed 753 parents of adolescents with a wide range  of disabilities and surveyed 141 health care providers (mostly pediatricians). They identified 13 activities that health-care providers can participate in to assist adolescents with transitions. (pc)

Geeraert, L., Van den Noortgate, W., Grietens, H., & Onghena, P. (2004). The effects of early prevention programs for families with young children at risk for physical child abuse and neglect: a meta-analysis. Child Maltreatment, 9(3), 277-291.

Meta-Analysis: This meta-analysis evaluated the results of 40 studies of early prevention programs for families considered to be at risk for child maltreatment. The primary goals of the programs were to reduce physical abuse and neglect. The programs were significantly effective in reducing abuse and neglect and also demonstrated a significant positive effect on measures of maltreatment risk. (ds)

Gersten, J. C., Beals, J., & Kallgren, C. A. (1991). Epidemiology and preventive interventions: parental death in childhood as a case example. American Journal of Community Psychology, 19(4), 481-500.

Sampling bias evaluation: This study confronted sampling bias in a population of children (ages 8-15) who had lost a parent and are therefore considered to be at risk for mental health problems. However, when underrepresentation of some groups was accounted for, no major difference of effects was apparent. Death of a parent appears to put children at risk for major depressive disorder, but not conduct disorder. A major issue of sampling bias was found only for families that were referred for intervention by others or who sought the intervention, not for families that were identified by epidemiologic methods. (cas)

Ghaziuddin, M., & Greden, J. (1998). Depression in children with autism/pervasive developmental disorders: A case-control family history study. Journal of Autism & Developmental Disorders, 28(2), 111-115.

Clinical assessment/ Small group: This study considered the family histories of 13 children with autism, to see if present or previous depression in the child could be related to family history. Family history was found to be predictive of depression. This supports the concept that depression is a distinct condition in some children with autism. (cas)

Glidden, L. M., & Floyd, F. J. (1997). Disaggregating parental depression and family stress in assessing families of children with developmental disabilities: a multisample analysis. American Journal on Mental Retardation, 102(3), 250-266.

Validation study/ Survey: This study used data from a 5-item questionnaire of Parent and Family Problems to determine if these issues were a component of depression related to family stress. This suggests that questionnaires may need to address depressive reactions separately. The method of examination may also be of interest, as it can be applied in other research. (cas)

Goldberg, S., Marcovitch, S., MacGregor, D., & Lojkasek, M. (1986). Family responses to developmentally delayed preschoolers: Etiology and the father's role. American Journal on Mental Deficiency, 90(6), 610-617.

Survey: The researchers surveyed parents of 59 preschoolers with developmental delays. The children were grouped for into 18 with Down syndrome, 19 with neurological problems, and 22 with other conditions. Showed mother and father differences as well as differences across different types of developmental disabilities in preschoolers. Parents of children with Down syndrome reported less stress and more support than either comparison group. Fathers reported less distress, higher self-esteem, more internal locus of control, and less support than mothers did.(pc/ds)

Gottdank, A. S. (2001). A formative, qualitative evaluation of an intervention to increase paternal involvement in child-care in families of children with developmental disabilities. Dissertation Abstracts International, 61(8-A), 3118, US: University Microfilms International.

Qualitative study: This study evaluated the effectiveness of an intervention focused on increasing father's involvement in child care of a child with a disability in order to enhance overall family dynamics. Participating families conformed to traditional roles: fathers worked full-time while mothers were at home. Survey instruments, interviews, field notes, written exercises and homework were all used as measures.  Results were promising: both men and women reported a desire for more emotional support; five out of six families appeared to be able to work through communication difficulties and conflict; and all men attempted new tasks at home, although their employment remained a barrier to their involvement. the intervention was helpful in focusing the parents on issues in their homes. (cas)

Gould, E. (2004). Decomposing the effects of children's health on mother's labor supply: is it time or money? Health Economics, 13(6), 525-541.

Cost analysis: This article explores factors related to financial impact of having a child with a disability. The author concludes that direct costs are difficult to separate from economic impact on family income, primarily due to the impact on maternal employability. (ds)

Gray, D. E. (1997). High Functioning Autistic Children and the Construction of "Normal Family Life". Social Science & Medicine, 44(8), 1097-1106.

Qualitative study: This qualitative study explores the concept of "normal family life" among parents of children with high functioning autism or Asperger syndrome. The authors interviewed members of 33 families of children with high functioning autism or Asperger syndrome who were served by one treatment and support program. Interviewees constructed their notions of normality of their families primarily by whether or not their families could participate in social outings and activities with other community members. For example, eating at a restaurant was viewed as in indication of normality. The potential for disruption of these activities was viewed as a stressor. Other factors considered in the way that family members constructed normality were good emotional relationships among family members,  family rituals, intrusiveness of their child's symptoms, work activities, and relations with schools. (ds)

Greco, V., & Sloper, P. (2004). Care co-ordination and key worker schemes for disabled children: results of a UK-wide survey. Child Care Health and Development, 30(1), 13-20.

Survey: This British Survey of Children with Disabilities Teams investigated care-coordination (present in 22% of teams) and key worker services (present in 19% of teams). In most teams, these services developed with parental involvement and some interagency support. The article discusses some different key working models that were evident and some of the effects of multiagency funding. Further research in the area is recommended. (cas)

Green, S. E. (2003). "What do you mean 'what's wrong with her?'": stigma and the lives of families of children with disabilities. Social Science and Medicine, 57(8), 1361-1374.

Qualitative study: : This study applies labeling theory to the realm of disabilities. The study surveyed and interviewed mothers of children with disabilities in Florida to determine whether perceived stigma had an impact on socioemotional outcomes for themselves and their children. Perceptions of high levels of stigma were associated with greater maternal distress and less frequent interaction between the child and age peers. Interviews and the author's personal experience as a mother of a child with cp are included. (cas)

Green, S. E. (2004). The impact of stigma on maternal attitudes toward placement of children with disabilities in residential care facilities. Social Science and Medicine, 59(4), 799-812.

Regression analysis: This study explored perceived stigma as a factor in decisions for residential placement of children with disabilities. The sample included 81 mothers of children with disabilities. Older mothers, single mothers, and mothers of more severely disabled children were more likely to consider residential placement. Mother's expectations that their children would be stigmatized in the community contributed to increased willingness to consider residential placement. (ds)

Greenberg, J. S., Seltzer, M. M., & Greenley, J. R. (1993). Aging parents of adults with disabilities: the gratifications and frustrations of later-life caregiving. Gerontologist, 33(4), 542-550.

Group comparison: This study compared 105 mothers of adult children with mental illness to 208 mothers of adult children with intellectual disabilities. Mothers of offspring with mental illness reported more frustration and less gratification. (ds)

Gupta, A., & Singhal, N. (2004). Positive perceptions in parents of children with disabilities. Asia Pacific Disability Rehabilitation Journal, 15(1), 22-34.

Review: This literature review summarizes research on positive perceptions of parents of children with disabilities. They find a growing interest in positive aspects of parenting children with disabilities, but also identify constraints resulting from a lack of allowances for these positive aspects in our models. They conclude that existing research is more than adequate to show that positive perceptions have a critical role in family adjustment and must be given equal consideration with stress and other negative elements. Among a number of recommendations, they suggest that instruments used to assess parents and families be expanded to address the positive as well as negative aspects. (ds).

Guralnick, M. J. (1997). Peer social networks of young boys with developmental delays. American Journal on Mental Retardation, 101(6), 595-612.

Group comparison: This study investigated parents involvement in their child's peer relationships for parents of young boys with developmental delays as compared to parents of non-disabled children or parents of children with communication disorders. Community-based social networks were also examined. Both groups of children with disabilities had fewer contacts with peers and fewer peer linkages outside of school, indicating more limited social networks. However, all groups were similar in terms of duration and quality of individual relationships and participation in organized group activities with peers. Parental involvement corresponded to child's developmental level. (cas)

Guralnick, M. J., Neville, B., Connor, R. T., & Hammond, M. A. (2003). Family factors associated with the peer social competence of young children with mild delays. American Journal on Mental Retardation, 108(4), 272-287.

Path analysis: This study considered the possible influence of various family variables (including  parenting style, parent attitudes, parent stress, social support, and child risk) on the social competency of young children with mild developmental delays. All variables except parents’ attitude were found to be significant predictors of peer-related social competence. (cas)

H
Harris, S. L., & Handleman, J. S. (2000). Age and IQ at intake as predictors of placement for young children with autism: a four- to six-year follow-up. Journal of  Autism and Developmental Disorders, 30(2), 137-142.

Group comparison/ Follow-up study/ Limited controls: This study compared children with autism who had received early intensive behavioral intervention (EIBI) who attained placement in regular classes versus those who were did not. on factors that might predict placement. Students who attained regular classroom placement had higher IQs when they began EIBI and started EIBI programs earlier than those who were eventually placed in  segregated classrooms. The group who attained regular-class placement had a mean IQ of 78 on EIBI intake, while those who were placed in special classrooms had a mean IQ of 46 on EIBI intake. The group who attained regular class placement began EIBI about a year earlier than those who did not. Both groups made measurable gains during EIBI treatment.  The data is interpreted as suggesting that EIBI be started early to attain best outcomes. While this study provides some general support for that notion, the evidence is weak for two reasons. First, classroom placement is not a direct measure of child achievement or behavior and depends heavily on school policy and advocacy for the child. Second, since the students who attained regular class placement already had an average IQ advantage of 30 points before starting EIBI, pre-existing differences in the participant groups would provide the simplest explanation for outcome difefrences. (ds)

Hartley, S., Ojwang, P., Baguwemu, A., Ddamulira, M., & Chavuta, A. (2005). How do carers of disabled children cope? The Ugandan perspective. Child Care Health and Development, 31(2), 167-180.

Qualitative study: This phenomenological study was based on interviews and other information from 52 Ugandan families with children with disabilities living with them in their communities.  Extended families often break down and caregiving typically falls on one or sometimes two female caregivers. Fathers and other male family members make decisions but participate little in caregiving activities. Families often spend a great deal of resources searching for cures. (ds)

Hartrey, L., & Wells, J. S. (2003). The meaning of respite care to mothers of children with learning disabilities: two Irish case studies. Journal of Psychiatric and Mental Health Nursing, 10(3), 335-342.

Qualitative study: This study uses phenomenology to explore two mothers' thoughts about the use of respite care. Mothers experienced guilt about the use of respite care based on the belief that using respite care met their needs but not their children's needs. Because mothers experienced guilt about the use of respite care, the use of respite actually created a new source of stress while attempting to alleviate the stress of caregiving demands.  The results suggest a need to assist families in constructing beliefs about the use of respite as mutually beneficial. (ds)

Hasnat, M. J., & Graves, P. (2000). Disclosure of developmental disability: a study of paediatricians' practices. Journal of Paediatrics and Child Health, 36(1), 27-31.

Survey/ Small nonrandom sample: This study surveyed and interviewed each of 26 pediatricians about their disclosure practices and their attitude about and experience with children with disabilities to determine whether experience was a factor in disclosure practices. No significant relationship was found. Experience with children with disabilities did not improve pediatricians' likelihood of conforming to recommended disclosure practices, and most pediatricians scored fairly low on this measure. More experience did, however, improve the likelihood that they would inform both parents together in the presence of a support person and that they would disclose as soon as possible. Disclosure was most dependent on characteristics of the parents and availability of time. The study makes a point of noting that poor scores on recommended practices do not necessarily mean that current practices are poor, since recommended practices are not necessarily absolutely valid. (cas)

Hasnat, M. J., & Graves, P. (2000). Disclosure of developmental disability: a study of parent satisfaction and the determinants of satisfaction. Journal of Paediatrics and Child Health, 36(1), 32-35.

Survey/ Interview: This study interviewed parents of children with developmental disabilities concerning the original disclosure of their child's diagnosis. Parent satisfaction and factors contributing to parent satisfaction were considered. Most parents were found to be satisfied (82.6%), but satisfaction was associated with provision of a great deal of information. The professional's characteristics were also found to be important. Parents were more satisfied when professionals communicated well, understood parental concerns, and were direct. The presence or absence of family members and professionals at time of diagnosis was not important. (cas)

Hassall, R., Rose, J., & McDonald, J. (2005). Parenting stress in mothers of children with an intellectual disability: the effects of parental cognitions in relation to child characteristics and family support. Journal of Intellectual Disability Research, 49(Pt 6), 405-418.

Correlational study: This study assessed 46 mothers of children with intellectual disabilities using a variety of instruments. The results revealed a strong relationship between family support and perceived stress, but most of the variance in stress was accounted for by mother's perception of locus of control and other aspects of maternal appraisal, This study provides additional evidence of the importance of appraisal and empowerment of families. (ds)

Hastings, R. P., & Beck, A. (2004). Practitioner review: stress intervention for parents of children with intellectual disabilities. Journal of Child Psychology and Psychiatry, 45(8), 1338-1349.

Systematic review/ Expert Opinion: The author reviews programs designed to control and reduce stress in parents of children with disabilities.  Standard family support service models appear to reduce stress, but evidence is not strong. The best evidence for stress reduction comes from cognitive-behavioral interventions. Parent-led support groups appear to be a promising practice. More research is needed to establish firm scientific support for stress reduction programs. (ds)

Hastings, R. P., Beck, A., & Hill, C. (2005). Positive contributions made by children with an intellectual disability in the family: Mothers’ and fathers’ perceptions. Journal of Intellectual Disability, 9(2), 155-165.

Validation study/ Group comparison: This study was undertaken to help validate the Positive Contributions Scale (PCS), a psychometric test for measuring parents perceptions of positive contributions of having a child with a disability. In this study, the test was administered to 140 mothers and 60 fathers. Generally, the test proved reliable and had acceptable internal consistency. Both mothers and fathers indicated positive contributions, but mothers were generally more positive than fathers. The authors suggest that using the scale might be useful because it gives professionals an opportunity to balance negative questions from other scales with more positive questions.

Hastings, R. P., & Johnson, E. (2001). Stress in UK families conducting intensive home-based behavioral intervention for their young child with autism. Journal of Autism and Developmental Disorders, 31(3), 327-336.

Survey: Parents of 141 children with autism who participated in intensive home-based behavioral intervention programs were survey regarding stress. The results suggest that appraisal plays a large role in moderating stress. (ds)

Hastings, R. P., & Symes, M. D. (2002). Early intensive behavioral intervention for children with autism: parental therapeutic self-efficacy. Research in Developmental Disabilities, 23(5), 332-341.

Regression analysis: The authors surveyed  85 mothers of children with autism. Mothers’ perceptions of the efficacy as therapists were related to support received from the program, the severity of their child's autism, and perceived maternal stress. They were not related to program variables, such as the number of hours of  programming per week.

Hauser-Cram, P., Warfield, M. E., Shonkoff, J. P., Krauss, M. W., Sayer, A., & Upshur, C. C. (2001). Children with disabilities: a longitudinal study of child development and parent well-being. Monographs of the Society for Research in Child Development, 66(3), i-viii, 1-114; discussion 115-126.

Longitudinal study: This large longitudinal study investigated the development of cognitive and adaptive behaviour in children with various developmental disabilities (from infancy through childhood) as well as the adaptation of their parents, in order to develop models that might guide social policy and practice. Participants were selected through their enrollment in early interventions in Massachusetts or New Hampshire. Assessments were based on extrapolation in time of indicators such as child assessments, maternal interview, and questionnaires completed independently by both parents. Child's type of disability, child self-regulatory processes, and family dynamics, which depends on a complex model of interactions, were found to be predictors of child development. (cas)

Haveman, M., Van Berkum, G., Reijnders, R., & Heller, T. (1997). Differences in Service Needs, Time Demands, and Caregiving Burden among Parents of Persons with Mental Retardation across the Life Cycle. Family Relations, 46(4), 417-425.

Survey/Large: The researchers conducted a large, population based survey of 2573 families of children with intellectual disabilities living at home. Family reactions to were highly variable. Most families developed strong attachment to their family members with disabilities, but there was great variation in the sequence and timing of parental interactions, which raised doubts about sequential-stage theories of adjustment. time demands on parents depended on the child's adaptive skill level, behavioural problems, and physical health problems. (ds)

Havermans, T., & Eiser, C. (1991). Mothers' perceptions of parenting a child with spina bifida. Child Care Health and Development, 17(4), 259-273.

Survey: This study surveyed 19 mothers of children with spina bifida about support services available, their child's school and social experiences, and the mother's own sense of maternal competency, social support and family struggles. Relationships found included that mothers of children with more severe disabilities reported increased difficulties and mothers' confidence was predicted by social support. The mothers regularly employed medical services for their child, but didn't often use specialized services. (cas)

Hayes, V. E., & Knox, J. E. (1984). The experience of stress in parents of children hospitalized with long-term disabilities. Journal of Advanced Nursing, 9(4), 333-341.

Qualitative study: This qualitative study interviewed parents of children with long-term disabilities regarding their perceptions of stress when their children are hospitalized. Parents' stress was found to be related to changes in their parenting role that accompany hospitalization. Some parents' accounts are included for illustrative purposes. Specifically, parents expressed a need to understand their child's experience; adapt to the hospital environment; adjust to changes in family relationships; and negotiate with professionals about the child's care.  The article further asserts that some of this stress could be reduced if professionals had a better understanding of parents' experiences. (cas)

Helff, C. M., & Glidden, L. M. (1998). More positive or less negative? Trends in research on adjustment of families rearing children with developmental disabilities. Mental Retardation, 36(6), 457-464.

Review: The authors of this classic article reviewed studies on adjustment of families over the previous 20 years. They found that most studies described family adjustment in negative tones. They note a trend toward less negative views of families, but suggest that while views are becoming less negative, there is little indication of more positive views. (pc)

Heller, T., Hsieh, K., & Rowitz, L. (1997). Maternal and Paternal Caregiving of Persons with Mental Retardation across the Lifespan. Family Relations, 46(4), 407-415.

Group comparison: The authors studied 113 two-parent families with a child (4 months old to 49 years old)with moderate to profound intellectual disabilities. Half of these children lived at home and half lived outside the family home. Mothers spent much more time in caregiving than fathers. This difference was true regardless of the age of the child and whether the child lived with the parents or not. (ds)

Heller, T., & Miller, A. B. (1999). Impact of consumer-directed family support program on adults with developmental disabilities and their family caregivers. Family Relations, 48(4), 419-427.

Survey/ Group Comparison: The researchers compared 78 caregiver respondents involved with the Home Based Support Services Program (HBSSP) with 146 caregivers not involved with the program. Caregivers receiving the family supports reported significantly fewer unmet needs and used significantly more services. They also reported greater satisfaction with the services that they received. Services frequently purchased with program funds included respite care service, transportation, social/recreational activities, and educational/vocational training. The services frequently purchased by families in the program were among the services that the control group commonly identified as unmet needs. Although this study was done with caregivers of adults, the implications for child-family-support programs are clear. (ds)

Helm, D. T., & Kozloff, M. A. (1986). Research on parent training: shortcomings and remedies. Journal of Autism and Developmental Disorders, 16(1), 1-22.

Expert opinion: This article is a critique of family training programs in terms of overall effectiveness, durability and generalization, and preferable features and content of the training. Recommendations are based on a human behaviour model that focuses on the child's behavioral repertoire and the influence of family dynamics. The article also emphasizes the use of control and experimental groups, careful documentation, and longitudinal designs that deal with a greater time period. (cas)

Henrickson, C. (2004). Families. Research matters, Special issue, 23-28.

Review: While the focus of this review is on family support programs in child welfare services, there is much relevant to supports for families of children with disabilities.  The author summarizes major research consensus. Early intervention is desirable, but later intervention can still be effective. More needs to be learned about the nature of the most effective intervention, but broad based, family-focused research generally appears to be the most effective. Programs should avoid stigmatizing family participants of creating program dependency. Programs must address social, ethnic, religious, economic, and skill-level diversity. This article has a particular focus on parents with disabilities and their support needs. (ds)

Herman, S. E. (1994). Cash subsidy program: family satisfaction and need. Mental Retardation, 32(6), 416-421.

Survey/ Program evaluation: Families of children with severe developmental disabilities who received a cash subsidy were surveyed on their satisfaction and needs. Parents liked the program but noted a need for greater availability of respite care and some other services. (ds)

Herman, S. E., & Marcenko, M. O. (1997). Perceptions of services and resources as mediators of depression among parents of children with developmental disabilities. Mental Retardation, 35(6), 458-467.

Path analysis: The researchers used path analysis to determine variables that best relate to depression in families of children with developmental disabilities. They found that perception of time demands,  resources, adequacy of money, and baby-sitting resources were most highly related. (pc)

Herman, S. E., Marcenko, M. O., & Hazel, K. L. (1996). Parents' perspectives on quality in family support programs. Journal of Mental Health Administration, 23(2), 156-169.

Qualitative: Nominal Group Technique: The researchers used structured group process to elicit ideas from parent participants. They found empowerment to be key factor in satisfaction.  (pc/ds)

Herman, S. E., & Thompson, L. (1995). Families' perceptions of their resources for caring for children with developmental disabilities. Mental Retardation, 33(2), 73-83.

Survey: The researchers surveyed parents with of children with developmental disabilities on cash subsidy program, The families found the subsidy useful but still found their time and resources to be inadequate. The researchers interpreted the findings to suggest that support must be flexible. (ds)

Hirst, M. (1991). Dissolution and reconstitution of families with a disabled young person. Developmental Medicine & Child Neurology, 33(12), 1073-1079.

Survey/ Group comparison: The authors compared families of children with and without disabilities using a large, nationally representative sample. Families of children with disabilities were just as likely as families of other children to be intact with both natural parents present. There was no support for the hypothesis  that families with of children with disabilities have increased risk of family dissolution or reconstitution. This held true regardless of the degree of disability (pc)

Hixson, D. D., Stoff, E., & White, P. H. (1992). Parents of children with chronic health impairments: a new approach to advocacy training. Child Health Care, 21(2), 111-115.

Expert opinion: This article focuses on the parent's role as an advocate to ensure proper care for their child with disabilities. It describes an advocacy training program specially developed for parents of children with chronic health conditions that focuses on skills for communicating with education and medical systems. (cas)

Ho, K. M., & Keiley, M. K. (2003). Dealing with Denial: A Systems Approach for Family Professionals Working with Parents of Individuals with Multiple Disabilities. The Family Journal, 11(3), 239-247.

Expert opinion: This article discusses how the some parents' denial of their child's disability may inhibit appropriate assessment and intervention.  The article notes how some families of a child with mental retardation may deny the existence of MR, continuing to search for other explanations and attempting to use technology-based routes to uncover their child's presumed intelligence. The article uses a collaborative-resource approach to suggest that professionals are necessarily part of the process of acceptance for these parents, especially since some professionals’ current treatment of these families as deficient may be presently inhibiting parents' acceptance. (cas)

Hodapp, R. M., Dykens, E. M., Evans, D. W., & Merighi, J. R. (1992). Maternal emotional reactions to young children with different types of handicaps. Journal of Developmental and Behavioral Pediatrics, 13(2), 118-123.

Correlational study: This cross-sectional study asked mothers of children with Down syndrome or a motor impairment to quantify their concerns about some developmental milestones. Mothers were also interviewed. Their emotional reactions were then analyzed in relationship to the timing and area (motor, cognitive, communication, etc.) of development. Analysis revealed that earlier milestones were of more concern than later ones. Level of concern did not differ in relation to the child's type of disability, but motor development was more of an issue for mothers of motor-impaired children and communication skills were more concerning for mothers of children with Down syndrome. Results are contextualized in terms of a model of  'maternal mourning' imposed by the author. (cas)

Hodapp, R. M., Fidler, D. J., & Smith, A. C. (1998). Stress and coping in families of children with Smith-Magenis syndrome. Journal of Intellectual Disability Research, 42 ( Pt 5), 331-340.

Survey: This study found that interviews and surveys of families of children with Smith-Magenis syndrome revealed a higher level of stress than is reported by families of children with most other developmental disabilities. The increased stress level was found to be related to high levels of maladaptive behaviour and was found to be moderated by social supports such as family friends. (cas)

Hodapp, R. M., & Krasner, D. V. (1994-1995). Families of children with disabilities: Findings from a national sample of eighth-grade students. Exceptionality, 5(2), 71-85.

Group comparison: Limited controls: This study compares the families of 89 children with visual impairments, 105 children with hearing impairments, 29 children with deafness, and 60 children with orthopedic impairments to the families of 22,368 children without any of the specified disabilities for divorce and separation rates, economic status, and special expenses. The children were all in eighth graders and the data source was the  U.S. National Education Longitudinal Study. Overall, the researchers conclude that families of children with disabilities had higher divorce and separation rates than families of children without disabilities. The overall rate among families of children with disabilities was 20.1% in families of children with disabilities and 15.3% among families of children without disabilities (p ≤ .01). Although the study used a nationally representative sample, there are major concerns regarding controls. First, the actual survey collected data on children with 10 categories of disability, however, the researchers chose only four of the ten categories for their analysis excluding the vast majority of children with disabilities from their analysis. Not only are the reasons for excluding the others unclear but also that the many more children with disabilities are included in the control group, deemed to represent children without disabilities, included far more children with disabilities than the "disabled group." Second, the families of the children with disabilities differed substantially in ethnic and economic-status composition. Third, not all groups of families of children with disabilities differed significantly from the controls. In fact, careful reading of the article shows that the only statistically meaningful finding was that White families of visually impaired children had a higher divorce rate.  There were no statistically significant differences for families of orthopedically impaired children, deaf children, hearing impaired children, or minority status visually impaired children. (ds)

Hodnett, E., & Roberts, I. (2005, 08-18-2001). Home-based social support for socially disadvantaged mothers. Retrieved February 1, 2005Systematic review: This systematic review identified controlled studies of home-based social support for disadvantaged mothers. Eleven studies, involving 2992 families met the inclusion criteria. Significant methodological limitations were identified in the included studies. The children of mothers who received intervention were more likely to get complete, up-to-date immunizations for their children. The authors could not reach firm conclusions about the effects on reduced child injury or reduced child abuse and neglect, although they felt the results suggested a possible effect in reducing child injury. There were no negative effects associated with the intervention. (ds)

Hogan, D. P., & Park, J. M. (2000). Family factors and social support in the developmental outcomes of very low-birth weight children. Clinical Perinatology, 27(2), 433-459.

Case-control longitudinal study: This longitudinal study followed a normative population children born in 1988 for three years, and studied factors related to the presence of disabilities. Disabilities were found to be associated with poverty, maternal risk-taking, and inadequate prenatal care. Government assistance programs did not seem to influence this trend, nor did maternal work or non-maternal childcare. Disabilities were also a function of birthweight. Very low birth weight was associated with risky behaviours and poor prenatal care. Minority status, poverty and single parenthood associated with greater developmental delays in all children, including those with VLBW. In terms of reducing risk of VLBW, impairment and disability, the study found that effective programs targeted mother and child and focused on adequate prenatal care and reduction of maternal risk behaviours.  (cas)

Holditch-Davis, D., Bartlett, T. R., & Belyea, M. (2000). Developmental problems and interactions between mothers and prematurely born children. Journal of Pediatric Nursing, 15(3), 157-167.

Group comparison/ Limited controls: This study used the HOME Inventory, a developmental assessment, a Nursing Child Assessment Teaching Scale, and observations of mothers with their 3-year-olds to determine how a child's developmental status influences interaction with the mother. Mothers of children with normal IQs were found to provide more play materials to their children than mothers of children with lower IQs. Mothers of children with language deficits also talked less and interacted less with their children. Intervention focused on identifying at risk children based on mother-child relationship and on providing appropriate environments for the child is recommended. (cas)

Hopkins, K. M., Grosz, J., Cohen, H., Diamond, G., & Nozyce, M. (1989). The Developmental and Family Services Unit--a model AIDS project serving developmentally disabled children and their families. AIDS Care, 1(3), 281-285.

Program description: This article describes a model multi-disciplinary program for children with AIDS that is intended to provide proper assessment, rehabilitative and psychosocial services; and to improve the quality of life by optimizing developmental functioning. The program involves individualized program planning based on the collaboration of professionals from a variety of fields. This pilot found that the occupational therapy and psychosocial intervention were the most needed services and had potential to improve parents' coping. (cas)

Hornby, G., Murray, R., & Jones, R. (1987). Establishing a Parent to Parent service. Child Care Health and Development, 13(4), 277- 286.

Program description: The authors describe a program in New Zealand that teaches parents of children with developmental disabilities to assist each other.  (pc)

Horton, T. V., & Wallender, J. L. (2001). Hope and social support as resilience factors against psychological distress of mothers who care for children with chronic physical conditions. Journal of Rehabilitation Psychology, 46(4), 382-399.

Regression analysis: The authors surveyed and tested  a convenience sample of 11 mothers of 5 to 8 year olds who had cerebral palsy, spina bifida, or insulin dependent diabetes looking for predictors and signs of distress. Children's disabilities did not predict distress levels. Maternal hope and social support were good predictors of levels of distress. (ds)

Howlin, P. (2003). Can early interventions alter the course of autism? Novartis Foundation Symposium, 251, 250-259; discussion 260-255, 281-297.

Review: The author reviews intervention studies for children with autism and provides analysis of the literature. She concludes that evidence for large gains in intelligence and for large reductions in symptoms, the evidence for substantial change due to intervention is weak. She concludes that there is little evidence from follow-up studies to substantiate large gains as a result of intervention. (ds)

Hudson, A. M., Matthews, J. M., Gavidia-Payne, S. T., Cameron, C. A., Mildon, R. L., Radler, G. A., et al. (2003). Evaluation of an intervention system for parents of children with intellectual disability and challenging behaviour. Journal of Intellectual Disability Research, 47(Pt 4-5), 238-249.

Evaluation research: This study describes and compares 3 ways (group, telephone, self directed) of delivering a specially designed flexible program called Signposts. 8 booklets, videotape and workbook included in program to assist parents who have a child with intellectual disability and challenging behavior. The program was found to be effective and differences in outcomes were minimal for the different delivery methods. (cas)

Hung, J. W., Wu, Y. H., & Yeh, C. H. (2004). Comparing stress levels of parents of children with cancer and parents of children with physical disabilities. Psycho-Oncology, 13(12), 898-903.

Group comparison: This study compared the parents of children with cancer to the parents of children with chronic disabilities for stress levels. Parents of children with cancer experienced much higher stress levels. Taiwanese parents of 92 children with disabilities and 89 children with cancer participated. (ds)

I
Ilett, S. J. (1995). Putting it on tape: audio taped assessment summaries for parents. Archives of Diseases of Children, 73(5), 435-438.

Program description/ Program evaluation: This study offered tape-recorded reports of developmental reports to some families, in addition to written reports. The taped reports were not found to generate any greater recall of the information after six weeks. However, many parents, especially those for whom English is not a first language, favoured the tapes. Other means of communication are still need to help parents grasp the meaning and implications their child's assessment. (cas)

Ireys, H. T., & Perry, J. J. (1999). Development and evaluation of a satisfaction scale for parents of children with special health care needs. Pediatrics, 104(5 Pt 2), 1182-1191.

Validation study: The researchers describe the development of a potentially useful scale to measure parent satisfaction with providers. (pc)

Ireys, H. T., & Silver, E. J. (1996). Perception of the impact of a child's chronic illness: does it predict maternal mental health? Journal of Developmental and Behavioral Pediatrics, 17(2), 77-83.

Longitudinal study: This large-sample longitudinal study examined factors involved in mental health of mothers with children with chronic health conditions. Variables considered included demographic factors, parameters of chronic health conditions, use of services, and perception of illness' impact on family. Demographic factors, characteristics of health condition and service use were related to perception of impact after one year of study. Mothers’ perception of the impact had a direct effect on mother's mental health after accounting for condition parameters. Other variable such as service use and condition parameters may also affect mental health through impacts on family life.  (cas)

J

Jackson, B., Finkler, D., & Robinson, C. (1992). A case management system for infants with chronic illnesses and developmental disabilities. Child Health Care, 21(4), 224-232.

Program description: The researchers provide a description of a family-centered intervention and care program. (ds)

Jackson, B., Finkler, D., & Robinson, C. (1995). A cost analysis of a case management system for infants with chronic illnesses and developmental disabilities. Journal of Pediatric Nursing, 10(5), 304-310.

Cost analysis: The authors provide a cost analysis for a program that coordinates services for children with health-related and developmental disabilities. Costs varied based on the child's age and diagnosis an also based on family characteristics. (pc)

Jacobson, J. W., & Mulick, J. A. (2000). System and cost research issues in treatments for people with autistic disorders. Journal of Autism and Developmental Disorders, 30(6), 585-593.

Cost-benefit analysis: This study applies cost-benefit analysis to Early Intensive Behavioral Intervention (EIBI) programs based on the results of the Lovaas (1987) outcome study . The analysis suggests that the vast costs savings in school years and beyond from children who do not require special services after receiving EIBI more than justify the costs of the program. However, the benefits reported in the 1987 study have not been replicated, so these potential savings may not materialize. (ds)

Jeon, Y., Brodaty, H., Chesterson, J. (2005). Respite care for caregivers and people with severe mental illness: literature review. Journal of Advanced Nursing, 49(3), 297-306.

Systematic review: The authors review 704 articles dealing with issues related to respite care.  Sixty-two per cent of the articles focused on respite care for frail or disabled elders (non-illness specific), and Alzheimer's and other dementias.  Thirty per cent focused on children with a disability (mainly intellectual/ developmen​tal).  Five percent focused on cancer, HIV/AIDS, stroke, neurological disorders such as Parkinson's disease and multiple sclerosis, and other terminal illnesses. Mental illness (excluding dementia) comprised less than 3%.  No evaluation research on respite care for people with SMI and their families was found. The authors conclude that respite care is one of the critical areas of support that family caregivers both express a need for and require.  The provision of adequate educational programmes to increase caregivers' knowledge, behavioural management, coping strategies, and managing stress is also much needed.  There is a need for serious capacity building both in the health and disability support sectors to examine and establish user-friendly respite services, adequate provision and access, and to ensure this will be a sustainable, effectively used and accountable resource for caregivers. (wi)

Jessen, E. C., Colver, A. F., Mackie, P. C., & Jarvis, S. N. (2003). Development and validation of a tool to measure the impact of childhood disabilities on the lives of children and their families. Child Care Health and Development, 29(1), 21-34.

Validation study/ Case control study: This article described the development of the Generic Lifestyle Assessment Questionnaire (LAQ-G) and provides validation data, (ds)

Joe, J. R., & Malach, R. S. (2004). Families with American Indian Roots. In E. W. Lynch & M. J. Hanson (Eds.), Developing Cross -cultural competence: A guide to working with children and their families (pp. 109-139). Baltimore: Paul H. Brookes Publishing Co.
Review: Expert opinion. Summarizes literature on working with Aboriginal American families around children with disabilities.

Joesch, J. M., & Smith, K. R. (1997). Children's health and their mothers' risk of divorce or separation. Social Biology, 44(3-4), 159-169.

Survey/ Large sample: This study analyzed data taken from the 1988 Child Health Supplement to the National Health Interview pertaining to a large number of once-married mothers in order to understand how a child's health condition may influence changes in mother's marital status. Different impacts on divorce rate were found depending on the disabling condition of the child. Conditions such as congenital heart disease, cerebral palsy, blindness, and low birth weight were associated with greater chance of marital disruption than is seen in families with non-disabled children. Timing within the marriage also had an effect for low birth weight children. Conditions such as chronic migraines, learning disabilities, respiratory allergies, deformed digits or limbs, and asthma were associated with a decreased risk of divorce. (cas)

Johnson, B. S. (2000). Mothers' perceptions of parenting children with disabilities. MCN American Journal of  Maternal and Child Nursing, 25(3), 127-132.

Qualitative design/ Grounded theory: This study conducted phone interviews with mothers of young children with disabilities regarding what the mothers believed to be their strengths and weaknesses as a parent, what they thought were their successes and problems as a parent, how they encouraged their child's social skills and learning and how they nurtured and disciplined their child. 'Parental straddling' was found, meaning parents took more than one view: parents lived simultaneously in the past and present, viewed their disabled children as normal, and concurrently dealt with their own and the child's feelings. The findings are discussed in terms of the need for nurses to emotionally support parents with nonjudgmental acceptance, preparation for grief work, reassurance, reinforcement, and assistance in distinguishing between the child's and their own emotions. (cas)

Johnson, C. P., & Kastner, T. A. (2005). Helping families raise children with special health care needs at home. Pediatrics, 115(2), 507-511.

Expert opinion/ Program description: This article decribes the United States' Healthy People 2010 initiative. Healthy People 2010 is a set of national health objectives for the Nation to achieve over the first decade of the new century. Objectives 6 and 7 specifically work toward supporting families and creating permanent family-centered alternatives to congregate care. (ds)

Johnson, E., & Hastings, R. P. (2002). Facilitating factors and barriers to the implementation of intensive home-based behavioural intervention for young children with autism. Child Care Health and Development, 28(2), 123-129.

Survey: Parents of 41 children with autism involved in intensive behavioral intervention in the United Kingdom responded to a survey on facilitative factors and barriers to programmatic success. Supportive therapeutic teams were viewed as the most facilitative factor while difficulty in recruiting and keeping good workers was seen as the greatest barrier. (ds)

Joseph-Di Caprio, J., Garwick, A. W., Kohrman, C., & Blum, R. W. (1999). Culture and the care of children with chronic conditions: their physicians' views. Archives of Pediatric and Adolescent Medicine, 153(10), 1030-1035.

Qualitative study: This study addressed the question of whether and how ethno-cultural differences affect the treatment of school-aged children with chronic health conditions. In-depth interviews were conducted with 52 physicians in metropolis areas. Most physicians said that ethno-cultural difference did not effect the treatment the child received, but they still described ethno-cultural differences that effected treatment and made recommendations for improvement. Namely, physicians recommended improvements in a) training and education for professionals and families; b) communication between all parties involved; c) family supports; and d) accessibility and provision of services for children with different ethnic backgrounds. (cas)

K

Kaiser, C. E. (1991). Early intervention and family support for children with special developmental challenges. In D. Elkind (Ed.), Perspectives on early childhood education: Growing with young children toward the 21st century Early childhood education series (pp. 85-97).
Expert opinion: This book chapter discusses the history, benefits, and current focus of early intervention programs. Family-centered support is emphasized. The influences of federal legislation, social integration movement, categorization systems, attitude shifts, and linguistic markers on early intervention are discussed. The hospital neonatal intensive care unit is also mentioned as a new subspecialty of early intervention. The chapter concludes with attention to future challenges for intervention. (cas)

Kandel, I., & Merrick, J. (2003). The birth of a child with disability. Coping by parents and siblings. Scientific World Journal, 3, 741-750.

Expert opinion/ Review: This article discusses the unique demands of adapting to a new child with disabilities.  Disruption is considered to be greater due to additional factors that may be emotional (such as grief, disappointment, stress, etc.), practical (such as making and keeping appointments for assessment and treatment, dealing with professionals, etc.) or cognitive (such as decision-making for child, etc.). This literature review on family coping discusses these factors and also considers the possibility of a relationship between family relationships and parent attitudes of guilt. The article also recommends early intervention and support to promote good family relationships. (cas)

Karp, N., & Bradley, V. (1991). Family support. Child Today, 20(2), 28-31.

Expert opinion: This article brings attention to the great discrepancy between States in terms of support for families with special needs who wish to keep their children at home. The author considers the necessity of value-based, family-centered, accessible, equitable family support programs nationwide. Verbatim comments from parents are used for support. (cas)

Karp, W. B., Grigsby, R. K., McSwiggan-Hardin, M., Pursley-Crotteau, S., Adams, L. N., Bell, W., et al. (2000). Use of telemedicine for children with special health care needs. Pediatrics, 105(4 Pt 1), 843-847.

Program evaluation: The authors describe the use of telemedicine to provide specialty consultations for children with special health care needs living in rural areas. Parents found the telemedicine service delivery system acceptable. The authors suggest that it is a useful component of an integrated health care system, but should not be the sole method of providing care. (pc)

Katz, S., & Kessel, L. (2002). Grandparents of children with developmental disabilities: perceptions, beliefs, and involvement in their care. Issues in Comprehensive Pediatric Nursing, 25(2), 113-128.

Qualitative study: This study interviewed grandparents of children with severe developmental disabilities and found that grandparents benefited from involvement with their disabled grandchildren. Specifically, involvement strengthened relationships between grandparents. The research found that grandparents' involvement depended on their attitude towards disabilities in general, their life experiences, and their relationship with their adult children. Professionals are encouraged to help grandparents become involved in care. (cas)

Kausar, S., Jevne, R. F., & Sobsey, D. (2003). Hope in families of children with developmental disabilities. Journal on Developmental Disabilities, 10(1), 35-46.

Qualitative study: The authors  conducted in-depth interviews face-to-face of eight parents of children with various disabilities and internet-based interviews of eleven parents of children with various disabilities. interview questions asked parents about the meaning of their parenting experiences, their views on the role of hope, and experiences that added to or diminished their hopes. Parents indicated that their feelings of hope were not tied to specific outcomes and that in some ways having a child with a disability had increased their hope and enriched their lives. Parents viewed some interactions with professionals as supporting their hopes while others threatened their hopes. (ds)

Kavanagh, K. T., Smith, T. R., Golden, G. S., Tate, N. P., & Hinkle, W. G. (1991). Multivariate analysis of family risk factors in predicting appointment attendance in a pediatric otology and communication clinic. Journal of Health Social Policy, 2(3), 85-102.

Survey: This study surveyed parents of pediatric patients regarding risk factors influencing poor attendance to medical appointments. Parent's age, parent's education, patient's age, and (to a lesser degree) car ownership were all found to be substantial predictors of attendance. The findings are discussed in terms of the need for family-focused case management. (cas)

Kazak, A. E. (1986). Families with physically handicapped children: social ecology and family systems. Family Process, 25(2), 265-281.

Review: The author reviews research on families of children with physical disabilities, pointing out methodological weaknesses and lack of consensus. This review promotes family system research and support networks. (pc)

Kazak, A. E. (1987). Families with disabled children: stress and social networks in three samples. Journal of Abnormal Child Psychology, 15(1), 137-146.

Group comparison: This study compared personal stress, marital satisfaction, and social networking in parents of children with chronic illnesses or disabilities to parents of matched children without disabilities.  Mothers of children with disabilities were found to have higher stress and denser social networks. No differences were found with respect to marital satisfaction. Most variability within the group of parents with disabled children had to do with social networks. Family stress did not vary greatly within the group. (cas)

Kennedy, L. D. (1983). Unearned income of Supplemental Security Income recipients, May 1982. Social Security Bulletin, 46(5), 3-6.

Cost analysis: This article estimates the distribution of unearned income sources (such as social security, veterans' pensions, pensions from employment, asset income, and support and maintenance in-kind) for Supplemental Security Income recipients. Social security benefits, which generally provide more income than other sources, were usually between $100 and $260 per month. 95% of the SSI population at least $100 in Social Security benefits. The article makes reference to distribution differences in some specific groups. (cas)

Keogh, B. K., Garnier, H. E., Bernheimer, L. P., & Gallimore, R. (2000). Models of child-family interactions for children with developmental delays: child-driven or transactional? American Journal on Mental Retardation, 105(1), 32-46.

Cohort follow-up study:  This study found support for a child-driven (versus a transactional) model of family-child interactions in longitudinal relationships between children's cognitive competence, personal-social competence, behavior and communication hassle, and family accommodations. The findings are discussed in terms of implications for early intervention and for the consideration of both child and family outcomes. (cas)

Kim, J. M., & Mahoney, G. (2005). The effects of relationship focused intervention on Korean parents and their young children with disabilities. Research in Developmental Disabilities, 26(2), 117-130.

Group comparison/ Regression analysis: This study compared learning outcomes for children with disabilities of10 mothers who were given training in relationship focused intervention (RFI) with 8 mothers who did not receive the training. RFI attempts to treat mothers to be responsive to their children and provide positive affect. Training resulted in increased interaction between mothers and their children. Children's achievement was associated positively with maternal responsiveness but negatively to mothers' focus on achievement. This study supports the idea that teaching parents to be warm and responsive may produce better outcomes than teaching parents to demand high levels of achievement from their children. (ds)

Kirkham, M. A., Schilling, R. F., 2nd, Norelius, K., & Schinke, S. P. (1986). Developing coping styles and social support networks: an intervention outcome study with mothers of handicapped children. Child Care Health and Development, 12(5), 313-323.

Program evaluation: This paper describes and evaluates an 8-week training program for parents of children with disabilities to learn enhanced coping skills, increase their social support , and   change their environment. Evaluation of the program as implemented for four mothers gives encouraging results. (cas)

Knoll, J. (1992). Being a family. The experience of raising a child with a disability or chronic illness. Monograph: American Association on Mental Retardation(18), 9-56.

Review/ expert opinion: The authors of this chapter draw on research and family experiences in describing and analyzing services to children with disabilities. The analysis emphasizes discrepancies between perceived needs of parents and actual services provided. The author argues for truly family-centered services with parents as equal partners. (pc/ds)

Knott, F., Lewis, C. N., & Williams, T. (1995). Sibling Interaction of Children with Learning Disabilities: A Comparison of Autism and Down's Syndrome. Journal of Child Psychology and Psychiatry and Allied Disciplines, 36(6), 965-976.

Group comparison/ Observational study: This study compared the interactions of two groups of sibling pairs. One group included siblings with and without autism, and the other group included children with and without Down syndrome. Both groups had frequent sibling interactions. While the children with autism responded less frequently and with less imitation, both groups of children with disabilities reciprocated their siblings’ interactions. (ds)

Kochanek, T. T., & Buka, S. L. (1991). Using biologic and ecologic factors to identify vulnerable infants and toddlers. Infants & Young Children., 4(1), 11-25.

Validation study: This study examined the effectiveness of a screening model in identifying young developmentally disabled and at-risk children. Both child and family variables were found to be predictive, but the influence of parental factors was greater. There was some variation by age in the proportion of vulnerable children identified and the influence of factors. (cas)

Koenig, K., Scahill, L., & Teague, B. (2002). The challenge of providing continuity in the care of a disabled child: Smith-Lemli-Opitz syndrome. Issues in Mental Health Nursing, 23(6), 641-648.

Case study: The authors describe the experiences of one family and the services that they receive for their child. This case demonstrates problems in continuity of care due to lack of inter-professional communication. It describes a constructive educational role nurse could play. (pc)

Kokkonen, J., Saukkonen, A. L., Timonen, E., Serlo, W., & Kinnunen, P. (1991). Social outcome of handicapped children as adults. Developmental Medicine & Child Neurology, 33(12), 1095-1100.

Group comparison/ follow-up study: This study compared the social status of young adults (ages 19 to 25) with disabilities to age-matched non-disabled controls. Adults with disabilities were found to have lower education; later independent living; later first sexual experience; and a greater experience with unemployment, although the present unemployment rate did not differ between the groups. A need for increased social support is indicated by these findings. (cas)

Koop, C. E. (1986). Families caring for disabled need long-term support. Health Progress, 67(6), 52-54.

Expert opinion: This article discusses changes in US policy that are resulting in more support for families caring for disabled children at home. Changes are believed to stem from the prominence of certain public cases of abuse. (cas)

Koopmanschap, M. A., van Exel, N.J.A., van den Bos, G.A.M., van den Berg, B., Brouwer, W.B.F. (2004). The desire for support and respite care: preferences of Dutch informal caregivers. Health Policy, 68, 309-320.

Survey: Postal questionnaires were sent to 3000 informal caregivers who are known to regional informal care centres in The Netherlands. 950 completed questionnaires were received (response rate 32%).  In this study 'support care' is defined as providing practical and emotional support or information to caregivers to improve their caregiving capabilities.  Respite care is defined as taking over informal care temporarily in order to give the caregiver a break and/or enable the caregiver to participate in other activities. Measurements used to determine subjective burden were; 'The caregiver strain index' (CSI), 'Self-rated burden' (SRB),

 and a measure of positive care aspects .  The EuroQol-5D was used to assess quality of life.  General cultural orientation was assessed by asking the caregiver's opinion on four cultural values: the distribution of power in a society, individualism versus collectivism, masculinity versus femininity and uncertainty avoidance.  Results indicate that the average age of the caregivers is 60 years, 77% of them are female, 76% are married.  More than half of the group provides care at home (59%) for their partner (50%) or another family member (39%). They provide on average 7 hour of care per day, for a period of 9 years.  Almost 80% of the respondents desire support or respite care in general.  Younger caregivers have higher preference for communication with other caregivers.  The lower income caregivers, the higher the need for time off.  Caregivers who have paid work have higher need for a weekend off.  The more diseases the caregiver has, the higher the need for a day off per week.  The quality of life of the caregivers is about the same, hence it is not a significant factor.  Regarding the general cultural orientation, caregivers tending to egalitarianism (low power distance) express more desire for communication, while more individualistic caregivers have a stronger preference for respite care.  The more diseases the care recipient has, the lower the caregiver's desire for respite care.  Subjective burden of caregiving is the most important determinant of the desire for support and respite care. This article has includes the "Caregiver strain index (CSI)" and "Self-rated burden" questionnaires in the Appendix at the end of the article. (wi)

Kratochvil, M. S., Robertson, C. M., & Kyle, J. M. (1991). Parents' view of parent-child relationship eight years after neonatal intensive care. Social Work and Health Care, 16(1), 95-118.

Survey/ Outcome follow-up: This study surveyed a large group of parents of children who had previously received neonatal intensive care regarding the effect of illness and separation on their relationship with their child. 40% of parents believed there was an effect. Parents who reported an effect were more likely to have children who needed supplemental oxygen for an extended period of time and had higher socioeconomic and education levels. The survey was done 8 years after neonatal treatment. (cas)

Krauss, M. W. (1993). Child-related and parenting stress: similarities and differences between mothers and fathers of children with disabilities. American Journal on Mental Retardation, 97(4), 393-404.

Group comparison: This study compared stress between mothers and fathers of young children with disabilities and found differences in stress predictors for parents of each gender. Stress of fathers was found to be related to the child's temperament and the father-child relationship, while mothers' stress was more related to the personal effects of parenting.  Similarly, fathers' stress was most affected by the family environment, while the most significant predictor of stress for mothers was the integrity of her personal support network. (cas)

Kruskal, M. O., Thomasgard, M. C., & Shonkoff, J. P. (1989). Early intervention for vulnerable infants and their families: an emerging agenda. Seminars in Perinatology, 13(6), 506-512.

Expert opinion: This article describes and discusses the role of the perinatologists in early intervention. As a context, the importance of early intervention to outcomes for high-risk infants is explained, along with research oriented to early intervention. The author also discusses various areas of potential research in the field that require attention. (cas)

Kubik, J. D. (1999). Incentives for the identification and treatment of children with disabilities: The supplemental security income program. Journal of Public Economics, 73, 187-215.

Cost analysis: The researcher examines the role of the liberalization of criteria for children with disabilities to receive benefits from the U.S. Social security program. More children were diagnosed with disabilities after the broadening of criteria. However, rather than over-identification, this resulted in the recognition and treatment of real disabilities in low-income children. (ds)

Kuster, P. A., & Merkle, C. J. (2004). Caregiving stress, immune function, and health: implications for research with parents of medically fragile children. Issues in Comprehensive Pediatric Nursing, 27(4), 257-276.

Review: This review summarizes information on stress in parents of children with chronic health conditions and disabilities. It recommends more study of the effects of this stress on the immune system. (ds)

L

Lam, D., Giles, A., & Lavander, A. (2003). Carers' expressed emotion, appraisal of behavioural problems and stress in children attending schools for learning disabilities. Journal of Intellectual Disability Research, 47(Pt 6), 456-463.

Group comparison/ Limited controls: This study investigated how expressed emotion (EE) and its components are linked to carers' perceived levels of stress, coping strategies and perceived adequacy of social support in families with a child displaying significant behavioural problems. Carers were defined as those living with and providing day-to-day care to the child. Results showed that out of the 47 carers, at least 62% of children lived in a high EE environment. There were no significant differences in EE categorization between carers owing to economic grouping, employment, marital status, or the amount of face-to-face contact. The number of behaviours appraised as a 'definite problem' was significantly higher in the high EE group than in the low EE group.  The mean respite over night stays per year was 5.1 (SD 10.1) and the mean hours of respite per week was 1.49 (SD 2.8). There was no significant difference between the two groups of carers' mean number of sources of support.  High EE carers reported higher levels of stress and burden and perceived support as less satisfactory. They used less positive appraisal of the child's problems and used more escape  and avoidance coping strategies.  In contrast, carers who were rated as warm reported more positive reappraisal as a coping strategy and used less escape-avoidance coping strategies.  Hence, they were able to see positive aspects of the behaviour and tackle problems actively. A positive appraisal may indicate an openness about the child's problems and in the child-parent relationship, which in turn enables the carers to utilize both formal and informal social support when managing their child's behaviour.  They also relate to both informal kinship support and support from social organizations. The results suggest that high EE families must be helped and supported in bringing up  children with behavioural problems. Psychosocial intervention could discourage the use of escape-avoidance coping and encourage carers to engage in positive appraisal and problem-solving coping strategies. At a practical level, the use of respite care is also an important variable to consider when working with such families as well as their ability and willingness to engage with services. (wi)

Lampropoulou, V., & Konstantareas, M. M. (1998). Child involvement and stress in Greek mothers of deaf children. American Annals of the Deaf, 143(4), 296-304.

Group comparison/ Correlational study: This study compares Greek mothers to Canadian mothers on perceived stress and attempts to identify factors that predict stress levels in mothers of deaf children. Greek mothers exhibited more stress than their Canadian counterparts. Mothers who perceived caregiving as a chore and who reported low levels of gratification had the highest levels of stress. (ds)

Landsman, G. (2003). Emplotting children's lives: developmental delay vs. disability. Social Science and Medicine, 56(9), 1947-1960.

Qualitative study:  This qualitative study of mother's coping and perceptions, based on a follow-up program for newborns who may qualify for early intervention services for children with disabilities, discusses how American mothers may use the concept of developmental delay to incorporate the idea of personhood into their hopes for their child and thereby ensure nurturance for their child in spite of negative feelings about disability. A case is brought forward to demonstrate that mother's understanding of their children as developmentally delayed is not always in sync with medical understandings of the child's disability. Other cases demonstrate differences in attitude between mothers whose child has just been diagnosed and mothers who have been raising a child with a disability for a period of time. 

The study calls for the domain of reproductive research to expand toward qualitative studies on the impact for parents of having a child with developmental disabilities. (cas)

Larsson, G., Bohlin, A. B., & Tunell, R. (1985). Prospective study of children exposed to variable amounts of alcohol in utero. Archives of Disease in Childhood, 60(4), 316-321.

Group comparison: This study compares outcomes for 40 1.5- to 2-year-old children exposed to alcohol in utero and 40 control children. Children were identified through an antenatal program aimed at curbing alcohol abuse during pregnancy. Fetal alcohol exposure was found to be associated with reductions in intrauterine growth, but only chronic excessive fetal alcohol exposure was associated with growth retardation and characteristic physical abnormalities. Most (12 out of 13) children born to alcoholic mothers also showed psychological or behavioural disturbances that persisted regardless of the home environment. Mothers who reduced their alcohol consumption after the first trimester (and were not considered alcoholics) had children who were normal in physical development and behaviour, but had problems with speech. (cas)

Law, M., Hanna, S., King, G., Hurley, P., King, S., Kertoy, M., et al. (2003). Factors affecting family-centred service delivery for children with disabilities. Child Care Health and Development, 29(5), 357-366.

Survey/ Large: The researchers surveyed 494 parents, 324 service providers, and 15 CEOs  about family-centered services. They found that  family-centered services result in greater parent satisfaction and reduced parental stress. (pc)

Law, M., King, S., Stewart, D., & King, G. (2001). The perceived effects of parent-led support groups for parents of children with disabilities. Physical and Occupational Therapy in Pediatrics, 21(2-3), 29-48.

Qualitative study:  The authors interviewed 20 parents who participated in parent-led support groups. The parents reported substantial benefits of involvement in parent-led support groups, including increased skills, a sense of power and belonging, and other support. (pc/ds)

Lawlor, M. C., & Mattingly, C. F. (1998). The complexities embedded in family-centered care. American Journal of Occupational Therapy, 52(4), 259-267.

Review and analysis: The authors use data from a number of sources to present issues related to the evolution from client services to family-centered services.  (pc/ds)

Lawoko, S., & Soares, J. J. (2003). Quality of life among parents of children with congenital heart disease, parents of children with other diseases and parents of healthy children. Quality of Life Research, 12(6), 655-666.

Group comparison: This article examined factors in quality of life by surveying parents of children with heart disease, parents of children with other diseases, and parents of healthy children. Parents of children with heart disease reported lower quality of life than did parents of healthy children. There was also a gender influence: mothers also reported lower quality of life, especially in the group with healthy children. Distress, hopelessness, and financial situation, however, were more important in explaining reduced quality of life than gender or severity of illness (in congenital heart defects). (cas)

Laybourn, A., & Hill, M. (1994). Children with epilepsy and their families: needs and services. Child Care Health and Development, 20(1), 1-14.

Systematic review: This literature review discusses the role of social factors in moderating the impact of epilepsy on families. The negative perceptions found in 'expert' literature on epilepsy is contrasted with the positive picture presented by studies of families' own views and the literature on children with other disabilities. Conclusions are in terms of implications for service provision. (cas)

Layzer, J. I., Goodson, B. D., Bernstein, L., & Price, C. (2001). National Evaluation of Family Support Programs; Final Report: Volume A: The Meta-Analysis. 100.

Meta-analysis: This report provides a major meta-analysis of family support programs (available to all families regardless of current function) and family preservation programs (designated programs for families already exhibiting difficulties). It was intended to answer three questions. First, what was the impact of programs on child and parent outcomes? Second, what, if any program characteristics are associated with successful outcomes? What program characteristics account for differences in program outcomes? The authors point out the lack of professional and scientific consensus on defining family support programs before adopting a broad set of criteria for inclusion "that encompassed all services intended to improve child outcomes by strengthening the capacity of parents to support their child' development" (p. A2-2). Studies of child outcomes and parent outcomes were included and studies that compared outcome for different intervention methods were analyzed separately. Randomized and non-randomized studies were included in the analysis. More than 900 reports of studies were identified and 665 studies of 260 different programs were included in the meta-analysis. The goals of these 260 programs included: (a) improved parenting (98% of programs), (b)enhanced child development (91%), (c)social support for parents (22%), (d) improved child and family health or health care (17%), (e) child abuse prevention, (f) parental self-help or empowerment, (g) parental literacy or employability (8%), (h) parental community and school involvement (2%), and (i) child behavioral change (2%). The most frequent services offered by the programs were training for parents (98% of programs); social supports (51%), case management, counseling, and referral services (44%); and support services including transportation, respite, play groups, and others (36%). Overall, family support programs had small, but statistically significant and consistently positive effects on children's physical health and development, children's safety, parents’ mental health and risk-taking behavior, families’ economic self-sufficiency. These findings were based on programs serving a wide range of families. Programs serving families of children with special needs had larger positive effects on children's cognitive development. Programs for families of children with developmental delays and behavioral disorders that used professional staff to train or consult with parents in group settings were more effective than those using home-based training. Program characteristics associated with best outcomes included targeting programs to families of children with special needs and not relying on home visits as the primary intervention with parents. The largest effect size (number of standard deviations between means) differences for child developmental outcomes were for targeting programs to children with special needs (.54 with versus .26 without), early intervention (.48 with versus .25 without), peer support opportunities for parents (.40 with versus .25 without), and primary reliance on home visitation (.26 with versus .49 without). Multivariate analysis showed that many of the effect sizes are largely independent of each other. This means that programs that programs combining positive attributes are likely to increase benefits beyond those that have only one. The largest positive effect size differences for children's social and emotional outcomes was for having parental self-help or development as a program goal (.56 with versus .25 without). The largest positive effect size difference for influence on parent attitudes and knowledge resulted from combined targeting families of special needs and providing peer support opportunities (.86) versus programs that did not target this group of children and did not provide these opportunities (.13). This is well-structured  study with a mush useful information and this abstract only addresses a small part of it. In summary, Family support programs as a whole have been consistently been shown to have small but statistically significant and meaningful positive effects on children and their families. Programs that specifically target families of children with special needs or disabilities have larger positive effects and enter the moderate range for effect size. When these programs add additional positive attributes such as peer support and group training activities, their positive effects may approach or enter the large positive effect size in some outcome domains. (ds)

Leiter, V. (2004). Dilemmas in sharing care: maternal provision of professionally driven therapy for children with disabilities. Social Science and Medicine, 58(4), 837-849.

Review: The author points out dilemma of mothers of children with developmental disabilities working with professionals, Professionals create a "therapeutic imperative," the professional versus maternal caring.  This conflict is often found in services implementing family-centered services.  (pc)

Leonard, B., Brust, J. D., & Sapienza, J. J. (1992). Financial and time costs to parents of severely disabled children. Public Health Report, 107(3), 302-312.

Regression analysis: The researchers developed a model for predicting out-of-pocket expenses of families of children with severe disabilities. The amount of caregiving time of parents was a strong predictor of out-of-pocket expenses. (pc)

Leonard, B. J., Johnson, A. L., & Brust, J. D. (1993). Caregivers of children with disabilities: a comparison of those managing "OK" and those needing more help. Child Health Care, 22(2), 93-105.

Survey: The researchers compared parents of children with developmental disabilities who identified themselves as managing life "ok" with those who self-reported themselves as "not ok" (unable to manage much longer of needing more help). The "not-ok" group parents were  in poorer physical and mental health, had greater demands on finances, and received less emotional support from friends and family.  (pc)

Leyser, Y. (1994). Stress and adaptation in orthodox Jewish families with a disabled child. American Journal of Orthopsychiatry, 64(3), 376-385.

Cohort follow-up study: This study four-year follow-up study of 82 religious families of children with disabilities found that over time the negative impact of the child decreased and family adjustment increased. Religion was cited as a source of strength in coping, although continuing day-to-day difficulties remained. (cas)

Leyser, Y., & Dekel, G. (1991). Perceived stress and adjustment in religious Jewish families with a child who is disabled. Journal of Psychology, 125(4), 427-438.

Survey: This study interviewed 82 Israeli families with a child with disabilities and found that many had experienced financial strains, limited social support, feelings of stigma, and time pressure. Greater level of impact of childcare on parents was associated with smaller family size, greater daily strains, older mothers, and male children. Professionals rated half of parents as coping effectively through maintenance of family and professional relationships and open discussion of child's needs and problems, however much more support is still needed. (cas)

Li-Tsang, C. W.-P., Yau, M. K.-S., & Yuen, H. K. (2001). Success in parenting children with developmental disabilities: Some characteristics, attitudes, and adaptive coping skills. British Journal of Developmental Disabilities, 47(93,Pt2), 61-71.

Qualitative study: This qualitative study of 10 British families with a child with disabilities interviewed parents regarding their attitudes, beliefs, and coping. Positive adaptive behaviours among parents were associated with a high level of education, good time management skills, an outgoing personality, confidence, a stable family, few financial problems. Coping was largely predicted by the strength of spousal relationships, which encouraged parents to search for social networks and support for their children. (cas)

Lie, H. R., Borjeson, M. C., Lagerkvist, B., Rasmussen, F., Hagelsteen, J. H., & Lagergren, J. (1994). Children with myelomeningocele: the impact of disability on family dynamics and social conditions. A Nordic study. Developmental Medicine & Child Neurology, 36(11), 1000-1009.

Group comparison: This Scandinavian study used questionnaires and patient charts to evaluate family dynamics and social conditions for a large sample of children with myelomeningocele as compared to normal controls. Families were generally found to be similar, but mothers' situations were somewhat different. In spite of support systems, children’s' care remained the most substantially the responsibility of the mother. Implications for supports for mothers are discussed. (cas)

Llewellyn, G., Dunn, P., Fante, M., Turnbull, L., & Grace, R. (1999). Family factors influencing out-of-home placement decisions. Journal of Intellectual Disability Research, 43 ( Pt 3), 219-233.

Qualitative study: This qualitative study explored factors of everyday life that may influence the decisions of parents of young children with disabilities regarding whether to keep children at home or seek out-of-home placement. Interviews found that most families (75%) wanted to keep their child at home, but some (25%) were considering or had begun seeking placement. This high percentage of parents considering alternatives to at-home care runs contrary to public pushes for community care. However, analysis revealed that all families indicated a desire to keep their child at home and placement was often considered in the case of concerns about 'family survival' and other mitigating circumstances. (cas)

Lobato, D. (1983). Siblings of handicapped children: a review. Journal of Autism and Developmental Disorders, 13(4), 347-364.

Review: The authors review literature to assess impact of  having a child with a disability in the family on siblings. They found that there had been few well-controlled studies or consistent conclusions. While a number of studies reported negative effects, these effects seemed to be limited to certain subgroups of siblings and may depend on such factors as gender, birth order, socioeconomic status, and parental responses to having a child with a disability. (pc)

Lobosco, A. F., Eron, N. B., Bobo, T., Kril, L., & Chalanick, K. (1991). Local coalitions for coordinating services to children dependent on technology and their families. Child Health Care, 20(2), 75-86.

Program description: This article describes three examples of programs designed to meet the needs of children who are technology-dependent. The programs emerged from a statewide planning effort, but are local planning initiatives that developed in the interest of improving service responsiveness and coordination. (cas)

Logan, S. (1999). Evaluating services for children with disabilities and their families. Child Care Health and Development, 25(2), 81-83.

Expert opinion: This article is an editorial on evaluating services for children with disabilities and their families. (cas)

Loprest, P., & Davidoff, A. (2004). How children with special health care needs affect the employment decisions of low-income parents. Maternal Child Health Journal, 8(3), 171-182.

Survey: This study was based on the U.S National Survey of CSHCN (children with special health care needs). Controlling for various demographic variables, the researchers found no differences between parents with and without children with special health care needs in the probability of having a job or the number of hours worked. However, parents of children with activity limitations are significantly less likely to hold jobs and those who do work significantly fewer hours. (ds)

Lovaas, O. I. (1993). The development of a treatment-research project for developmentally disabled and autistic children. Journal of Applied Behavior Analysis, 26(4), 617-630.

Expert opinion: This paper presents expert opinion on the development of EIBI programs from the Ivar Lovaas, a major pioneer in the field. The author suggests that important variables are serendipity and the pursuit of inductive, not theory-driven research. The author suggests that effective treatment for control of self-injury in autism requires treatment during all or most of the child's waking hours, intervention for all significant responses, applied over a period of years, This retrospective of Lovaas work over three decades of intervention with young autistic children is very interesting but seems only to correspond weakly with his own contemporary publications of his work during those years. (ds)

Lovenfosse, M., & Viney, L. L. (1999). Understanding and helping mothers of children with 'special needs' using personal construct group work. Community Mental Health Journal, 35(5), 431-442.

Qualitative study: This study evaluated the group work of six mothers of children (aged 3-12) with 'special needs' in order to assess the effectiveness of personal construct psychology as model of treatment in group setting. Treatment involved the use of self-characterizations and measures of life satisfaction. Conclusions not clear. The limitations of this study are discussed, as well as implications for service delivery. (cas)

Lubetsky, M. J., Mueller, L., Madden, K., Walker, R., & Len, D. (1995). Family-centered/interdisciplinary team approach to working with families of children who have mental retardation. Mental Retardation, 33(4), 251-256.

Case study: This article explains the need for and implementation of an interdisciplinary team in family-focused therapy for families with children with mental retardation. The interdisciplinary team is considered necessary to provide comprehensive assessment, treatment, and management; to be successful in accomplishing goals; to provide continuity of care; and to support the family in the community. A case study of a family with a child diagnosed with mental retardation, autism, and severe behavior problems in a psychiatric setting is provided. (cas)

Lucca, J. A., & Settles, B. H. (1981). Effects of children's disabilities on parental time use. Physical Therapy, 61(2), 196-201.

Group comparison: This study interviewed 59 American mothers with and without children with disabilities concerning the amount of time devoted to caring for family members, the amount of time spent in family activities, the amount of time relieved of child care, and the amount of time spent in self-care. Families with a child with disabilities were found to participate in fewer family activities, but families were otherwise similar. However,  the amount of time the mother had for herself was different between the groups and was related to the degree of the child's disability. (cas)

Ludwig, S., & Harstall, C. (2001). Intensive intervention programs for children with autism. Edmonton: Alberta Heritage Foundation for Medical Research,.

Systematic review: This review was undertaken to establish the evidence for the effectiveness of early intensive behavioral intervention (EIBI) programs. The authors provide a very comprehensive review of research to the date of the review. They conclude that EIBI programs are a promising practice with some research support, but that there is not adequate evidence to provide proof of their effectiveness, and that there is inadequate evidence to demonstrate that one kind of intervention is more effective than others. (ds)

Luescher, J. L., Dede, D. E., Gitten, J. C., Fennell, E., & Maria, B. L. (1999). Parental burden, coping, and family functioning in primary caregivers of children with Joubert syndrome. Journal of Child Neurology, 14(10), 642-648; discussion 669-672.

Survey: This study employed a battery of indexes to survey 49 primary caregivers, mostly mothers, of children with Joubert syndrome regarding the impact of the child's disability on parental burden, coping, family functioning. Significant burden was reported by the group, but degree of parental burden depended more on the parents' coping skills and the level of family functioning than on the degree of the child's impairment. Results are discussed in terms of the importance of family-centered assessment and intervention. (cas)

Luiselli, J. K., Wolongevicz, J., Egan, P., Amirault, D., Sciaraffa, N., & Treml, T. (1999). The Family Support Program: Description of a preventive, community-based behavioral intervention for children with pervasive developmental disorders. Child & Family Behavior Therapy, 21(1), 1-18.

Program evaluation/ Program description: The authors describe a program using applied behavior analysis in the family setting to prevent residential placement of children with pervasive developmental disorders. They present some data suggesting that a family support program improves child skill acquisition and reduces challenging behaviours. (pc)

M

Magill-Evans, J., Darrah, J., Pain, K., Adkins, R., & Kratochvil, M. (2001). Are families with adolescents and young adults with cerebral palsy the same as other families? Developmental Medicine & Child Neurology, 43(7), 466-472.

Group comparison/ Limited controls: This study used several questionnaires (including the Family Assessment Device, Life Situation Survey, Multidimensional Scale of Perceived Social Support, and Future Questionnaire) to assess differences between family dynamics of adolescents with cerebral palsy (CP) and families of their non-disabled peers at crucial ages as the child enters (13 -15 years) and leaves (19 to 23 years) adolescence. Families of children with CP were similar in most respects to normal controls, but adolescents with CP and their parents had lower expectations of future independence and success. Despite overall similarities, some unique challenges are reported by specific families and specific family members. (cas)

Magill-Evans, J., & Harrison, M. J. (1999). Parent-child interactions and development of toddlers born preterm. Western Journal of Nursing Research, 21(3), 292-307; discussion 308-212.

Group comparison: This study compared parent-child interactions of families with healthy pre-term infants to parent-child interactions in families with full-term babies. Observations were made at age 3 months and at 1 year of age, using the Nursing Child Assessment Teaching Scale and the Parenting Stress Index. At 18 months, the child was evaluated on the Bayley Scales of Infant Development, Sequenced Inventory of Communication Development-Revised, and MacArthur Communicative Development Inventor. Preterm children were found to perform lower on the Bayley Mental scale and had smaller vocabularies. However, early parent-child interactions were predictive of development, in combination with other factors such as child gender and family socioeconomic status. (cas)

Mahoney, G., Wheeden, C. A., & Perales, F. (2004). Relationship of preschool special education outcomes to instructional practices and parent-child interaction. Research in Developmental Disabilities, 25(6), 539-558.

Group comparison: This study assessed 70 children from 41 early childhood special education classes and their families. It compared 27 children whose programs were classified as developmental, 15 children whose programs were classified as didactic, and 27 whose programs were classified as naturalistic instruction. Parent-child interactions were also classified. The classification of programs had no significant effect on the child's developmental outcomes. Parental interaction style did have a significant relationship to developmental outcome. Children with more responsive parents achieved more. This study provides more evidence that the interaction styles of parents with their young children influence outcomes, although it may also be possible that parents react to children's developmental progress with greater responsiveness. (ds)

Major, D. A. (2003). Utilizing role theory to help employed parents cope with children's chronic illness. Health Education Research, 18(1), 45-57.

Expert opinion/ Model description: This article applies role theory to develop a six-step coping strategy for employed parents of chronically-ill children, so that the child's needs can be met while the parent maintains their employment as well as their physical and mental health. Health educators assist in the process by educating families about the demands of a child's illness, helping to reduce those demands, helping to increase family resources, supporting parents and facilitating role negotiation. (cas)

Malone, D. M., McKinsey, P. D., Thyer, B. A., & Straka, E. (2000). Social work early intervention for young children with developmental disabilities. Health and Social Work, 25(3), 169-180.

Expert opinion: This article describes the importance of the role that social workers can play in family-centered early intervention and is intended to help educate and prepare social workers for such a role. Definitions of disability, the nature of social work in early intervention and challenges to it are discussed.(cas)

Marcenko, M. O., & Meyers, J. C. (1994). How families of children with severe disabilities choose to allocate a cash subsidy. Journal of Mental Health Administration, 21(3), 253-261.

Survey/ Longitudinal: The researchers interviewed 81 families before they were provided with a $225.00 per month subsidy and after one year of receiving the monthly subsidy. They generally reported no change in the number of services they used, but spent more on major  purchases when receiving the subsidy. Low-income families reported the subsidy was more helpful than high-income families. (pc)

Marcenko, M. O., & Smith, L. K. (1992). The impact of a family-centered case management approach. Social Work and Health Care, 17(1), 87-100.

Program evaluation: This study described and evaluated two programs of case management for families of a child with significant caregiving demands due to having both a developmental disability and a chronic health condition. Mothers were interviewed during the first month of intervention and reinterviewed one year later. Analysis revealed that participation in family-centered intervention increased families' service utilization in several areas, although families indicated some unmet needs. The programs were found to be helpful in obtaining services, financing, information, support, advocacy, and in increasing maternal life satisfaction. Practice and policy implications are considered. (cas)

Marshall, E. S., Olsen, S. F., Mandleco, B. L., Dyches, T. T., Allred, K. W., & Sansom, N. (2003). "This is a Spiritual Experience": perspectives of Latter-Day Saint families living with a child with disabilities. Qualitative Health Research, 13(1), 57-76.

Qualitative study: This study described the meaning of parents' experiences raising a child with a developmental disability within the context of the culture and beliefs of Church of Jesus Christ of Latter-Day Saints (LDS, or Mormon). Parents described their experiences in spiritual terms of transcendence and transformation. This is one of a small number of studies considering the role of religion in parenting a child with a disability. Although there has been limited research, many parents suggest this is an important dimension of their parenting experience. (ds)

Martens, C. E. (2000). Intellectual disability and Aboriginal people: An overview of current practise and process in institutionalization. 161.

Qualitative study: The researcher conducted interviews with Aboriginal people with intellectual disabilities, their families, representatives of provincial and federal governments, service providers, Aboriginal service agencies, and advocacy groups. Participants described a lack of services in reserve communities, a lack of clear federal or provincial responsibility for services, and a lack of specific funding for services as major reasons why Aboriginal people with developmental disabilities are often receive few services in their community and are likely to be sent to residential care outside their communities. Poverty, racism, and a history of dependency on off-reserve services were seen as additional factors compounding this problem.   (pc/ds)

Martin, M. H., Barbee, A. P., Antle, B. F., & Sar, B. (2002). Expedited Permanency Planning: Evaluation of the Kentucky Adoptions Opportunities Project. Child Welfare, 81(2), 203-224.

Program Evaluation: This article describes and evaluates a three-year adoption permanency-planning project in Kentucky. (ds)

Martin, P. (1975). Marital breakdown in families of patients with spina bifida cystica. Developmental Medicine & Child Neurology, 17(6), 757-764.

Group comparison: This study compared rates of divorce among families of children with spina bifida cystica with others. The results showed a lower divorce rate among parents of children who had spina bifida. The study found that among parents of children with spina bifida who divorced 75% viewed their marriages as being strained or in jeopardy before their child was born. This suggested that marriage breakdown among parents of children with disabilities may be unrelated to the child’s disability or that the child's disability adds an additional factor to other pre-existing problems. (ds)

Matsuya, K., & Hoashi, E. (2000). [Mental retardation: social supports for people with metal retardation from aspects of individual and family life-cycle: introductory remarks]. No to Hattatsu [Brain & Development], 32(3), 226-227.

Expert opinion: This report of symposium clarifies terminology in relation to mental retardation. Theories, practices, and policies of social services for people with mental retardation are examined by expert panelists, who proposed innovative approaches and made practical comments. Topics of discussion include: the change of medical to social model; early diagnosis and intervention; medical care for children with severe disabilities at school-life and support for their family; career education and transition services; support with residential facilities and community-based approach; and empowerment of people with developmental disabilities. (cas)

Mausner, S. (1995). Families helping families: an innovative approach to the provision of respite care for families of children with complex medical needs. Social Work in Health Care, 21(1), 95-106.

Program description/ model: The authors describe a program and present a model of family support. Families helping families is described as a cost-efficient, family-centered approach to respite care for children with complex medical needs. The article focuses on the role of the social worker in development and implementation of the program.  (pc)

May, J. (1996). Fathers: the forgotten parent. Pediatric Nursing, 22(3), 243-246, 271.

Expert opinion: This article discusses the special roles and challenges of fathers of children with chronic illness or disability. Special challenges include the re-examination of priorities, the acceptance of losses, the development of caretaking capabilities, and the increase risk of isolation. The article advocates the need to involve fathers with their children in caring, supportive relationships. (cas)

Mayer, M. L., Skinner, A. C., & Slifkin, R. T. (2004). Unmet need for routine and specialty care: data from the National Survey of Children With Special Health Care Needs. Pediatrics, 113(2), e109-115.

Survey: This study was based on the U.S National Survey of CSHCN (children with special health care needs). Data was collected form the families of 38,866 children, The researchers found that 74.4% of children with special health care needs had needs for routine care and 51.1% had unmet needs for specialist physician care. Of those needing routine care 3.2% were not able to access it. Of those needing specialist care, 7.2% were unable to access it. Children in African-American families and children whose mother had not finished high school were more than twice as likely to have unmet needs for specialist care. (ds)

McAndrew, I. (1976). Children with a handicap and their families. Child Care Health and Development, 2(4), 213-218.

Survey: This Australian study interviewed 116 mothers of 5- to 10-year-old children with spina bifida, cerebral palsy or a limb deficiency regarding the maternal perceptions of family socioemotional stresses and suggestions to reduce stress. The study emphasizes problems such as challenges involved with hospital care, physical demands on the parents (especially mothers), lack of support services in the home, and a lack of comprehensive family-centered care. Limited socialization and leisure activities for the child with disabilities are reported as well. Parental experiences are also discussed in terms of parenting difficulties, communicating with the child about his or her disabilities, and community attitudes to the child. (cas)

McConkey, R., & Adams, L. (2000). Matching short break services for children with learning disabilities to family needs and preferences. Child Care Health and Development, 26(5), 429-444.

Survey: This study surveyed families of children with intellectual disabilities in one health district in Northern Ireland. Families found short-term respite care to be a very valuable service and expressed specific preferences for specific program features. (ds)

McGrother, C. W., Bhaumik, S., Thorp, C. F., Watson, J. M., & Taub, N. A. (2002). Prevalence, morbidity and service need among South Asian and white adults with intellectual disability in Leicestershire, UK. Journal of Intellectual Disability Research, 46(Pt 4), 299-309.

Survey: This study compared South-Asian families of children with disabilities to other families.  Results of the study show that compared European families, South Asians were concentrated within the city which is relatively deprived area of Leicestershire, while the white population was more evenly spread between the city and the rest of the county. There is no evidence of any important culturally related differences in physical disabilities, autistic traits, epilepsy or psychological symptoms. Nearly twice as many south Asian adults with intellectual disabilities lived at home with their families compared with those in the white population (83% versus 48%). Only 17% of South Asian adults with ID were in residential care in Leicestershire compared with 52% of their white counterparts. Fewer South Asian carers knew about respite care (64% versus 89%) and fewer used in compared with whites (21% versus 33%). However, South Asians expressed less unmet need for respite care compared with whites. Low usage without excess felt unmet need among South Asians was also present for residential care. (wi/ds)

McKellin, W. H. (1995). Hearing impaired families: the social ecology of hearing loss. Social Science and Medicine, 40(11), 1469-1480.

Expert opinion: This study examines the situation faced by parents of a deaf child living in rural areas of British Columbia. Present situation is discussed in terms of services available, parents' options and decisions, and the impact of these variables on the family. (cas)

McNally, S., Ben-Shlomo, Y., & Newman, S. (1999). The effects of respite care on informal carers' well-being: a systematic review. 21(1), 1-14.

Review: The authors review 29 studies on respite care. They report little evidence of consistent and enduring positive effect on caregivers' well-being. They also raise concern that respite care may contribute to strain when respite has ended.  They do not dismiss the potential benefits of respite, but they identify problems with the implementation of respite care. They suggest that a more "carer-centered" approach is needed.  (pc)

McPherson, M. (1987). Responding to the needs of children with chronic illness. The Title V approach. Rheumatic Diseases Clinics of North America, 13(1), 105-111.

Program description: This article describes the 'Title V' program in the U.S. which is intended to ensure use of all available resources (public, private, and voluntary) for specific groups of children with disabilities or chronic illness. The article uses the basis of this program to advocate for a move toward a common service program for families of children with diverse ailments that is based on meeting their common needs. (cas)

Meadow-Orlans, K. P., Mertens, D. M., Sass-Lehrer, M. A., & Scott-Olson, K. (1997). Support services for parents and their children who are deaf or hard of hearing. A national survey. American Annals of the Deaf, 142(4), 278-288.

Survey: The researchers surveyed 404 parents of deaf or hearing-impaired children, involved with 137 different programs in 39 states. Parents gave their children's educational and intervention programs favourable evaluations and ranked teachers as the most helpful "sources of help." (pc/ds)

Mendes de Leon, C. F., Gold, D. T., Glass, T. A., Kaplan, L., & George, L. K. (2001). Disability as a function of social networks and support in elderly African Americans and Whites: the Duke EPESE 1986--1992. Journal of Gerontology, Series B, Psychological Sciences Social Sciences, 56(3), S179-190.

Correlational study: This study compared effects of social relationships on change in disability for African Americans and Whites in North Carolina. A large sample was interviewed annually for seven years. Social relationships were measured in terms of network size, extent of social interaction, specific type of relationships, and instrumental and emotional support. In all respondents, risk of disability was consistently associated with reduced network size, low emotional support, and less social interaction with friends. Instrumental support also increased disability risk, especially for Whites. Social relationships were found to have a somewhat complex relationship to disability risk and few differences were found between groups. (cas)

Mengel, M. H., Marcus, D. B., & Dunkle, R. E. (1996). "What will happen to my child when I'm gone?" A support and education group for aging parents as caregivers. Gerontologist, 36(6), 816-820.

Program description: This article describes the implementation of a group for parents caring for disabled children in later life. The group is focused on support and education from others with similar experiences and concerns. The observations are discussed as insightful into the needs and strengths of aging caregivers. (cas)

Meyers, J. C., & Marcenko, M. O. (1989). Impact of a cash subsidy program for families of children with severe developmental disabilities. Mental Retardation, 27(6), 383-387.

Survey/ Longitudinal: The researchers interviewed 81 families before they were provided with a $225.00 per month subsidy and after one year of receiving the monthly subsidy. Mothers reported less family stress, particularly related to finances and were less likely to consider out of home placement after the subsidy was in place.  (pc)

Midence, K., & O'Neill, M. (1999). The Experience of Parents in the Diagnosis of Autism: A Pilot Study. Autism, 3(3), 273-285.

Qualitative study:  This pilot study interviewed four parents of children with autism in North Wales regarding their experience in seeking a diagnosis. Parents reported difficulties and confusion related to their child's behaviour, problems in obtaining a diagnosis, and an experience of relief after the correct diagnosis was made. Diagnosis was found to allow the formation of more realistic expectations, increased understanding, and improved family adaptation.(cas)

Miles, M. S. (2003). Parents of children with chronic health problems: programs of nursing research and their relationship to developmental science. Annual Review of Nursing Research, 21, 247-277.

Systematic review: This article evaluated active programs of nursing research regarding parenting of children with chronic health problems. Research was collected through a variety of methods. Among the seven programs identified, two programs focus on childhood cancer, three involved a variety of uncategorized chronic conditions, one program focuses on Down syndrome and disabilities and the last considers a variety of chronic health problems. Family perspectives and the influence of ecological systems were commonly included.  Family and community ecology, health care and bidirectional (interactionist) perspectives were generally excluded. The studies reveal much about parents’ responses and their parenting of children with chronic health problems. Evaluation takes a developmental science perspective. (cas)

Miller, A. C., Gordon, R. M., Daniele, R. J., & Diller, L. (1992). Stress, appraisal, and coping in mothers of disabled and nondisabled children. Journal or Pediatric Psychology, 17(5), 587-605.

Group comparison/ Limited controls: This study, based on a cognitive-behavioral model of stress and coping, compared mothers of children with physical disabilities to mothers of non-disabled children in terms of responses to stressful parenting events. The research found that mothers of children with disabilities were reported higher levels of depression and some differences in distress and health status were also apparent. In terms of coping strategies for mothers of children with disabilities, emotionally focused coping was related to distress while problem-focused coping reduced stress.  Even after controlling for type of stressor, coping style predictors of distress were different for the two groups. An explanation for this finding is attempted. Clinical implications are included. (cas)

Milner, J., Bungay, C., Jellinek, D., & Hall, D. M. (1996). Needs of disabled children and their families. Archives of Diseases of Children, 75(5), 399-404.

Validation study: The researchers in this British study developed quality checklist using a statements of good practice. They used semi-structured interviews with parents of children with cerebral palsy to validate checklist content. Parents were most concerned about standards for news breaking and early follow-up services, sharing of information, and supply and repair of equipment.  (pc)

Mintz, S., & Marosy, J. P. (2000). Family caregivers and home care: a declaration of interdependence. Caring, 19(6), 24-26.

Expert opinion: This article recognizes the interdependence of home care providers and family caregivers and emphasizes the importance of a working relationship between the two for the quality of life of their dependents.  (cas)

Mirenda, P., MacGregor, T., & Kelly-Keough, S. (2002). Teaching communication skills for behavioral support in the context of family life. In J. M. Lucyshyn & G. Dunlap (Eds.), Families and positive behavior support: Addressing problem behavior in family contexts. Family, community & disability. (pp. 185-207). Baltimore, MD: Paul H. Brookes Publishing Co.
Expert opinion: This book chapter focuses on strategies that families can use to teach practical communication skills to children with developmental disabilities. Applications are specifically discussed in terms of the example of a home-based intervention for 6-year-old twin girls with pervasive developmental disorder and profound hearing impairments. (cas)

Mitchell, D. R. (1981). Parents' experiences and views on being told they have a handicapped child: a survey. New Zealand Medical Journal, 94(693), 263-265.

Survey: This study interviewed 152 parents of young children with special needs regarding the timing and experience of initial disclosure. Medical professionals or health services originally informed most parents. Timing of disclosure was found to vary depending on diagnosis. With effects of child's age, residence, disability type, and family size removed, parents did not express much variability in experience or difference in preferences about being together or alone when informed. (cas)

Moes, D. R., & Frea, W. D. (2002). Contextualized behavioral support in early intervention for children with autism and their families. Journal of Autism & Developmental Disorders, 32(6), 519-533.

Single-case research design/ Multiple baseline: This study evaluates the use of individualized assessment and intervention programming, focused on specific family context, for families of children with Autism. Programs specifically included behavioural support plans for the Functional Communication Training of their child. Observation of outcomes for three children in various situations reveals reductions in challenging behaviour that support the program. (cas)

Moores, D. F., Jatho, J., & Dunn, C. (2001). Families with deaf members: American Annals of the Deaf, 1996 to 2000. American Annals of the Deaf, 146(3), 245-250.

Systematic review: The authors review 21 research articles on families with deaf family members published in the American Annals of the Deaf from 1996 to 2000. Families are strikingly heterogeneous. Support services appeared to be most effective in middle-class, educated families. Services that better meet the needs of less educated, economically and socially different families are badly needed. Stress is an issue for many families but it seems to have been overemphasized and many families adapt well and positively. (ds)

Morison, J. E., Bromfield, L. M., & Cameron, H. J. (2003). A Therapeutic Model for Supporting Families of Children with a Chronic Illness or Disability. Child & Adolescent Mental Health, 8(3), 125-130.

Program description/ model: The authors describe a support program for families of children with chronic illnesses and disabilities. They explain the model that is employed in this Australian program., which is designed to address psychological dynamics of hope, empowerment, reconnection, coping/resilience, and reframing.  (pc)

Morse, J. M., Wilson, S., & Penrod, J. (2000). Mothers and their disabled children: refining the concept of normalization. Health Care for Women International, 21(8), 659-676.

Qualitative study: This study observed 17 ventilator-dependent children with chronic, severe, life-threatening physical disabilities at a 6-day summer camp in order to answer the question of ‘what is normal?’ from the perspective of a person with a disability. Interviews were also conducted with parent of children to gain insight about home life. Two distinct social reference groups emerged: the "disabled world" and the "outside world.” Mother and child perspectives on child’s needs, abilities, and limitations, could refer to norms of either group. Normalization is therefore found to include identification with culturally dominant (normal) groups and the smaller community of children with disabilities. (cas)

Mudford, O. C., Martin, N. T., Eikeseth, S., & Bibby, P. (2001). Parent-managed behavioral treatment for preschool children with autism: some characteristics of UK programs. Research in Developmental Disabilities, 22(3), 173-182.

Program evaluation/ Outcome study: This study provides child outcome data from 75 children in an early intensive behavioral intervention (EIBI ) in the United Kingdom.  The children made progress but it was considerably less spectacular than that reported in the original (Lovaas, 1987) outcome study. The authors suggest a number of differences between this program and the original Lovaas program that might account for the failure to replicate results. (ds)

Murphy, M. A. (1982). The family with a handicapped child: a review of the literature. Journal of Developmental and Behavioral Pediatrics, 3(2), 73-82.

Expert opinion/ Review: This article reviews literature on how a child with disabilities impacts the family. The research, which concludes that the presence of a child with a disability is a stressor, is criticized on the basis of research methods, diversity of populations studied, a lack of appropriate instruments for measuring stress, and a lack of perspective on the dynamics of raising a child with a disability. (cas)

N

Nachshen, J. S., Woodford, L., & Minnes, P. (2003). The Family Stress and Coping Interview for families of individuals with developmental disabilities: a lifespan perspective on family adjustment. Journal of Intellectual Disability Research, 47(Pt 4-5), 285-290.

Validation study: The authors describe and validate the Family Stress and Coping Interview (FSCI). The FSCI was reliable when applied to 106 families.  (pc)

Nahom, D., Richardson, M. L., Romer, L., & Porter, A. (2000). Family support and community guiding. Families in Society, 81(6), 629-633.

Qualitative Study: Family members described their experience with community guiding in the state of Washington. Community guiding provides family-to-family support. (ds)

Naidoo, L. R., Moodley, T. Y., Coovadia, H. M., & Adhikari, M. (1987). Neural deficits, intelligence, maladjustment and family response in children with the nephrotic syndrome. South African Medical Journal, 71(1), 9-10.

Mixed method: This study of nephrotic children reported finding a need for special psychological needs among both the children and their families. The importance of coordination between psychiatric and psychological treatments is emphasized. (cas)

Nelson, A. M. (2002). A metasynthesis: mothering other-than-normal children. Qualitative Health Research, 12(4), 515-530.

Qualitative/ Metasynthesis: The authors synthesized findings from 12 qualitative studies on mothering "other-than-normal" children.  They identified 13 common themes which suggested some principles for professional practice: (1) keeping in mind qualities of supportive health practice from the mother's perspective, (2)encouraging mothers to challenge societal views of normalcy, and (3)recognizing an supporting the role of hope in mothers.  (pc)

Nelson, M., Ruch, S., Jackson, Z., Bloom, L., & Part, R. (1992). Towards an understanding of families with physically disabled adolescents. Soc Work Health Care, 17(4), 1-25.

Mixed method: This study examined the family environment of 10 families each of which had a physically disabled adolescent and at least one non-disabled adolescent. Self-evaluation on the Moos Family Environment Scale (FES), independent ratings on the FES by social workers, and interviews with family members were all used as measures. Some differences were apparent in the family and independent ratings on the FES: Families emphasized more positive characteristics while social workers emphasized the more negative ones. This finding brings into question the prevalent view of family dysfunction in families of children with disabilities. (cas)

Neufeld, S. M., Query, B., & Drummond, J. E. (2001). Respite care users who have children with chronic conditions: are they getting a break? Journal of Pediatric Nursing, 16(4), 234-244.

Survey: The authors surveyed a group of parents of children with chronic illness or disability in the Edmonton area who used respite services. The researchers concluded that respite care was potentially valuable,  it provided limited relief to parents and the arrangement and preparation of respite care was also an additional demand. parents much relief. Greater availability of trained respite providers was considered a step toward achieving more effective respite care. (pc/ds)

Newacheck, P. W., & Halfon, N. (1998). Prevalence and impact of disabling chronic conditions in childhood. American Journal of Public Health, 88(4), 610-617.

Survey/ Large sample: This cross-sectional study uses data from the National Health Survey to provide a profile of chronic conditions causing disability in children. 6.5% are of all children are estimated to experience some degree of disability, most commonly respiratory disease and mental impairments. Disability was most common among boys, older children, and socially disadvantaged (low-income or single-parent) families. Costs of disabilities in terms of impact on children, the health care system, and the education system are discussed.

Newacheck, P. W., Stein, R. E., Walker, D. K., Gortmaker, S. L., Kuhlthau, K., & Perrin, J. M. (1996). Monitoring and evaluating managed care for children with chronic illnesses and disabilities. Pediatrics, 98(5), 952-958.

Review: The authors review relevant literature and describe possible ways of monitoring "managed care."  The recommend assessment of outcomes based on a number of domains, including: (1) access to care, (2) service utilization, (3) quality of care, (4) family satisfaction, (5) expenditures, (6) health outcomes, and (7) family impact. (pc)

Nikolopoulos, T. P., Gibbin, K. P., & Dyar, D. (2004). Predicting speech perception outcomes following cochlear implantation using Nottingham children's implant profile (NChIP). International Journal of Pediatric Otorhinolaryngology, 68(2), 137-141.

Prospective cohort study: This study monitored the progress of 51 profoundly deaf children with cochlear implants to identify variables according to the Nottingham children's implant profile that predict the success of a cochlear implant.  The study found that in addition to well-known factors (such as age and duration of deafness), intrinsic and environmental factors (such as the child's learning style, family structure, and family support) also predicted outcomes. The predictive value of NChIP was confirmed by the study. (cas)

Nybo, W. L., Scherman, A., & Freeman, P. L. (1998). Grandparents' role in family systems with a deaf child. An exploratory study. American Annals of the Deaf, 143(3), 260-267.

Qualitative study: This qualitative study explored the roles of grandparents in six families of deaf children. Grandparents were willing to provide diverse forms of support. The recognition of having a deaf grandchild had a major effect on families, but generally the nature of the effect was related to pre-existing family relationships. (ds)

O
O'Brien, M. E., & Wegner, C. B. (2002). Rearing the child who is technology dependent: perceptions of parents and home care nurses. Journal of Specialties in Pediatric Nursing, 7(1), 7-15.

Qualitative study: This  qualitative study interviewed parents of technology-dependent children and nurses involved in-home care regarding their perceptions of the child. Parenting a technology-dependent child was found to be both similar and dissimilar to parenting of other children. The need to enhance communication between parents and nurses for the benefit of both parents and child was found. (cas)

Oka, S., & Ueda, R. (1998). Stress, emotional support and coping behavior of mothers with disabled pre-school children--mothers at outpatient department. Journal of Medical and Dental Sciences, 45(3), 185-193.

Case-control study: This study examined the difficulties, coping, and well-being of mothers of pre-school-age children using scores on the Home Care Resources Inventory (HCRI). Scores of mothers of children with disabilities were compared to scores of mothers with non-disabled children. Mothers were found to rely on a social support network for strength; lack adequate time for themselves; and benefit from support from other mothers in similar situations, but not from support of professional services. Findings are discussed as support for the concept of empowerment, which the study recommends as a basis for developing clinical care.

Olson, J., & Esdaile, S. (2000). Mothering young children with disabilities in a challenging urban environment. American Journal of Occupational Therapy, 54(3), 307-314.

Qualitative study: This qualitative study interviewed two single, urban, young mothers regarding their experience with mothering babies with physical disabilities. Environmental and emotional influences were found to affect mother’s behaviour. The article discusses findings in terms of the importance of intervention that considers the environmental context of client families. (cas)

Orelove, F. P., Hollahan, D. J., & Myles, K. T. (2000). Maltreatment of children with disabilities: training needs for a collaborative response. Child Abuse & Neglect, 24(2), 185-194.

Survey: This study used a needs assessment instrument tailored for parents, educators, and investigators, to survey respondents about their knowledge of, experience with, and interest in maltreatment of children with disabilities. Knowledge levels were found to be limited, with a need and interest in training. 

The importance of training in this area is discussed.  (cas)

P

Pakenham, K. I., Sofronoff, K., & Samios, C. (2004). Finding meaning in parenting a child with Asperger syndrome: correlates of sense making and benefit finding. Research in Developmental Disabilities, 25(3), 245-264.

Content analysis: This study used content analysis to derive themes from questionnaire responses completed by 59 parents of children with Asperger syndrome. The results revealed 12 sense-making  and 8 benefit themes. The derived themes were correlated to the principle components of McCubbin and Patterson Double ABCX Family Stress model. The meaning variables correlated with components of the model and were related to the processes of social support, self-efficacy, and problem-focused/ emotionally focused coping strategies. (ds)

Palermo, M. T. (2003). Preventing Filicide in Families with Autistic Children. International Journal of Offender Therapy and Comparative Criminology, 47(1), 47-57.

Expert opinion: This commentary addresses cases a number of cases in which parents of children with autism killed their children. It suggests reasons for these filicides and makes suggestions for prevention. (ds)

Parette, H. P., Jr., Hourcade, J. J., & Brimberry, R. K. (1990). The family physician's role with parents of young children with developmental disabilities. Journal of Family Practice, 31(3), 288-296.

Expert opinion: This article describes the important role of the family physician in legislated family- centered care for children with developmental disabilities. Specific recommendations are included and are related to: the introduction of an informal screening protocol; the development of physicians’ communication skills; the use of appropriate language in diagnosis; the presentation of accepting and optimistic attitudes; encouragement of parents’ openness and comfort about their child's problems; and parents understanding of children's unique needs and how parental attitudes affect the child. (cas)

Parish, S. L., Pomeranz-Essley, A., & Braddock, D. (2003). Family support in the United States: financing trends and emerging initiatives. Mental Retardation, 41(3), 174-187.

Cost analysis: The researchers report that spending on family support programs make up only 4% of expenditures on developmental-disability services. However, this small proportion is growing. The suggest that there is  growing support for family-centered services  and more cash subsidies,  (pc)

Parish, S. L., Seltzer, M. M., Greenberg, J. S., & Floyd, F. J. (2004). Economic implications of caregiving at midlife: Comparing parents with and without developmental disabilities. Mental Retardation, 42(6), 413-426.

Group comparison / Longitudinal design: The researchers used data from the Wisconsin Longitudinal Study This study began in 1957 with a random sample of more than 10,000 high school seniors. The group  was surveyed at intervals up to 1992, with 87% of survivors still responding. This allowed the identification of those who had children with developmental disabilities and also siblings and matched controls. As a result this presents a very well designed study for assessing the economic impact of having a child with developmental disabilities on parents. While families of children with disabilities were just as likely to own their own homes and have pensions, their median family incomes were much (23.8%) lower and their median family savings were much (26.7%) lower. Mother's personal income was even more drastically affected. The median for mothers of children with developmental disabilities was less 47.9% lower than for the control group. Only 53% of mothers of children with developmental disabilities ever held a job for more than 5 years consecutively compared to 75% of mothers in the control group. (ds)

Parra, M. M. (2003). Nursing and respite care services for ventilator-assisted children. Caring, 22(5), 6-9.

Program description: This article discusses Pennsylvania's state-funded Ventilator Assisted Children's Home Program which serves technology-dependent infants and children with respiratory disabilities. The program is home-based to allow children to be close to their families. However, nursing and respite care is required for families so that home care does not become stressful and overwhelming. (cas)

Patterson, J., & Blum, R. W. (1996). Risk and resilience among children and youth with disabilities. Archives of Pediatric and Adolescent Medicine, 150(7), 692-698.

Expert opinion/ Review: This literature review considers protective and risk factors for children with chronic, physical disabilities and clinical implications of these factors. It is found that risk and protective factors can be examined at various levels: the condition, the child, the family, and the community. A range of factors, many of which are amenable to change, is found to influence outcomes for these children.  (cas)

Patterson, J. M. (1991). A family systems perspective for working with youth with disability. Pediatrician, 18(2), 129-141.

Expert opinion: This paper advocates the use of a family systems perspective in working with a disabled child. The perspective takes into account reciprocal relationships between the child's disability and family functioning, and emphasizes that treatment requires attention to both of these variables. (cas)

Pearson, V., & Chan, T. W. (1993). The relationship between parenting stress and social support in mothers of children with learning disabilities: a Chinese experience. Social Science and Medicine, 37(2), 267-274.

Group comparison/ Limited controls: This Chinese study of mothers of children with learning disabilities found no relationship between stress levels and social support, although mothers were found to have more stress and less support than mothers in a control group. Parenting stress was also found to be generally higher in China than in the West. Recommendations for further research include examination of mothers’ satisfaction with actual support as opposed to their perception of support available. (cas)

Pelios, L. V., & Lund, S. K. (2001). A selective overview of issues on classification, causation, and early intensive behavioral intervention for autism. Behavior Modification, 25(5), 678-697.

Review: The authors provide an overview of the current understanding of autism including a discussion of theory and possible etiology. They provide information about effective behavioral interventions and present evidence for the use of intensive behavioral intervention. (ds)

Pennington, L., & McConachie, H. (1999). Mother-child interaction revisited: communication with non-speaking physically disabled children. International Journal of Language and Communication Disorders, 34(4), 391-416.

Naturalistic observation study: This study observed and investigated mother-child interactions of children with speech disorders due to cerebral palsy. Child participants were aged 2 to 10 and had no learning difficulties or sensory impairments. Analysis found that mothers were highly directive with children and conversation patterns between mother and child were restricted (even when compared to range of communication in interviews with child and investigator). Non-verbal responses were common in children, but verbal responses were less common and often not fully understood. These finding support the concept of ‘fossilization’ of interactions and the importance of providing augmentative systems and skills to both children and their caregivers. (cas)

Pennington, L., & McConachie, H. (2001). Interaction between children with cerebral palsy and their mothers: the effects of speech intelligibility. International Journal of Language and Communication Disorders, 36(3), 371-393.

Systematic observational study: This study used analysis of videotaped mother-child interactions involving children with speech difficulties due to cerebral palsy to examine the influence of speech intelligibility on roles of parent and child. Children with clearer and more easily understood speech were found to be more active in initiating dialogue and interactions, but mothers in both groups similarly dominated most exchanges. (cas)

Piachaud, D., Bradshaw, J., & Weale, J. (1981). The income effect of a disabled child. Journal of Epidemiology and Community Health, 35(2), 123-127.

Group comparison/ Controlled: This study compared families of children with disabilities to other families using data from a national survey. Families with disabled child had income as a proportion of supplementary benefit that was lower.  (pc)

Pimentel, A. E. (1991). The family system in developmental disabilities. Developmental disabilities in infancy and childhood, 189-196.

Expert opinion: This book chapter stresses the importance of family involvement, family education, family support, and recognition of family differences in care for children with developmental disabilities and their families. First contact, the dynamics of parenting, stages of adjustment, and information gathering are also discussed. (cas)

Pinquart, M., & Sorensen, S. (2005). Ethnic differences in stressors, resources, and psychological outcomes of family caregiving: a meta-analysis. Gerontologist, 45(1), 90-106.

Meta-analysis: This meta-analysis integrated the results of 116 studies of family caregivers. The results suggested a complex relationship between ethnic group membership and caregiving . Generally, caregivers who were members of ethnic minorities had lower socio-economic status, were younger,  were less likely to be a spouse, and more likely to receive informal supports than White caregivers. Asian-American caregivers used fewer formal supports than Non-Hispanic White Caregivers. African-American caregivers reported lower levels of caregiver "burden" and depression than White caregivers. All groups of ethnic minority caregivers reported worse health than their White counterparts. The authors suggest that the needs of these different groups of caregivers are unique. (ds)

Pipp-Siegel, S., Sedey, A. L., & Yoshinaga-Itano, C. (2002). Predictors of parental stress in mothers of young children with hearing loss. Journal of Deaf Studies & Deaf Education., 7(1), 1-17.

Group comparison/ Limited controls: This study used the Parental Stress Index to examine parent stress in 184 mothers (with normal hearing) of children who are deaf or hearing impaired. Stress among these mothers was found to be virtually no different from a group of norm controls. In examining predictors of maternal stress, it was found that stress was affected by perception of substantial daily hassles, frequency of hassles, social support, and family income. Rating on a specific subscale of stress was also increased by the child having additional disabilities. (cas)

Pit-Ten Cate, I. M., & Loots, G. M. (2000). Experiences of siblings of children with physical disabilities: an empirical investigation. Disability and Rehabilitation, 22(9), 399-408.

Survey: This Dutch study interviewed siblings of children with physical disabilities regarding their relationships with siblings, parents, and others. Siblings were not found to experience general difficulties, but did have some difficulties in activities and communication with their disabled sibling, some worry about their sibling’s welfare, and some embarrassment related to the child’s disability in the presence of strangers. Children reported joys as well as problems. Relationships with parents were openly communicative and parents were seen as trying to treat children equally. (cas)

Portland State Univ. OR. Regional Research Inst. for Human Services.[BBB12902]. (1991). Social and Emotional Supports for Children with Disabilities and Their Families. Focal Point, 5(1), 1-12.

Expert opinion: This paper discusses social and emotional issues of children with disabilities and their families. Emphasis is placed on the human needs of the disabled, the value of emotional support, the need for comprehensive services, and the role of families in the development of services. Several brief articles are included. (cas)

Poston, D., Turnbull, A., Park, J., Mannan, H., Marquis, J., & Wang, M. (2003). Family quality of life: a qualitative inquiry. Mental Retardation, 41(5), 313-328.

Qualitative study: This qualitative study identified 10 domains of Family Quality of Life through interviews with families with disabilities, service providers and administrators. The domains are discussed in terms of subdomains, indicators and key points. (cas)

Q

Quine, L., & Pahl, J. (1987). First diagnosis of severe handicap: a study of parental reactions. Developmental Medicine & Child Neurology, 29(2), 232-242.

Survey: This study interviewed 190 parents of children with mental retardation regarding how disclosure was originally made. Most parents were found to have received original diagnosis from a doctor. Most (two thirds of) parents were dissatisfied with how they were told about child's MR. Parents were more likely to be satisfied if the diagnosis was made early, and the time of diagnosis depended mostly on the child's condition. Recommendations for supporting and exercising sensitivity with parents are included. (cas)

R

Racino, J. A. (1998). Innovations in family support: What are we learning? Journal of Child and Family Studies, 7(4), 433-449.

Qualitative study/ Case Study/ Multiple Case Study with Participant Observation: The researchers conducted interviews with the members of six families and collected observations in their homes, schools, service agencies, and other settings. They recorded the establishment of a family-support program. More than access to any specific service, families valued being listened to and respected by the family support program. Families appreciated genuinely family-centered services. Families liked cash subsidies not only because they provided flexibility but also because they demonstrated trust in families. (ds)

Rahi, J. S., Manaras, I., Tuomainen, H., & Hundt, G. L. (2004). Meeting the needs of parents around the time of diagnosis of disability among their children: evaluation of a novel program for information, support, and liaison by key workers. Pediatrics, 114(4), e477-482.

Program evaluation: This study describes a key worker program for families of children with severe visual impairment and provides information from a systematic evaluation of the program. The evaluation interviews identified some potential critical features of successful programs. (ds)

Ramritu, P. L., & Croft, G. (1999). Needs of parents of the child hospitalised with acquired brain damage. International Journal of Nursing Studies, 36(3), 209-216.

Qualitative study: The researchers interviewed 34 parents of 28 children treated at a pediatric hospital for acquired brain injury. Three major themes focused on services that facilitated their children's recovery, services that facilitated family adjustment to their child's injury and subsequent disability, and services that helped support family functioning. (ds)

Rehm, R. S., & Bradley, J. F. (2005). Normalization in families raising a child who is medically fragile/technology dependent and developmentally delayed. Qualitative Health Research, 15(6), 807-820.

Qualitative synthesis: The authors synthesized data from families of children with chronic health conditions and families of children with developmental disabilities. Developmental disabilities compounded and complicated other chronic conditions. For some children with chronic health conditions and developmental delays, the challenges had a profound effect on families' lives and participation in various activities. These families acknowledged and valued normal aspects of their lives but also acknowledged that their lives were necessarily atypical. (ds)

Reid, S. (1999). The Assessment of the Child with Autism: A Family Perspective. Clinical Child Psychology And Psychiatry, 4(1), 63-78.

Program description: This article describes a psychodynamic approach to autism focused on the impact of autism on the family. The approach was developed through the Tavistock Autism Research Workshop. The use of observation and counter-transference is emphasized. (cas)

Reyes-Blanes, M., Correa, V. I., & Bailey, D. B. (1999). Perceived needs of and support for Puerto Rican mothers of young children with disabilities. Topics in Early Childhood Special Education, 19(1), 54-62.

Group comparison/ Limited controls: This study used the ABILITIES index, the Family Needs Survey, and the Family Support Scale to compare needs of and support services for Puerto Rican mothers of children with disabilities to those of their American counterparts in Florida. No differences in needs were found between the Puerto Rica and Florida sample in needs, but more services were available in Florida.  (cas)

Rieger, A. (2004). Explorations of the functions of humor and other types of fun among families of children with disabilities. Research & Practice for Persons with Severe Disabilities, 29(3), 194-209.

Qualitative study: The author interviewed 30 members of six families on the role of humor in families of children with developmental disabilities. Family members found that humor played a number of functions: (a) a means of releasing negative or difficult emotions, (b) a way of learning or reaching a deeper understanding, (c) a method of problem solving, (d) a way of connecting with others, (e) a form of communication, (f) a means of defending against disparagement by others, (g) an expression of freedom, (h) a method of building optimism, positive appraisals, and hope, and (i) a means of discovering or exercising a playful aspect of themselves.

Rieger, A. (2004). "Make it just as normal as possible with humor". Mental Retardation, 42(6), 427-444.

Qualitative study: The author interviewed members of three families on the role of humor in families of children with developmental disabilities. The members of these families found that humor played a vital role  in lessening tension and stress, enhancing feelings of safety and freedom, reducing pain, expressing emotion, promoting acceptance by others, diminishing tragedy, and coping with disability. This article is unique in its focus on the importance of humor. (ds)

Risdal, D., & Singer, G., H. S. (2004). Marital adjustment in parents of children with disabilities: A historical review and meta-analsyis. Research & Practice for Persons with Severe Disabilities, 29(2), 95-103.

Meta-analysis: This study provides a well-developed meta-analysis of studies comparing families of children with and without disabilities on divorce rates and marital quality. It concludes that having a child with a disability has a very small but statistically significant negative effect on marriage. While the meta-analysis is generally well done and useful, there are some concerns that may distort results. (1) Several studies appear to have been omitted that provide more optimistic views of marriages of children with disabilities and the reason for their omission is unclear. (2) Studies included are of unequal size so that one or two studies have vastly disproportionate effects on the results. (3) Some studies included do not control for social-economic or cultural differences in demographics that provide alternative explanations for the results. The authors assume that a correlation between divorce rates and disabilities indicate that a causal effect between the child's disability and parental divorce.  Nevertheless, based on the 6 divorce rate studies included, 13.2% of parents of children without disabilities and 14.9% of families of children with disabilities were divorced. (ds)

Roberts, R. N., Wasik, B. H., Casto, G., & Ramey, C. T. (1991). Family support in the home. Programs, policy, and social change. American Psychologist, 46(2), 131-137.

Review/ Expert opinion: The authors of this 1991 article review information on family support programs and promote a coordinated national policy on family support.  (pc)

Robison, J., Moen, P., & Dempster-McClain, D. (1995). Women's caregiving: changing profiles and pathways. Journal of Gerontology, Series B, Psychological Sciences Social Sciences, 50(6), S362-373.

Group comparison: This study uses panel data pertaining to four different birth cohorts (1956-1986) to examine changes in women's caregiving experiences and assess relative chances of becoming caregivers. Differences were found between age groups: earlier generations were more likely to assume a caregiving role. Traditional lifestyles were also associated with a higher probability of becoming a  caregiver, but employment is also positively related to caring. More in-depth analysis is conducted. (cas)

Rodrigue, J. R., Morgan, S. B., & Geffken, G. R. (1992). Psychosocial adaptation of fathers of children with autism, Down syndrome, and normal development. Journal of Autism & Developmental Disorders, 22(2), 249-263.

Group comparison: This study compared performance on measures of psychosocial adaptation among fathers of children with Autism, matched fathers of children with Down syndrome, and normal controls. Some group differences were found in intrapersonal and family functioning. Information-seeking and fantasy-based coping strategies were used more by parents of children with DS and Autism, and these fathers also experienced greater impact on finances and family activities. Results suggest fathers respond relatively well to demands.  (cas)

Roeyers, H., & Mycke, K. (1995). Siblings of a child with autism, with mental retardation and with a normal development. Child Care Health and Development, 21(5), 305-319.

Group comparison/ Limited controls: In this study, siblings of children with autism or mental retardation or of non-disabled children were compared on reports of their sibling relationship and stress. All groups were found to report about the same frequency of stressors related to their sibling, but children with siblings with disabilities reported more positive sibling relationships than others. In the group of siblings of children with autism, an association between knowledge of the autistic disorder and the quality of the sibling relationship was also apparent. (cas)

Roizen, N. J., Blondis, T. A., Irwin, M., Rubinoff, A., Kieffer, J., & Stein, M. A. (1996). Psychiatric and developmental disorders in families of children with attention-deficit hyperactivity disorder. Archives of Pediatrics and Adolescent Medicine, 150(2), 203-208.

Group comparison: This study obtained family histories through brief interviews of parents of pediatric patients to examine the possibility of correlations between histories and prevalence of ADHD or Down syndrome in children. Children with ADHD were found to be more likely to have parents with problem conditions (such as substance abuse, depression, delinquency, learning disabilities and ADHD) than children with DS. Implications for early intervention are discussed. (cas)

Romans-Clarkson, S. E., Clarkson, J. E., Dittmer, I. D., Flett, R., Linsell, C., Mullen, P. E., et al. (1986). Impact of a handicapped child on mental health of parents. British Medical Journal (Clin Res Ed), 293(6559), 1395-1397.

Group comparison: This cross-sectional study compared mental health in parents of preschool children with disabilities and parents of non-disabled children. Mothers but not fathers of children with disabilities showed increased risk of symptoms of mental illness.  (cas)

Rosenbaum, P. L., Armstrong, R. W., & King, S. M. (1987). Parental attitudes toward children with handicaps: new perspectives with a new measure. Journal of Developmental and Behavioral Pediatrics, 8(6), 327-334.

Validation study: This study conducted at McMaster University reports on the development and evaluation of a 30-item self-report questionnaire intended to assess parents attitudes toward children with disabilities. Evaluation of the measure is positive and it is found to detect differences in attitude related to gender, culture, experience with disability, disability type, and parental education and occupation. Practical applications are discussed. (cas)

Rosenthal, J. A., Groze, V., & Morgan, J. (1996). Services for families adopting children via public child welfare agencies: use, helpfulness, and need. Children and Youth Services Review, 18(1/2), 163-182.

Survey: This study reports data from  survey of families who adopted children in Oklahoma, Illinois and Iowa.  Four hundred and eighty-seven adoptive mothers (87%) and 75 adoptive fathers (13%) responded regarding 308 sons (55%) and 254 daughters (45%). Seventy-six percent (417) of families were receiving medical adoptive subsidies and 71% (383) were receiving financial subsidies. Most of the adopted children had special needs. The study found that about one-third (32%, 171 of 571) of the parent adopters including both the foster-parent adopters and those who had not been foster parents to their adopted child desired more information than had been provided.  They wanted more information on birth parent's backgrounds, abuse/neglect history, and medical conditions.  Most parents felt that receiving financial and medical subsidies as post-adoptive supports is essential or important.  Most  (81%) families with children with disabilities responded that time with other adoptive parents was very helpful.  (wi/ds)

Rousey, A., Best, S., & Blacher, J. (1992). Mothers' and fathers' perceptions of stress and coping with children who have severe disabilities. American Journal on Mental Retardation, 97(1), 99-110.

Group comparison/ Limited controls: This study used the Questionnaire on Resources and Stress (QRS-F) to compare stress between mothers and fathers of children with special needs. The validity of the QRS-F was supported for both mothers and fathers and little difference in responses was apparent between genders. (cas)

Russell, P. (1990). Honeylands: Developing a service for families with children with disabilities and special needs. Children & Society, 4(1), 28-34.

Program description: This article describes the development of a family-focused program of early intervention serving children with developmental disabilities and their families in the community. The concepts of a home therapist and coordination of services are described. Parent evaluations, including barriers to involvement, are included. Implications are discussed in the context of prerequisites for care system change, as described by F. S. Brimblecombe and P. Russell (1987). (cas)

Rycus, J. S., & Hughes, R. C. (1998). Developmental Disabilities and Child Welfare. 135.

Expert opinion: This 135-page monograph by the Child Welfare League of America has chapters on different types of major disabilities (such as cerebral palsy, epilepsy, mental retardation, spina bifida, etc.) as well as on the basics of disabilities (such as definitions and causes), the myths of disabilities, and the need for effective services and crisis intervention theory. (cas)

S

Saigal, S., Burrows, E., Stoskopf, B. L., Rosenbaum, P. L., & Streiner, D. (2000). Impact of extreme prematurity on families of adolescent children. Journal of Pediatrics, 137(5), 701-706.

Survey: This cross-sectional study surveyed parents of teenaged children who were of extremely low birth weight regarding the impact of the child’s illness on the family and attitudes about treatment of children with borderline viability. Respondents were then compared to matched controls on demographic characteristics. ELBW children were found to have more positive and negative effects on parents’ marriage; have more negative emotional effects on parents’ and other family members; and to have brought their families closer together than controls. Generally, parents of ELBW children were found to adjust well to their family life and work, supporting care for high-risk infants. Both groups of parents had positive attitudes toward treatment of ELBW children, although this was a slightly higher proportion in the index group, and both groups named parents as appropriate decision-makers.  (cas)

Salisbury, C. L. (1990). Characteristics of users and nonusers of respite care. Mental Retardation, 28(5), 291-297.

Group comparison/ Limited controls: The researcher used a sample of 105 biological mothers of children with mild-to-moderate and severe-to-profound developmental disabilities to compare differences between those who use a lot of respite care and those who use little respite care. Regardless of the severity of disability, most mothers used respite care infrequently. Predicted service needs based on the level of the child's disability was not useful predictor of service utilization.  (pc/ds)

Saloviita, T., Italinna, M., & Leinonen, E. (2003). Explaining the parental stress of fathers and mothers caring for a child with intellectual disability : a double ABCX Model. Journal of Intellectual Disability Research, 47(4/5), 300-312.

Survey: The aim of this study was to predict the adaptation of fathers and mothers caregiving for a child with an intellectual disability using the components of the Double ABCX Model of family adaptation. These components included perceived family demands associated with the child (aA), perceived family adaptive resources (bB) and family definition of the situation (cC).  The questionnaire, which consisted of three different forms, one to be answered by the mother, one by the father and one by both together were sent to the families whom the child with ID lives with. The results shows that  various family resources have a significant contribution to family adaptation; spousal support has been an important factor in family adaptation for both fathers and mothers; informal support has been important for parents of children with disabilities; formal support from authorities has less significance in terms of stress reduction; negative coping strategies had a significant role in the prediction of parental stress.  A negative appraisal or definition of the situation was strongly associated with parental stress. (wi)

Sanders, J. L., & Morgan, S. B. (1997). Family Stress and Adjustment as Perceived by Parents of Children with Autism or Down Syndrome: Implications for Intervention. Child & Family Behavior Therapy, 19(4), 15-32.

Group Comparison: This study compared three groups of 18 families of children with autism, Down syndrome, or no identified disability. Parents of children with autism indicated the highest levels of stress and parents of children without disabilities indicated the lowest stress levels. The parents of both groups of children with disabilities, however, appeared to be resilient and adapting well. (ds)

Sandler, A. G., Warren, S. H., & Raver, S. A. (1995). Grandparents as a source of support for parents of children with disabilities: a brief report. Mental Retardation, 33(4), 248-250.

Correlational study: The authors measured emotional adjustment and perceived emotional and instrumental report in parents and grandparents of children with developmental disabilities. The found a positive relationship between support by grandparents and emotional adjustment of parents. Grandparents helped most by babysitting and buying clothes.  (pc)

Santamour, N. M. (2000). Rearing a child diagnosed with a Pervasive Developmental Disorder: An investigation of psychosocial adaptation and age related issues. (family systems, parents, developmental age, stress). Dissertation Abstracts International: Section B: the Sciences & Engineering, 60(7-B), 3597.

Group comparison: This cross-sectional study surveyed 43 mothers of children with Pervasive Developmental Disorder to examine effects of the child’s disability on their family members’ individual, interactional, and interpersonal psychosocial adjustment. Compared to instrument norms, mothers of children with PDD were found to report high levels of stress related to child’s personality or behavioral issues; limits on family opportunities resulting from child’s disability; and life long care demands of the child. Stressors increased with group age into adolescence. However, coping was generally found to be good, and family cohesion was not affected. Social and community resources are identified as playing an important role in mediating family stress. (cas)

Sanua, V. D. (1983). Infantile Autism and Childhood Schizophrenia: Review of the Issues from the Sociocultural Point of View. Social Science & Medicine, 17(21), 1633-1651.

Systematic review:  This early review of autism is included in this bibliography to because it points out that the definition and diagnosis has never been clear or stable. The definition has been loose, unstable, and inconsistently applied, which, as the author points out, has led to many hard-to-explain and contradictory findings. (ds)

Satterwhite, B. B. (1978). Impact of chronic illness on child and family: An overview based on five surveys with implications for management. International Journal of Rehabilitation Research, 1(1), 7-17.

Survey/ Multi-study synthesis: The authors combined findings from five different surveys of parents of children with chronic health conditions (i.e., mixed diagnosis, juvenile arthritis, kidney disease, asthma, and chronically ill samples).Their review reported  worry (75-97% of parents), financial problems (46-90% of parents), fatigue (31-65% of parents), change in sleeping arrangement (17-31% of parents), change in furnishings (15-40% of parents), less social  life for parents (12-35% of parents), restrictions on travel (13-40% of parents), parental friction (9-20% of parents), perceived sibling neglect (10 -20% of parents), sibling resentment (10-25% of parents), embarrassment (12- 20% of parents),and  interference from relatives (5-17% of parents). They suggested early identification of families at-risk, who might require support, assurance that services are available and families know about service availability, provision for outreach services, when required. (pc/ds)

Saylor, C. F., Elksnin, N., Farah, B. A., & Pope, J. A. (1990). Depends on who you ask: what maximizes participation of families in early intervention programs. Journal of Pediatric Psychology, 15(4), 557-569.

Survey/ Group comparison: This study investigated useful procedures for increasing participation of young children with special needs in early intervention The study was conducted in two parts. In part 1, a survey of professionals regarding endorsed techniques found a high rating of verbal praise and encouragement, written and resource materials, but not tangible reinforcement; while in part 2, a survey of mothers of high-risk children gave higher ratings to tangible reinforcers and logistical support.  Comparisons and implications of these findings are discussed.  (cas)

Saywell, R. M., Jr., Zollinger, T. W., Schafer, M. E., Schmit, T. M., & Ladd, J. K. (1993). Children with special health care needs program: urban/rural comparisons. Journal of Rural Health, 9(4), 314-325.

Survey/ Program description/ evaluation/ needs assessment: The researchers describe the Indiana Children with Special Health Care Needs program, and present the results of a survey of families using the program. Over 6,400  surveys were sent out and 2,722 were returned. About 605 of respondents were in urban areas and about 40% were in rural areas. Access  to care was poor or fair in rural areas. Respite care, childcare, support groups, and other nonmedical services were particularly difficult to access in rural areas.  (pc)

Schilling, R. F., 2nd, Schinke, S. P., & Kirkham, M. A. (1985). Coping with a handicapped child: differences between mothers and fathers. Social Science and Medicine, 21(8), 857-863.

Expert opinion/ Review: This article discusses differences in coping styles between mothers and fathers. The authors argue for more research to better understand the differences between mothers and fathers. (cas)

Schopler, E., Short, A., & Mesibov, G. (1989). Relation of behavioral treatment to "normal functioning": comment on Lovaas. Journal of Consulting and Clinical Psychology, 57(1), 162-164.

Expert opinion: This commentary is a critique of the Lovaas (1987) article on long-term outcomes of early intensive behavioral intervention (EIBI). The authors point out problems with the original study related to the outcome measures, assignment of participants to treatment and control groups, and differences in participant groups, They conclude that these problems make it impossible to draw conclusions about EIBI from the Lovaas article. (ds)

Schraeder, B. D., Heverly, M. A., & O'Brien, C. (1996). The influence of early biological risk and the home environment on nine-year outcome of very low birth weight. Canadian Journal of Nursing Research, 28(4), 79-95.

Prospective outcome study: This study followed 9-year-old very low birth weight children to examine possible effects of medical risk and home environment on cognitive and academic outcomes. Quality of the home environment was found to be an important predictor, but medical risk did not show an effect. Parental responsivity, parent support for learning, parent involvement with the child, exposure to diverse experiences, and presence of a father figure all appeared to improve outcomes. (cas)

Schreibman, L. (2000). Intensive behavioral/psychoeducational treatments for autism: research needs and future directions. Journal of Autism and Developmental Disorders, 30(5), 373-378.

Expert opinion/ Review: The author of this review provides expert opinion on features of behavioral programs that are most likely to be associated with best outcomes for young children with autism. The author suggests a research agenda for refining our understanding of beat practices. (ds)

Schuler, M. E., Nair, P., & Kettinger, L. (2003). Drug-exposed infants and developmental outcome: effects of a home intervention and ongoing maternal drug use. Archives of Pediatric and Adolescent Medicine, 157(2), 133-138.

Group comparison/ Outcome study: This study compared developmental outcomes for drug-exposed infants with substance-abusing mothers who either did or did not receive a program of intervention, consisting of frequent home visits from trained visitors.  The Bayley Scales of Infant Development were used to assess development at 6, 12, and 18 months. Though both groups deteriorated in their performance on the test, the infants in the intervention group scored higher on Mental (MDI) and Psychomotor subscales. Infants whose mothers continued to use cocaine and/or heroin had lower MDI scores. (cas)

Schwartz, C. (2003). Parents of children with chronic disabilities: The gratification of caregiving. Families in Society: The Journal of Contemporary Human Services, 84(4), 576-584.

Group comparison/ Limited controls:  This study compared 93 parents of children with mental illnesses to 74 parents of children with physical disabilities and studied the relationship between objective demands, perceived gratification, and stress. While total gratification scores were significantly higher for parents of children with physical disabilities, both groups of parents reported gratification from their caregiving experiences.  Gratification was particularly associated with (a) a sense of fulfilling the role of parent, (b) establishing a better idea of what is truly important in life, (c) learning about one's own inner strengths, (d) becoming aware of one's own personal limitations, (e) learning new skills and activities, (f) feeling satisfied that one is doing the right thing, (g) experiencing personal growth, and (h) gaining self-confidence. Gratification was not related to objective caregiving burden but was related to perceived caregiving burden. The author suggests that many caregivers achieve a sense of self-actualization that goes well beyond mere acceptance, similar to what others have described as transformation. Parents who were more disadvantaged economically and were in worse health reported greater gratification from caregiving activities. (ds)

Schwartz, C., & Gidron, R. (2002). Parents of mentally ill adult children living at home: rewards of caregiving. Health and Social Work, 27(2), 145-154.

Survey/ Small nonrandom sample: This study surveyed 93 parents of adults with disabilities regarding the rewards of their experience of caregiving. All parents reported that their child helped and supported them, but more benefits were perceived from the fulfillment of parental duties and increased self-awareness. The subjective and objective burdens of the child's disability did not affect these benefits. (cas)

Scorgie, K., & Sobsey, D. (2000). Transformational outcomes associated with parenting children who have disabilities. Mental Retardation, 38(3), 195-206.

Survey: The researchers surveyed 80 parents of children with developmental disabilities using an instrument constructed from the qualitative analysis of 15 interviews with parents of children with disabilities. Parents described positive transformations, major changes in the ways that they thought and behaved, in three major areas. First, perspectival transformations included changes in philosophy, spiritual beliefs or worldview. Second, personal transformations described personal-growth experiences. Third, relational transformations described changes in social interactions. (ds)

Scorgie, K., Wilgosh, L., & Sobsey, D. (2004). Transformational outcomes and effective life management strategies in parents of children with autism. Exceptionality Education in Canada, 14(1), 43-61.

Survey:  The researchers surveyed 62 parents of children and adults with autism and compared results to findings from parents of children and adults with other disabilities. Parents of children with autism were of particular interest because this group of children has sometimes been viewed as presenting unique challenges for families. Like the parents of other children with disabilities, however, these parents of children with autism described many positive aspects of their experiences, including positive transformations in their understandings of the world, personal growth, and social behaviour. The findings of these positive outcomes should not be viewed as negating other research on negative aspects of parental experience, but should be considered an additional, related but somewhat independent area of parental experience. (ds)

Seltzer, M. M., Greenberg, J. S., Floyd, F. J., Pettee, Y., & Hong, J. (2001). Life course impacts of parenting a child with a disability. American Journal on Mental Retardation, 106(3), 265-286.

Group comparison / Longitudinal design: The researchers used data from the Wisconsin Longitudinal Study This study began in 1957 with a random sample of more than 10,000 high school seniors. The group  was surveyed at intervals and up to 1992, with 87% of survivors still responding. Parents of children with developmental disabilities had lower rates of employment, larger families, and lower rates of social participation but did not differ from controls in educational and marital status, physical health, and psychological well-being. Parents whose child had a serious mental health problem did not differ from controls in educational and occupational attainment and marital status, but had more physical symptoms, depression, and alcohol symptoms at mid-life. (ds)

Settle, W. (1992). Perceptions of parents of handicapped children concerning nurses and the health care system as it affects them. AARN News Letter, 48(7), 10-13.

Unclassified: This article discusses how Home Care Programs in Alberta have resulted in children with disabilities relying on nurses, instead of social workers, for assessment. This new role for nurses and change of program for families has resulted in some issues arising.  This 1992 study of parent's views of Social Workers and Nurses working on the then new Handicapped Children Services Program attempts to identify these issues, in the interests of properly preparing nurses to build relationships with families.  (cas)

Seybold, J., Fritz, J., & MacPhee, D. (1991). Relation of social support to the self-perceptions of mothers with delayed children. Journal of Community Psychology, 19(1), 29-36.

Survey/ Small nonrandom sample: This study surveyed 63 mothers of young children with disabilities regarding their self-perceptions as well as the type and function of their support networks. Mothers of children with disabilities were found to report more support and more satisfaction with support when the child was less severely disabled. Increases in family resources were associated with a greater use of formal supports. Satisfaction with support was related to mothers’ parenting confidence. Practical implications are discussed. (cas)

Sgandurra, C. A. (2001). The relationship between family functioning and sibling adjustment in families with a child with a developmental disability. Dissertation Abstracts International: Section B: the Sciences & Engineering, 62(3-B), 1598.

Group comparison/ Limited controls: This study investigated how family functioning variables may mediate the effects of a child with developmental disabilities on the socio-emotional adjustment of their non-disabled siblings. Questionnaires measuring family functioning, adjustment of siblings, or family variables were administered to families with children who did or did not have a disability and results were compared. Groups were found to be similar to one another on overall family functioning and siblings’ adjustment. However, self-concept was found to be slightly lower in siblings of children with disabilities due to differences in family problem-solving communication. Within groups, severity of disability and family functioning predicted adjustment. Services supportive of family functioning and communication and positive siblings relationships are discussed as an extension of the findings. (cas)

Sharieff, G. Q., Hostetter, S., & Silva, P. D. (2001). Foster parents of medically fragile children can improve their BLS scores: results of a demonstration project. Pediatric Emergency Care, 17(2), 93-95.

Pretest-posttest study: This study examined the comfort and performance level of foster parents of medically fragile children with regard to CPR, foreign body removal, and seizure handling both before and after a training session. Comfort level was self-reported, but performance level was measured in a series of mock situations. In all areas, parents' performance made substantial gains in performance after the training. However, in FBR, where the most substantial performance gains were seen, comfort level did not improve (as it did in CPR and seizure handling). (cas)

Sharpe, D., & Rossiter, L. (2002). Siblings of children with a chronic illness: A meta-analysis. Journal of Pediatric Psychology, 27(8), 699-710.

Meta-analysis: The authors identified fifty-one studies and computed effect sizes for 103 variables comparing siblings of children with chronic illness to other children. They found modest negative effects. there was great variability in effects. Parents’ reports were more negative than siblings’ self-reports. Siblings of children with chronic health problems experienced more depression and had lower cognitive performance scores than other children. Chronic illnesses that required treatment that interfered with day-to-day family function were most likely to be associated with negative effects. Many studies had methodological weakness. (ds)

Shea, V. (2004). A perspective on the research literature related to early intensive behavioral intervention (Lovaas) for young children with autism. Autism, 8(4), 349-367.

Expert opinion/ Systematic review: The author reviews the literature on Early Intensive Behavioral Intervention and finds that their is little basis for concluding the extreme gains that were suggested in the original Lovaas (1989) outcome study. (ds)

Sheps, S. B., & Robinson, G. C. (1981). Children with developmental handicaps: the gap between suspicion and registration in a program of care. Canadian Journal of Public Health, 72(3), 199-206.

Expert opinion: This article suggests a gap in registration for special care at a crucial time of development.  (cas)

Shonkoff, J. P., & Hauser-Cram, P. (1987). Early intervention for disabled infants and their families: a quantitative analysis. Pediatrics, 80(5), 650-658.

Meta-analysis: The authors selected 31 selected studies on the effectiveness of early intervention with children with a variety of disabilities that met their criteria. Taken together the 31 articles produced strong evidence that these programs were effective. Family-centered programs and programs that worked with parents and children appeared more effective than programs that worked only with children. The authors caution that limited descriptions of the children and families served and the restricted range of outcomes studied make generalization of these findings questionable. (pc)

Simms, M. D., & Horwitz, S. M. (1996). Foster home environments: a preliminary report. Journal of Developmental and Behavioral Pediatrics, 17(3), 170-175.

Regression analysis: This study visited 28 homes of children aged 2- to 6-years in order to evaluate the quality of developmental and emotional stimulation in their foster home. The HOME scale was applied, and 18% of homes were found to be understimulating, largely due to a lack of play materials and limited parent-child interaction. Analysis found that income level of the foster home was the only significant predictor of low HOME scores. The research concludes that there is much variation in the quality of foster homes and that appropriate support for foster parents could be used to improve environments. (cas)

Singer, G. H. (2002). Suggestions for a pragmatic program of research on families and disability. Journal of Special Education, 36(3), 148-154.

Review: The author provides a review of research trends on families of children with disabilities and makes suggestions for the research agenda. He suggests that researchers should emphasize experimental trials and multifaceted evaluations, respect and incorporate family members' knowledge, shift to greater focus on positive aspects of family adaptation, study parent-to-parent programs, address policy and program evaluation, study informational needs of parents, and develop better instruments and statistical methods for studying families. (ds)

Singh, D. K. (2000). Families of Children with Mental Retardation: Effective Collaboration. 17.

Group comparison/ Limited controls: The researcher compare mothers of 191 children with spina bifida to mothers of 145 children with intellectual disabilities. Mothers of children with intellectual disabilities appear to report more health and mood problems than mothers of children with spina bifida.  Mothers of children with intellectual disabilities also worried more about their children. (pc/ds)

Sivberg, B. (2002). Family System and Coping Behaviors: A Comparison between Parents of Children with Autistic Spectrum Disorders and Parents with Non-Autistic Children. Autism, 6(4), 397-409.

Group comparison/ Limited controls: This study used psychological tests to assess stress and coping in parents of children with autism. Lower levels of coping were found to be associated with higher levels of stress and families of children with ASD also had greater family stress. Coping behaviour also differed between groups. An interactive model of parent-child relationships is used in the interpretation of these findings. (cas)

Sloman, L., & Konstantareas, M. M. (1990). Why families of children with biological deficits require a systems approach. Family Process, 29(4), 417-429.

Expert opinion: This article challenges conventional views of family functioning of families that include a child with disabilities. The author points out that the presence of a child with a disability might not be the primary cause of family difficulties. A modified family system approach is suggested for services and is contrasted with deficits of current models. (cas)

Sloper, P. (1999). Models of service support for parents of disabled children. What do we know? What do we need to know? Child Care Health and Development, 25(2), 85-99.

Expert opinion: This article identifies, describes, and evaluates models of holistic support that can be of help to families of children with developmental disabilities whose needs remain unmet in spite of clear research on the nature of needs and services. (cas)

Sloper, P., & Turner, S. (1992). Service needs of families of children with severe physical disability. Child Care Health and Development, 18(5), 259-282.

Survey: This study surveyed 107 families of young children with severe physical disability regarding services available, services used, satisfaction with services, and service needs. Families were found to use many services and contact with services was frequent. However, some needs remained unmet, especially those in relation to information. High levels of strain, low family resources, and the presence of mental retardation in the child were correlated with increased levels of unmet needs. The findings are discussed in terms of practical implications for provision of services, including a ‘link’ person to assist parents. (cas)

Sloper, P., & Turner, S. (1993). Determinants of parental satisfaction with disclosure of disability. Developmental Medicine & Child Neurology, 35(9), 816-825.

Survey: This study interviewed 103 parents of children with a severe physical disability regarding their experiences with initial disclosure of the child’s diagnosis. Only 37% of parents expressed satisfaction with the delivery of this information. Satisfaction was correlated with positive characteristics of the professional; with sufficient information and feedback; and with a manual social-class background. Timing of disclosure was not found to be related to satisfaction. Results are interpreted in terms of the importance of the parent-professional interaction and appropriate emphasis on communication skills in medical training. (Cas)

Sloper, P., & Turner, S. (1993). Risk and resistance factors in the adaptation of parents of children with severe physical disability. Journal of Child Psychology and Psychiatry, 34(2), 167-188.

Group comparison: The researchers compare mothers to fathers of children with severe physical disabilities. The results indicate increase in psychological distress in both parents, but more in mothers. Personality factors, coping strategies, life events and socio-economic disadvantage appear to influence distress levels for both parents. (pc/ds)

Smigielski, P. A., & Parton, E. (1992). A home health record for children with chronic health conditions. Journal of Pediatric Health Care, 6(3), 121-126.

Expert opinion: The authors of this article summarize reasons for improving communication between health care professionals and families of children with chronic health conditions or disabilities. They introduce a home health record for families to summarize information and to keep available for health care providers while traveling or while interacting with various service agencies requiring health information. (ds)

Smith, B., Chung, M. C., & Vostanis, P. (1994). The path to care in autism: is it better now? Journal of Autism & Developmental Disorders, 24(5), 551-563.

Group comparison/ Limited controls: This UK study compared results of two cohorts of families of children with autism, one of families of children age 0- to 9- years and the other of families of children aged 10- to 19-years, on surveys pertaining to the detection of autism, diagnosis, support received, and educational provision. The comparison is intended to detect changes in the situation over the last two decades. Findings  indicate improvement in referral, diagnosis, and state monitoring for autistic children but post-referral support and services has changed little. Many improvements still need to be made.  (cas)

Smith, M. J., Caro, F. G., & McKaig, K. (1988). The role of home care service in family care of developmentally disabled children: an exploratory study. Home Health Care Services Quarterly, 9(1), 117-134.

Survey: This article promotes home care services for families of children with developmental disabilities through the exploratory study of a small sample of families in New York City. Benefits of home care are discussed. (cas)

Smith, T., Eikeseth, S., Klevstrand, M., & Lovaas, O. I. (1997). Intensive behavioral treatment for preschoolers with severe mental retardation and pervasive developmental disorder. American Journal on Mental Retardation, 102(3), 238-249.

Group comparison/ Limited controls: This outcome study assessed outcomes for preschoolers with both severe mental retardation and autism. who received early intensive behavioral intervention (EIBI, N=11) and a control group who received less intensive treatment. The EIBI group attained higher IQs and had more expressive speech. Behavior problems were reduced in both groups. Overall the EIBI group made meaningful gains but remained very delayed and continued to have autistic features. The results of this study show value to intensive early intervention but fall far short of the results reported in Lovaas (1987) outcome study. (ds)

Smith, T., Groen, A. D., & Wynn, J. W. (2000). Randomized trial of intensive early intervention for children with pervasive developmental disorder. American Journal on Mental Retardation, 105(4), 269-285.

Randomized group comparison: This study randomly assigned young children with autism spectrum disorder to early intensive behavioral intervention  (EIBI) or parent training. The EIBI received an average of 24.52 hours of training for one year and hours of EIBI were gradually reduced over the next one to two years. The EIBI group had better post-treatment outcome performance on intelligence, visual spatial skills, language, and academics but there were no group differences in adaptive behavior or maladaptive behavior. Children with pervasive developmental disorders not otherwise specified generally did better than those with diagnoses of autism partially contributing to the group differences. In general, this study provides support for the value of EIBI but suggests far less gain than the original Lovaas (1987) outcome study. However, the fact that the treatment group received well under the recommended 40 hours per week of EIBI limits this study as a test of the value of EIBI. (ds)

Smith, T. B., Innocenti, M. S., Boyce, G. C., & Smith, C. S. (1993). Depressive symptomatology and interaction behaviors of mothers having a child with disabilities. Psychological Reports, 73(3 Pt 2), 1184-1186.

Mixed method: This study found an increased prevalence of signs of depression among mothers of children with disabilities as compared to normal controls, but no effects were found on mother-child interaction or developmental status.  (cas)

Smith, T. B., Oliver, M. N., & Innocenti, M. S. (2001). Parenting stress in families of children with disabilities. American Journal of Orthopsychiatry, 71(2), 257-261.

Regression analysis: This study of parenting stress in 880 families of children with disabilities assessed families using measures of child and family functioning. The research suggests that income, amount of time given for family-child interaction, and social support are the best predictors of child functioning. (cas)

Snowdon, A. W., Cameron, S., & Dunham, K. (1994). Relationships between stress, coping resources, and satisfaction with family functioning in families of children with disabilities. Canadian Journal of Nursing Research, 26(3), 63-76.

Survey: This study surveyed 50 Canadian families who received respite care for children with developmental disabilities in order to examine relations between stress, coping abilities, child characteristics, and family functioning in these families. The families in the study were found to experience significant stressors related to behavior problems and severity of child's condition. Parents reported satisfactory coping resources in terms of mastery, health, hardiness, esteem, and communication. Social support of spouses and friends were important for family functioning.  (cas)

Spalding, K., & McKeever, P. (1998). Mothers' experiences caring for children with disabilities who require a gastrostomy tube. Journal of Pediatric Nursing, 13(4), 234-243.

Qualitative study: This qualitative study analyzed results of interviews with twelve mothers of children with severe disabilities regarding their experiences with feeding by gastrostomy tube. Mothers were found to describe gastrostomy feeding as involving a great deal of stress. Experiences were characterized first by the draining task of confirming the child’s feeding problem and exhausting alternatives; and then by  gastrostomy tube insertion, which was associated with disappointment, but also relief. Discussion of mothers' suggestions for improving services is included, as well as  practical and research application of the findings. (cas)

Sperry, L. A., Whaley, K. T., Shaw, E., & Brame, K. (1999). Services for young children with autism spectrum disorder: voices of parents and providers. Infants & Young Children., 11(4), 17-33.

Qualitative study: This article analyzed transcripts from NECTAS focus groups in order to explore how service providers and parents of children with autism spectrum disorders view service systems. Parent and provider opinions were found to be similar on points of collaboration, family support, financial issues, equity, early identification, advocacy, training, and inclusion. Themes of access. home programming, the law, best practice, and transition produced more divergent perspectives. However, both groups of respondents agreed on the importance of service delivery that is coordinated and family-centered and acknowledges the roles of both parents and professionals. (cas)

St John, D., Pai, L., Belfer, M. L., & Mulliken, J. B. (2003). Effects of a child with a craniofacial anomaly on stability of the parental relationship. Journal of Craniofacial Surgery, 14(5), 704-708.

Survey/ Group comparison: This study surveyed parents in 412 families of children with craniofacial anomalies for marital stability. The return rate was 67%. The overall divorce rate was 6.8% among families of children with various craniofacial anomalies. Families of children with  various craniofacial conditions were compared with a control group of families who had a minor, benign condition. A weakness of the study was that the control group had a divorce rate of 0.0% making the significant difference between the study and control groups of little applied value. The 6.8% divorce rate in the study group of children with various craniofacial anomalies was significantly higher than in the control group, but this has little significance since it is low when compared to national averages.  There was no significant difference in divorce rates between families of children with severe and mild conditions. The study asked parents about the state of their marriage before their child was born with anomaly and how the child and his or her disability affected the marriage. The largest group about 44% felt that the child and his or her disability had had a positive influence on their marriages and the next largest group indicated that the influence had been neither positive nor negative. Only about 15% reported negative effects and even among these 15%, about 4 out of five remained married.  Most parents who divorced indicted that having a child with a craniofacial anomaly did not affect their marriage. Most (59%) parents who divorced reported that their marriage was already in jeopardy before the child with a disability was born. (ds)

Stallard, P., & Dickinson, F. (1994). Groups for parents of pre-school children with severe disabilities. Child Care Health and Development, 20(3), 197-207.

Program description: This article describes a series of groups designed to allow parents of pre-school children with severe disabilities an opportunity to discuss how their child’s disability has impacted them and their families. This is considered an important need that is not met by professionals. Perspectives of group members are reported. Issues in providing such groups are discussed.(cas)

Stallard, P., & Lenton, S. (1992). How satisfied are parents of pre-school children who have special needs with the services they have received? A consumer survey. Child Care Health and Development, 18(4), 197-205.

Survey: This study surveyed parents of 41 pre-school children with special needs regarding their satisfaction with services received. Although parents were generally found to rate services highly, many had concerns in different areas. Provision of information on child's condition was inadequate for a significant proportion of respondents as was available help for family, financial benefits, information on child's future, family support, and understanding from professionals.  Strategies for addressing these issues are discussed, as are limitations of the study. (cas)

Starr, P. (1981). Marital status and raising a handicapped child: Does one affect the other? Social Work, 26(6), 504-506.

Group comparison/ Limited controls: The researcher compared 25 mothers of children with cleft lip and palate to 25 mothers of children without disabilities on the Locke-Wallace Marital Adjustment Test. There was no statistically significant difference between the two groups of mothers. The mothers of children with cleft lip and cleft palate had slightly higher mean scores (indicating happier marriages). (ds)

Steinhausen, H. C., & Adamek, R. (1997). The family history of children with elective mutism: a research report. European Child & Adolescent Psychiatry, 6(2), 107-111.

Case-control study: This study interviewed mothers of children with elective mutism and controls who exhibited a similar behavioural phenotype (emotional disorder coupled with language-related developmental disorders) regarding the child’s family history. Among both groups, a significant family history of taciturnity, language, and speech disorders were found in immediate and extended family. Mutism was reported almost exclusively among the relatives of the children with elective mutism. Mutism was also associated with a greater family history of psychiatric disorders. Findings suggest a possible genetic component in elective mutism. (cas)

Stewart, E. S., & Covington, C. (1992). Parent consultants in the health-care system: a new approach in the care of children with special needs. Issues in Comprehensive Pediatric Nursing, 15(2), 123-139.

Program description/ model: The authors describe the role of a parent consultant within the health care system for the care of children with developmental disabilities. They promote the establishment of this service model and discuss issues in its implementation. (pc)

Stone, W. L., & Yoder, P. J. (2001). Predicting Spoken Language Level in Children with Autism Spectrum Disorders. Autism, 5(4), 341-361.

Regression analysis: This study evaluated the development of spoken language in 35 4-year-old children who had been diagnosed with autism spectrum disorder at age 2.

Motor imitation and number of hours of speech therapy were found to be predictive of language development in these children. Implications of findings are discussed in terms of understanding the developmental course of autism spectrum disorder and how intervention impacts this course. (cas)

Stoneman, Z., Brody, G. H., Davis, C. H., Crapps, J. M., & Malone, D. M. (1991). Ascribed role relations between children with mental retardation and their younger siblings. American Journal on Mental Retardation, 95(5), 537-550.

Naturalistic observation study: In this study, researchers observed childcare roles of younger same-sex siblings of children with mental retardation. The study found that younger siblings of children with MR often engaged in role reversals and had fewer household chores when compared to a matched group of normal controls. Increased younger sibling childcare roles in the index group were correlated with less conflict between siblings, but were unrelated to social experiences of the younger sibling. Substantial variation is apparent within groups. (cas)

Streiner, D. L., Saigal, S., Burrows, E., Stoskopf, B., & Rosenbaum, P. (2001). Attitudes of parents and health care professionals toward active treatment of extremely premature infants. Pediatrics, 108(1), 152-157.
Group comparison/ Survey: This study surveyed parents of extremely low birth weight children, parents of term babies, Canadian neonatologists, and neonatal nurses regarding attitudes toward early life-saving medical care for children with borderline viability. Physicians were found to be more optimistic than nurses in their assessment of risk for ELBW children and were more likely to recommend care for such children than nurses. Parents were the most in favour of care regardless of probability of a positive outcome; where as health care providers expressed a concern for economic consequences of intervention, second only to concerns about parenting a child with disabilities. In all groups of respondents, parents and physicians were selected as the appropriate decision-makers. The article emphasizes the need for health care professionals to understand that parent’s attitudes toward saving ELBW infants may differ from their own. (cas)

Strom, R., Rees, R., Slaughter, H., & Wurster, S. (1981). Child-rearing expectations of families with atypical children. American Journal of Orthopsychiatry, 51(2), 285-296.

Validation study: This Australian study administered the Parent As A Teacher Inventory to 101 parents of children with intellectual disabilities in order to assess parents' expectations of child rearing.  The scale was found to be helpful in identifying parents who would be of greatest assistance in home-based language training. (cas)

Suelzle, M., & Keenan, V. (1979). Parents' Current Satisfactions and Projected Needs: Community Based Services for Developmentally Disabled Children. 60.

Survey: This 1978 study surveyed a large group of Illinois parents of children with developmental disabilities in regarding their needs for and satisfaction with care. Findings revealed that most (two-thirds of) parents were satisfied with their child's initial diagnosis and assessment; that parents with younger children were more satisfied with social service professionals; that there was a complex relationship between family income and health / social services; and that parents looking for information were most in need of a parent manual and a referral service. The article goes on to discuss life course planning in reference to findings on schools and programs, residential options, social acceptance, and consumer action. (cas)

Suelzle, M., & Keenan, V. (1980). Parents' Choice of Services for Developmentally Disabled Children. Final Report. 135.

Survey: This study surveyed 330 parents of children with developmental disabilities in the areas of labeling and competency, mainstreaming, anticipated needs for residential care, family integration, diagnosis and assessment, and community resources. Comparisons were made along demographic lines and findings reported. Among findings, children from Black families were found to have more social exposure and more social skills than children from White families; child gender influenced parental expectations of child’s future independence and care setting; and higher family income was associated with mothers’ expression of negativity. Most parents (90%) reported satisfaction with child’s schooling. Findings regarding other service needs and satisfactions are noted. (cas)

Sullivan, P. M., & Knutson, J. F. (2000). Maltreatment and disabilities: a population-based epidemiological study. Child Abuse & Neglect, 24(10), 1257-1273.

Cohort study: This study compared the prevalence of abuse and neglect among children with disabilities to that seen in children without disabilities, to assess relationships between types of disabilities and types of abuse, and to determine the effects of abuse on children with and without disabilities. To obtain data, cases of maltreatment were identified, and school, central registry, foster care, and police records were merged to provide a comprehensive background of the child. Children with an educationally relevant disability were found to be 3.4 times more likely to experience abuse. Implications for the practice of school professionals and future research on maltreatment are discussed. (Cas)

Sullivan, P. M., & Knutson, J. F. (2000). The prevalence of disabilities and maltreatment among runaway children. Child Abuse & Neglect, 24(10), 1275-1288.

Group comparison/ Limited controls: The researchers describe the prevalence of disabilities among a sample of 817 runaway children, comparing those with a history of maltreatment to those without. They found that 47% of nonmaltreated runaway children had disabilities and 83.1% of maltreated runaways had disabilities. (ds)

Szymanski, L. S., & Seppala, H. T. (1995). Specialized Family Care for Children with Developmental Disabilities: The Finnish Experience. Child Welfare, 74(2), 367-381.

Program description: This article describes the use of specialized foster care in Finland. (ds)

T

Taanila, A., Kokkonen, J., & Jarvelin, M. R. (1996). The long-term effects of children's early-onset disability on marital relationships. Developmental Medicine & Child Neurology, 38(7), 567-577.

Survey: The researchers interviewed couples were parents of 89 adolescents with chronic illness. severe physical disability, or intellectual disability, 14 to 17-year-old children through direct interview. Of these parents, 20% reported positive impact of having a child with a disability on their marital relationship, 7% said they had drawn apart. Risk factors for a negative impact were higher level of occupational education, insecurity at onset, heavy daily demands, unequal distribution of tasks between spouses, and lack of leisure time. Protective factors appeared to be a realistic notion of the illness or disability and access to practical advice for everyday life. (pc/ds)

Taanila, A., Laitinen, E., Moilanen, I., & Jarvelin, M. R. (2002). Effects of family interaction on the child's behavior in single-parent or reconstructed families. Family Process, 41(4), 693-708.

Qualitative study: This Finnish qualitative study:  examined the effects of family interaction, particularly spousal and parent-child relationships, on child behaviour in single-parent and reconstituted families. Teacher reports and parent interviews were used for assessment. Two fifths of parents were found to have positive spousal and family interaction; while an equal number reported ambiguity in child-parent boundaries. In the remainder of families, noncustodial parents were relatively uninvolved. Parents’ physical and psychological involvement with children was found to reduce behaviour problems, but the most detrimental effects of interaction were observed when parents were physically close but psychologically distant. Children who had behaviour problems were found to have increased conflict in all parental relationships, including those with stepparents. Overall, good parent interaction was found to foster better mental health in children after parents’ divorce or separation. (cas)

Taanila, A., Syrjala, L., Kokkonen, J., & Jarvelin, M. R. (2002). Coping of parents with physically and/or intellectually disabled children. Child Care Health and Development, 28(1), 73-86.

Qualitative study: This Finnish qualitative study:  of coping strategies among families of children with developmental disabilities interviewed the parents of eight 8- to 10-year-old children with developmental disabilities and qualitatively analyzed the results. Coping strategies were most often related to information and acceptance, family co-operation, and social support. About half of families were found to have adequate coping strategies while the other half coped poorly. Good and poor copers differed in 1) initial experience; 2) personal life; 3) effects of child's disability on family life; 4) everyday actions; and 5) social support. Findings are discussed in terms of implications for support services and the need for professionals to capture family perspectives is stressed. (cas)

Tarran, E. C. (1981). Parents' views of medical and social-work services for families with young cerebral-palsied children. Developmental Medicine & Child Neurology, 23(2), 173-182.

Survey: This Scottish study interviewed parents of 67 3- to 10-year-old children with cerebral palsy regarding the impact of the child on family life and parents’ opinions of services. About half of parents expressed concern about child being away from home for early childhood services, but most said it helped them cope at home.  Nearly half of families were dissatisfied with how disclosure had initially been made and more than half were dissatisfied with the level of services available. (cas)

Taylor, D. C. (1982). Counselling the parents of handicapped children. British Medical Journal (Clin Res Ed), 284(6321), 1027-1028.

Expert opinion: This article advocates counselling to assist parents adjust to having a child with a disability. 'Failure of reproductive expectations,' personal inadequacies, meeting the needs of the child, and acceptance of disability as different as opposed to negative are considered to be challenges to adjustment. (cas)

Taylor, D. J., Nelson, J., & Howie, P. W. (1993). Neurodevelopmental disability--a sibling-control study. Developmental Medicine & Child Neurology, 35(11), 957-964.

Case-control study: This study used the nearest-aged older sibling of children with a neurodevelopmental disability as control in a comparison between siblings. When adjusted for age, prenatal complications were associated with the disability, especially those complications that interfered with proper respiration. This relationship is found to be independent of social class and gestational age at birth. (cas)

Taylor, E. H. (1995). Understanding and helping families with neurodevelopmental and neuropsychiatric special needs. Pediatric Clinics of North America, 42(1), 143-151.

Expert opinion: This article presents ways of assessing the concerns of families of children with neurodevelopmental and neuropsychiatric problems, as well as a framework for identifying and categorizing children with special needs. (cas)

Thiels, C., & Steinhausen, H. C. (1994). Psychopathology and family functioning in mothers with epilepsy. Acta Psychiatrica Scandinavica, 89(1), 29-34.

Group comparison/ Prospective study: This study compared children of mothers with epilepsy to children of non-disabled mother on indexes of child mental status, maternal psychopathology ,and family functioning to determine possible effects. Several instruments and interviews were used to obtain data. Slight differences were found for mothers with epilepsy only in terms of symptoms of psychopathology and one subscale of family functioning. Overall family functioning was similar between groups. However, the effect of maternal psychopathology on child mental status was influenced by family functioning only in the epilepsy group. (cas)

Treneman, M., Corkery, A., Dowdney, L., & Hammond, J. (1997). Respite-care needs--met and unmet: assessment of needs for children with disability. Developmental Medicine & Child Neurology, 39(8), 548-553.

Survey: This study surveyed over 1200 families of children with disabilities in London, England.  Respite care is seen as being under utilized because of lack of parental information. Stress was related to  child's level of dependency, and presence of behavioral and communication problems. (pc)

Trulsson, U., & Klingberg, G. (2003). Living with a child with a severe orofacial handicap: experiences from the perspectives of parents. European Journal of Oral Science, 111(1), 19-25.

Qualitative study: This study analyzed in-depth interviews with 14 parents of children with rare disorders associated with compromised orofacial function. Parents reported that orofacial dysfunction resulted in feeding difficulties, communication problems, needs for orthodontic treatment, and drooling. Other data from the interview pointed to a need for balance between the stress of family life with a disabled child and the availability of social support, so that parents could maintain self-reliance while accepting their situations. Parents identified respect, involvement, continuity, knowledge, and availability as characteristics of a good professional attitude.  (cas)

Trute, B., & Hiebert-Murphy, D. (2002). Family adjustment to childhood developmental disability: a measure of parent appraisal of family impacts. Journal of Pediatric Psychology, 27(3), 271-280.

Validation study: The researchers used a number of other measures to test the validity of the Family Impact of Childhood Disability Scale. This scale includes items that assess both positive and negative appraisals by parents. This short, 15 item scale proved to be a useful predictor of parental adjustment. It also provides evidence that positive and negative parental emotional affect are independent rather than one unified variable. Positive appraisals were as important as negative ones in determining parental adjustment. (ds)

Tymchuk, A. J., & Andron, L. (1990). Mothers with mental retardation who do or do not abuse or neglect their children. Child Abuse & Neglect, 14(3), 313-323.

Group comparison/ Limited controls: This study compared mothers with intellectual disabilities and a history of child abuse and neglect to mothers with intellectual disabilities and no history of maltreatment. Mothers with a history of maltreatment typically had higher IQs, were more likely to be married, were more likely to live independently, and more likely to have at least two children. Mothers who had more severe intellectual disabilities and who lived with caregivers who shared responsibility for the child were less likely to have maltreat their children. (ds)

U

University of Minnesota Research and Training Center on Community Living. (2000). Do We Really Mean Families for All Children? Permanency Planning for Children with Developmental Disabilities. Policy Research Brief, pp. 1-12.
Systematic review: This brief reviews permanency planning for children with developmental disabilities." Permanency is why we do family support. This brief looks at why and how family support policies are missing permanency and what might be done to embrace it....Permanency is a concept that emerged in child welfare systems to describe the philosophy and practices involved in securing a permanent family living situation for children." This review suggests that the lack of permanency planning is a major obstacle to continued deinstitutionalization.(p.2)  This analysis provides thoughtful consideration of what is needed and provides strong but general recommendations. (ds)

University of Minnesota Research and Training Center on Community Living. (2004). Costs and Outcomes of Community Services for Persons with Intellectual and Developmental Disabilities. Policy Research Brief, pp. 1-12.
Systematic review: This brief considers the relative costs of institutional and community-based services. While community care costs have remained about the same (actually decreasing by 1% in the most recent year studies, institutional care costs continue to rise rapidly (increasing 15% in the most recent year). Family homes continue to be the place of residence for the most American children and adults with ID/DD. Immediate family members are their primary caregivers. Nevertheless, in the year 2000, only 4% of state expenditures of state agencies was used for family support. In 2001, approximately 452,000 individuals with intellectual/developmental disabilities received family supports compared to 388,000 still in residential care. Due largely to the expansion of family support, the number of American children and youth (up to age 21) living in residential care decreased from 91,189 to 25,841. Family support is much less expensive than residential alternatives. There is a trend toward family-directed family support services. (ds)

V

Valdes, L. M. (2000). Family relations and family functioning in children with developmental disabilities: The impact of behavior problems. Dissertation Abstracts International: Section B: the Sciences & Engineering, 60(9-B), 4915.

Mixed method: This study examined the effects of developmental disabilities and disruptive disorders on mother-child interaction and family functioning. To gather data, 50 mothers were observed interacting with their developmentally disabled children. Mothers also completed self-report measures regarding family stress, parental satisfaction, and parent competency. The study seems to hypothesize that developmental disabilities and disruptive disorders would result in dysfunction but this wasn't found. Only ADHD was associated with differences in mother-child relationships and maternal perceptions of parenting and stress. (cas)

van Dyck, P. C., McPherson, M., Strickland, B. B., Nesseler, K., Blumberg, S. J., Cynamon, M. L., et al. (2002). The national survey of children with special health care needs. Ambulatory Pediatrics, 2(1), 29-37.

Survey Description: The authors describe a plan to survey a national sample of families of children with special health care needs. The National Immunization Survey would be based on the National Immunization Survey and would sample 750 families in each state. (ds)

Van Hasselt, V. B., Sisson, L. A., & Aach, S. R. (1987). Parent training to increase compliance in a young multihandicapped child. Journal of Behavior Therapy and Experimental Psychiatry, 18(3), 275-283.

Single-case research design/ Multiple baseline: This case study describes how the implementation of a training program for a mother of a child with severe developmental and physical disabilities was able to improve compliance in the 4-year-old. With improved compliance, the child also increased time spent on-task and decreased oppositional behavior. The mother developed improved behavioural management skills such as making definitive commands, providing appropriate positive attention, and integrating commands into social interactions with her child. No deterioration of gains was apparent at a six-month probe. (cas)

Van Naarden Braun, K., Autry, A., & Boyle, C. (2005). A population-based study of the recurrence of developmental disabilities--Metropolitan Atlanta Developmental Disabilities Surveillance Program, 1991-94. Paediatric and Perinatal Epidemiology, 19(1), 69-79.

Epidemiological study: This study determined risk estimates for recurrence of intellectual disability, cerebral palsy, hearing loss or deafness, and vision loss or blindness in siblings of affected children. Recurrence rates were much higher than prevalence rates in the general population, but still only ranged from 3 to 7%. The highest odds ratio effect was for intellectual disabilities, which occurred about 8 times as frequently in siblings of affected children as in the general population. These findings were based on epidemiological data and do not differentiate between genetic and environmental causes. This study has implications for family support programs because it suggests the likelihood of multiple children with disabilities within families. (ds)

Virtanen, T. A., Moilanen, I. K., & Ihalainen, M. M. (1991). What causes stress for mothers of children with MBD? Scandinavian Journal of Social Medicine, 19(1), 47-52.

Group comparison: This study compared mothers with a 6- to 9-year-old child with symptoms of Minimal Brain Dysfunction (MBD) to sociodemographically matched mothers with non-disabled children on measures of parenting stress and coping. Mothers with children with MBD were found to have more parenting difficulties and more negative self-appraisals. Some variation in degree of negativity is found across the presence of different symptoms. Number of symptoms, however, was associated with no significant differences. The paradigm for this study was developed by Richard Lazarus. (cas)

W

Waggoner, K., & Wilgosh, L. (1990). Concerns of families of children with learning disabilities. Journal of Learning Disabilities, 23(2), 97-98, 113.

Qualitative study: This qualitative study interviewed parents in eight families of children with learning disabilities regarding their experiences and concerns. Seven themes emerged and are discussed: 1) child's education; 2) positive and negative experiences with school staff; 3) seeking other sources of support;  4) social isolation of children; 5) future well-being of children; 6) emotional strains; and 7) positive and negative effects of children on families. (cas)

Wallander, J. L., & Marullo, D. S. (1997). Handicap-related problems in mothers of children with physical impairments. Research in Developmental Disabilities, 18(2), 151-165.

Validation study: This study describes and evaluates the HPPI (Health-Related Problems for Parents Inventory) which is intended to measure disability-related problems that may be experienced by mothers of children with chronic physical disabilities. The inventory was administered to 119 mothers of children with physical impairments, and results were analyzed. Three internally consistent subscales were identified. The inventory was also found to be reliable over 6- to 18- month periods and valid when compared with other measures of daily stress and the child's level of disability. Validity was also confirmed by the confirmation of expected relationships between HPPI and maternal adaptation, social support, and child behaviour problems. The study notes that HPPI scores are predictive of 18-month follow-up maternal adaptation scores and discusses applications of the scale. (cas)

Wallander, J. L., Pitt, L. C., & Mellins, C. A. (1990). Child functional independence and maternal psychosocial stress as risk factors threatening adaptation in mothers of physically or sensorially handicapped children. Journal of Consulting and Clinical Psychology, 58(6), 818-824.

Correlational study: This study asked 119 mothers of a child with a physical or sensory disability to report on their maternal psychosocial stress and adjustment, and their child's functional independence. The study reports that maternal stress was a major factor in explaining mental health issues of mother. Child's independence was not uniquely associated with mother's adaptation. (cas)

Wallander, J. L., & Varni, J. W. (1989). Social support and adjustment in chronically ill and handicapped children. American Journal of Community Psychology, 17(2), 185-201.

Survey: This study surveyed mothers of 153 children physical disabilities or chronic illnesses. Both family and peer support increased adjustment for children and were associated with fewer behavior problems.  (pc)

Wallander, J. L., Varni, J. W., Babani, L., Banis, H. T., DeHaan, C. B., & Wilcox, K. T. (1989). Disability parameters, chronic strain, and adaptation of physically handicapped children and their mothers. Journal of Pediatric Psychology, 14(1), 23-42.

Evaluation Research: This study employed a variety of procedures to assess adaptation, disability status, and chronic disability-related strain among 50 school-age children with physical disabilities and their mothers in order to determine whether disability parameters and strain affect their adaptation. Adaptation of parents and physically disabled children was found to be related to social functioning, but not to disability status or chronic strain. However, parents reported significantly worse adaptation for themselves and their children than is seen in normal samples. The authors conclude by addressing the why the conceptual model was unable to fully explain adaptation in this study. (cas)

Wallander, J. L., Varni, J. W., Babani, L., Banis, H. T., & Wilcox, K. T. (1989). Family resources as resistance factors for psychological maladjustment in chronically ill and handicapped children. Journal of Pediatric Psychology, 14(2), 157-173.

Correlational study: This study administered psychometric tests to 153 children with chronic physical disorders (juvenile diabetes, juvenile rheumatoid arthritis, chronic obesity, spina bifida, or cerebral palsy) in order to assess whether family resources were related to psychological adjustment of the child. Both psychological and ultitarian family resources were found to be predictive of children's adjustment. However, psychological resources were especially important in that a significant amount of the variation within groups of families with similar utilitarian resources could be explained by differences in psychological resources. Results are discussed in terms of identifying children at risk for adjustment problems. (cas)

Wallander, J. L., & Venters, T. L. (1995). Perceived role restriction and adjustment of mothers of children with chronic physical disability. Journal of Pediatric Psychology, 20(5), 619-632.

Regression analysis: This study examined perceived role restriction and psychosocial adjustment among 50 mothers of young children with chronic physical disabilities. Role restriction was defined as "the extent to which a mother feels unable to pursue her own interests due to responsibilities with raising a child with a chronic physical condition." The study found that the perception of role restriction due to a child with disabilities was predictive for significant amount of adjustment. Perception of role restriction was influenced by social support, but children's level of disability and children's problem behaviours were not related to their mothers' perception of role restriction. (cas)

Warfield, M. E. (2001). Employment, parenting, and well-being among mothers of children with disabilities. Mental Retardation, 39(4), 297-309.

Survey: This study interviewed and surveyed 122 mothers of 5-year-old children with developmental disabilities in order to examine how their family life (including parenting stress, parenting demands, and family support) interacted with their employment (work quality, attendance, stress, and role). Employment status was not found to be associated with differences in stress levels, parenting demands, or family support between working and non-working parents of children with developmental disabilities. And while employed mothers who rated their jobs as being interesting reported less stress when parenting demands were low to moderate, interesting work did not moderate stress when parenting demands were high. Absenteeism was high among those mothers who experienced high parenting demands, but work quality was not affected. (cas)

Warfield, M. E., & Hauser-Cram, P. (1996). Childcare needs, arrangements, and satisfaction of mothers of children with developmental disabilities. Mental Retardation, 34(5), 294-302.

Survey: This survey described the childcare arrangements mothers made for their 5-year-olds with developmental disabilities, as well as barriers to such arrangements and mother's satisfaction. Relatives were the most common source of childcare, and center-based was found to be the least common. Care was most difficult to locate for children who had the most severe developmental delays and exhibited behavior problems. The results suggest a need for more childcare options, including out-of-home care with trained providers and the expansion of respite services to provide in-home care. (cas)

Warfield, M. E., Krauss, M. W., Hauser-Cram, P., Upshur, C. C., & Shonkoff, J. P. (1999). Adaptation during early childhood among mothers of children with disabilities. Journal of Developmental & Behavioral Pediatrics, 20(1), 9-16.

Regression analysis: This study used The Parenting Stress Index to compare stress among 79 mothers of young children with developmental disabilities and examined possible correlations between family environment and stress levels. The index was administered at three intervals up to age five. Over the time period parenting stress was found to remain relatively constant, while child-related stress increased to clinically concerning levels by the time the child was 5-years-old. Family environment was a significant predictor of stress: family cohesion predicted child-related stress; and income, cohesion, and family support predicted parenting stress. Negative life events also had an effect on stress level. The article discusses these findings in terms of the importance of supportive family-centered services. (cas)

Wathum-Ocama, J. C., & Rose, S. (2002). Hmong immigrants' views on the education of their deaf and hard of hearing children. American Annals of the Deaf, 147(3), 44-53.

Qualitative study: This study was based on interviews of seven Hmong families with a deaf child. The parents expressed interest in their children's educational and wanted to be involved, but they did not know how to become involved or address the organizational barriers to their participation. (ds)

Weindrich, D., Laucht, M., Esser, G., & Schmidt, M. H. (1992). Marital discord and early child development. Acta Paedopsychiatrica, 55(4), 187-192.

Prospective longitudinal study: This study followed the families of 315 first-born children to assess the effects of marital discord on child outcomes. Children who lived in homes with persistent marital discord leading to marital failure exhibited significantly more behavior problems and significantly poorer cognitive performance. This suggests that any relationship between childhood disabilities and divorce reported in other studies is more likely to reflect the deleterious effects of divorce on children than the deleterious effects of children with disabilities on marriages. (ds)

Weisz, J. R., & McCarty, C. A. (1999). Can we trust parent reports in research on cultural and ethnic differences in child psychopathology? Using the bicultural family design to test parental culture effects. Journal of Abnormal Psychology, 108(4), 598-605.

Survey/ Group comparison: This study examined the possibility that parent's cultural background biases reports of child behaviour causing the appearance of differences in child psychopathology along ethnic and cultural lines. To investigate the problem, researchers surveyed 50 bicultural parent pairs separately regarding their children. In each family, one parent was ethnically Thai and reared in Thailand and the other was an American-reared Caucasian. Results of analysis suggest little cross-cultural biasing effect on parents’ assessment of child psychopathology. (cas)

Weisz, V., & Tomkins, A. J. (1996). The right to a family environment for children with disabilities. American Psychologist, 51(12), 1239-1245.

Expert opinion: This article stresses the importance of children with disabilities having access to services from home rather than having to leave family. The argument is supported by the U.N. Convention on the Rights of the Child, documented trends in the U.S. law, and social science literature. The authors advocate for the continued progression toward these types of services through the present redelegation of social program responsibilities from federal to state jurisdiction. (cas)

Wells, R. D., & Schwebel, A. I. (1987). Chronically ill children and their mothers: predictors of resilience and vulnerability to hospitalization and surgical stress. Journal of Developmental and Behavioral Pediatrics, 8(2), 83-89.

Mixed method: This study examined the emotional consequences of hospitalization and efficacy of intervention for children with chronic illness. Self-report and observational measures were used to obtain data on 40 children with physical disabilities and their mothers. While children with disabilities weren't found to be more distressed by hospitalization than normal controls, their mothers were more vulnerable to distress than control mothers. Among children, extremely high and low parenting stress, over-involved parent-child relationships, fewer previous surgeries, and younger age were predictors of disturbance of the child. (cas)

Westbom, L. (1992). Impact of chronic illness in children on parental living conditions. A population-based study in a Swedish primary care district. Scandinavian Journal of Primary Health Care, 10(2), 83-90.

Group comparison/ Randomized controls: This Swedish study compared parents of chronically ill children with parents of health children on responses to survey questions concerning living conditions. Parents of chronically ill children were found to have lower levels of employment, to be from a lower socio-economic class. Both parents worked fewer hours in families with chronically-ill children and mothers were found to miss more days of work because of illness. Social relations were also compromised among these parents. However, in spite of less work and social activities, parents still reported finding it difficult to adequately meet their child's needs. The study concludes with explanation of a family approach that might provide comprehensive care for children with chronic illness. (cas)

Westbom, L. (1992). Well-being of children with chronic illness. A population-based study in a Swedish primary care district. Acta Paediatrica, 81(8), 625-629.

Group comparison: This study compared parents of children with chronic illness to parents of healthy children on the basis of a survey regarding school adaptation. Children with disabilities were found to face difficulties in adapting at school: their comfort and well-being was lower than controls, especially in children in an integrated setting; they were bullied more often; their social networks were more limited; and they were more likely to have behaviour problems. Parents reported inadequate knowledge of disabilities among many teachers. The author advocates for improved understanding of disabilities and challenges to school adaptation faced by children with disabilities. (cas)

White, N., & Hastings, R. P. (2004). Social and Professional support for parents of adolescents with severe intellectual disabilities. Journal of Applied Research in Intellectual Disabilities, 17, 181-190.

Survey/ Standardized instruments: This study surveyed 33 parents (twenty-nine of the respondents were their child's biological mother, two were the biological father, and two were foster/adoptive mothers) in the United Kingdom using a number of standardized instruments. Parents were between 34 and 58 years of age.  The average age of the children was 15.45 years (range 13-18 years).  Twenty-seven were male and six were female.  The diagnostic labels to the children included autism (14), cerebral palsy (5), and Down's syndrome (two).  Measures were included in the research: 1. A demographic questionnaire; 2. The Behavior Problems Inventory (BPI-01) was used as a measure of the child's behaviour problems; 3. The VABS was used as a measure of adaptive behaviour and to estimate the level of the child's intellectual disability; 4. Parents' mental health was measured using the Hospital Anxiety and Depression scale (HADS); 5. The Questionnaire on Resources and Stress Friedrich short form (QRS-F) was used to measure of parental stress; 6. The Carer's Assessment of Satisfactions Index (CASI) was used to measure the positive well-being of the parents; 6. To measure availability and helpfulness of different sources of informal and formal social support, Family Support Scale (FSS) were used; 7. Support functions available to the parents were measured using the short form of the Support Functions Scale (SFS); 8. A checklist of the Professional Services Support Scale (PSSS) was developed to measure a broader range of 16 different types of professional support provided by health, education, and social services.  Data were gathered in two stages. First, parents were mailed a set of questionnaires as described.  Second, once the questionnaires had been returned, the researcher telephoned the parents to complete the VABS and the PSSS as a telephone interview.  The results show first, parents of adolescents with severe intellectual disabilities reported similarly high levels of depression and anxiety as in other UK samples of parents of children with severe disabilities.  Second, the parents of children with autism reported more stress than parents of children without this diagnosis.  The third finding was that the child's behaviour problems were associated with parental well-being.  Finally, there were a number of positive associations between social support variables and well-being measures.  Thus, those parents reporting more, ore more helpful, social support are also those reporting higher levels of well-being.  Results from the social support in a more detail show that parents' perception of the helpfulness of informal sources of support had the most consistent associations with parental well-being.  Practical support was found to be associated with well-being, whereas emotional support was not.  Finally, there was no evidence found that suggested professional and service supports were associated with improved parental well-being.  Thus, accessing professional and service support appeared to be more strongly associated with the child's needs rather than with parents' needs.  There was also no evidence that parents receiving more social support in a particular domain will tend not to receive high levels of support in other domains. (wi/ds)

Wiegner, S., & Donders, J. (2000). Predictors of parental distress after congenital disabilities. Journal of Developmental and Behavioral Pediatrics, 21(4), 271-277.

Regression analysis:  This study used the Vineland Adaptive Behavior Scale, the Family Assessment Device and the Brief Symptom Inventory to survey 60 families of children with disabilities (spina bifida, CP or limb deficiencies) regarding child functional independence, family dynamics, psychosocial factors, and level of distress. Only the Roles scale from the FAD and the reporting of a new stressor were found to predict parental distress. Distribution of responsibility for domestic tasks and other life stressors is considered as a possible protection against parental distress. (cas)

Wilgosh, L., & Scorgie, K. (2000). Family life management when a child has severe developmental disabilities: A subgroup examination: Brief report. Developmental Disabilities Bulletin, 28(2), 15-18.

Survey: The researchers surveyed 31 parents of individuals  (ages 2-35) with severe developmental disabilities on family life management.  These participants were a subgroup of a larger sample of parents of children with a broader range of disabilities. The results with this sub-group were consistent with the larger sample of participants. Parents reported on their adaptation strategies. Many parents described transformations, radical changes in the way they thought and behaved, which resulted from their experiences as parents of children with disabilities. (ds)

Willard, D. H., & Nowak, A. J. (1981). Communicating with the family of the child with a developmental disability. Journal of the American Dental Association, 102(5), 647-650.

Expert opinion: This article provides advice on how dentists should communicate with patients with developmental disabilities and their families, addressing the thoughts and feelings of both parent and child. (cas)

Williams, P. D., Williams, A. R., & Griggs, C. (1990). Children at home on mechanical assistive devices and their families: a retrospective study. Maternal-Child Nursing Journal, 19(4), 297-311.

Survey: This study used questionnaires regarding family and caregiver relationships for young children who were either on or who had been on apnea monitors to assess possible effects of family dynamics on development. Family Adaptability and Cohesion Evaluation Scales (FACES III), Duke-UNC Functional Social Support Questionnaire, Families Coping Strategies (FCOPES), Self-Esteem Scale, Home Observation for Measurement of the Environment, and the Receptive-Expressive Emergent Language Scale (REEL) were administered to the mothers. Analysis found that families were not rigid in adaptability (61% chaotic, and 33% balanced); were mostly cohesive (25% disengaged, 30% enmeshed, and 45% balanced); and were low in coping skills (36-40% of the respondents scored below established norms on the FCOPES). Relationships were found between social support and Cohesion and Adaptability; HOME scores and Self-Esteem; HOME scores and FCOPES Reframing scale; and REEL scores and Social Support. Help-seeking behaviors of the mother and the child-mother interactions were revealed as possible factors in these relationships. (cas)

Willoughby, J. C., & Glidden, L. M. (1995). Fathers helping out: shared childcare and marital satisfaction of parents of children with disabilities. American Journal on Mental Retardation, 99(4), 399-406.

Survey: This study interviewed parents of children with developmental disabilities. The double ABCX model was used as a framework for interpreting results. Fathers’ participation in caregiving was positively associated with higher marital satisfaction for both parents. (ds)

Wilson, J., Blacher, J., & Baker, B. L. (1989). Siblings of children with severe handicaps. Mental Retardation, 27(3), 167-173.

Qualitative study: This study interviewed children aged 9 to 13 regarding their younger siblings who had severe handicaps. The positive development of these non-disabled siblings is noted. They were found to exhibit a consistently high level of involvement, strong feelings of responsibility, and an emphasis on positive aspects of family life, while not denying some struggles. The study suggests that schooling and other supports for children with disabilities have improved outcomes for their non-disabled siblings as well. (cas)

Wise, P. H., Wampler, N. S., Chavkin, W., & Romero, D. (2002). Chronic illness among poor children enrolled in the temporary assistance for needy families program. American Journal of Public Health, 92(9), 1458-1461.

Survey/ Outcome study/ Group comparison: This study compared outcomes of chronic child illness for families receiving Temporary Assistance for Needy Families (TANF) and other families not receiving the assistance. Variables and outcomes were determined on the basis of the National Health Interview Survey. The research found that non-TANF children were much more likely to be  uninsured and much more likely to experience gaps in insurance coverage. (cas)

Wishart, M. C., Bidder, R. T., & Gray, O. P. (1981). Parents' report of family life with a developmentally delayed child. Child Care Health and Development, 7(5), 267-279.

Group comparison: This study compared self-reported parental health and perceptions of family life in parents with a child with a disability and parents with non-disabled children. No major differences were found in parent's health or in family functioning. (cas)

Witt, W. P., Riley, A. W., & Coiro, M. J. (2003). Childhood functional status, family stressors, and psychosocial adjustment among school-aged children with disabilities in the United States. Archives of Pediatric and Adolescent Medicine, 157(7), 687-695.

Regression analysis/ Survey: This study used data from the 1994 and 1995 National Health Interview Surveys to determine the relationship between  children's functional health limitations in communication or learning, parental mental and physical health, economic status and some other factors  relate to the children's psychosocial adjustment. Children with more limitations were more likely to demonstrate psychosocial adjustment problems. (ds)

Wood, D., Halfon, N., Scarlata, D., Newacheck, P., & Nessim, S. (1993). Impact of family relocation on children's growth, development, school function, and behavior. Journal of the American Medical Association, 270(11), 1334-1338.

Survey/ Nationally representative sample: This study examined potential relationships between frequent family relocation in the US and developmental delays, learning disorders, academic failure, and behaviour problems. Results from the National Health Interview Survey were analyzed regarding number of moves a child had experienced relative to his or her age (none or infrequent versus frequent). When sociodemographic characteristics were controlled for, children who moved frequently were found to be 35% more likely to fail a grade and 77% more likely to have more than four behaviour problems. No effects were found for delays in growth or development or learning disorders. (cas)

Woolfenden, S., Williams, K., & Peat, J. (2005, 02-28-2001). Family and parenting interventions in children and adolescents with conduct disorder and delinquency aged 10-17. Retrieved February 1, 2005Systematic review: This systematic review identified controlled studies of children (ages 10-17) with conduct disorders or delinquency and interventions with parents. Only 8 out of 970 studies identified met the inclusion criteria, but these 8 studies included data on 979 children and their families. There were no consistent significant effects for psychosocial outcomes, but there were significant reductions in the risk of the child being arrested during follow-up periods (from 1 to 3 years) and in the time spent by these children in institutions. Parenting interventions in families of children with conduct disorders and delinquency problems are  considered to be defective in reducing subsequent arrests and incarceration. (ds)

Y

Yoshikawa, H. (1999). Welfare dynamics, support services, mothers' earnings, and child cognitive development: implications for contemporary welfare reform. Child Development, 70(3), 779-801.

Longitudinal study/ Nationally representative sample: This study used data from the National Longitudinal Survey of Youth (NLSY; N = 614), which was undertaken to provide an analysis of  welfare reform impact on children. The study suggests that supports to families result in some increase of their children's academic achievement (both math and reading scores). Baby-sitting services, however, did not produce improved educational outcomes. (pc)

Z

Zervigon-Hakes, A. M. (1995). Translating research findings into large-scale public programs and policy. Future Child, 5(3), 175-191.

Review/ Expert opinion: The author of this study reviews research on early childhood education programs and provides an analysis intended to  guide policy and practice. She also provides a discussion of differences between the needs of researchers and the needs of program providers. (ds)


Ziolko, M. E. (1991). Counselling parents of children with disabilities: A review of the literature and implications for practice. Journal of Rehabilitation, 57(2), 29-34.

Systematic review: This author does a good job of reviewing the literature on parental stages of reaction to a child with disability. While the article is somewhat dated in its reliance on a sequential stage model, it is of more than historical value in explaining the model and its implication for counselling.

Zoritch, B., Roberts, I., & Oakley, A. (2005, 11-04-2004). Day care for pre-school children. Retrieved February 1, 2005Systematic review: This systematic review identified controlled studies of the effect of day care on children. Eight studies were identified that met the inclusion criteria out of 920 reviewed. Attending day care increased children's IQ and subsequent school achievement. It also had beneficial effects on the child's behavioral development. Follow-up of daycare graduates demonstrates low teenage pregnancy risk, higher socio-economic status, and reduced criminal behavior. Daycare also was associated with positive effects on mothers' education, employment, and interaction with children. Effects on fathers were not studied. A limitation of this systematic review is that all controlled studies were carried out with disadvantaged families in the United States. Generalization to other kinds of families has not been scientifically evaluated. (ds)
PAGE  
1

