Issues for families with children with Down syndrome
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Drawing on available research and personal experience, the experience of families with children with Down syndrome is explored with the aim of identifying the strengths and positive coping strategies used by most families. The evidence shows that almost all families love and value their child with Down syndrome and list the benefits they have gained as a family from raising this special child. Some two-thirds of families lead ordinary lives, with no long term negative effects for other members of the family. These families do experience extra demands and extra stress but they find the resources to cope successfully. Research has identified some of the strategies that families use to cope successfully. One third of families have a more difficult time and the reasons that they experience more stress have been identified. Knowing the causes of additional stress allows families and service providers to pinpoint their difficulties and offer appropriate support and services. Knowing the successful strategies that reduce stress is equally important in helping families to use all the positive resources that they have available to them. Families are encouraged to evaluate their own situation using this information and to identify any additional resources that they could use. Practitioners are encouraged to use the information to improve their practice and to focus on family centred ways of working, recognising that the family unit is the child’s main resource throughout his or her life-time.
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Introduction 

The primary aim of this book is to provide practical guidance to families which will support them in their task of bringing up a child with Down syndrome. In many ways, this may be the most important book in this series. By sharing the experiences of being a parent, of working with many families, the findings of research into family functioning and the specific knowledge available on families with children with Down syndrome, the aim is to increase the confidence, the coping strategies and the strengths of families, particularly in the early years of their children's lives when they often feel most vulnerable. 

The family is a child's most important resource - this is true for all children including those with Down syndrome. The focus of services and parent support organisations should be on strengthening and supporting the families of children with Down syndrome, even when they are offering services which may seem to have the primary aim of aiding the child's development. Changes in the child's development and behaviour will come about as a result of the quality of daily interactions and routines within the family, and therefore teaching activities or behaviour management strategies will only be maximally effective if professionals actually transfer their skills and knowledge to parents. In addition, the family's right to retain its privacy and parents rights to be the main decision makers on behalf of their children should always be respected. Indeed, most parents are their child's best advocate and the history of the past half century has demonstrated that the main advocates for human rights, healthcare, social inclusion and education for children with disabilities have been parents and parent organisations. 

Parenting is both a rewarding and a challenging task for most parents, and being the parent of a child with a disability adds more challenges and possibly more rewards as parents celebrate achievements that are taken for granted for typically developing children. Until recently, professionals and researchers have focused on the increased stress and the potential negative effects of bringing up a child with a disability in the family. However, an increasing body of research is contradicting this view and highlighting the fact that most families cope well, lead ordinary family lives and report benefits for the whole family. These studies do not minimise the additional demands that families have had to cope with, but they demonstrate that most people have resilience in the face of life demands and that they find the resources to cope effectively with the challenges of unexpected life events such as the birth of a baby with a disability. 

However, not all families have the practical or personal resources to adjust and cope, and some children are more demanding than others. Their lives are negatively affected by the extra demands. The findings of some research studies may enable families who are vulnerable and need more community and professional support to be identified. The growing body of information on effective coping strategies and on likely causes of vulnerability can be helpful to families, providing some understanding of the issues and helping them to cope positively with their situation. 

There can be no simple models for the family; every family is different and families change over time. A family is a group in which the characteristics and behaviour of each member affects the others in the group, and the ways in which members interact together may change over time. The temperaments and characteristics of children influence the parenting behaviours of their parents right from infancy and, in turn, parenting behaviours influence the behaviour and development of children. The family can be described as a dynamic system, i.e. changing over time and with the addition of new members, and the nature of parent/child influences can be described as transactional, i.e. child and parent influence each other. It follows that there is no such thing as the family of a child with Down syndrome every family is essentially unique. 

However, family research has identified characteristics of families, and how families adjust to life stresses, which can provide a framework for considering the ways in which families can increase their resilience to stresses and function in ways that are positive for all family members. Therefore, understanding families is the focus of the first section, followed by an overview of research studies which have looked at the effect of the added demands on families when a child has Down syndrome, as well as the small number of studies which have looked at family influences on the development of the child with Down syndrome. 

The third section discusses the implications of current knowledge for parents and families. Most work has focused on the needs and coping strategies of parents, but some studies have addressed the needs and contributions of brothers and sisters, and one has focused on grandparents. The final section discusses the implications for service providers, with guidelines for good practice, and stresses the need for all practitioners to consider both the negative and positive impact that they may have on families. 

Understanding families 

Families and communities

The primary family unit discussed here consists of parents and children. There will be wide individual variation between families, as some will be two-parent, some one-parent families, and the numbers and ages of children and the sizes of families will vary. Some families will have extended families with grandparents or aunts, uncles and cousins living near, while other families will be isolated from their relatives. The role of mothers and fathers within families will vary according to the working demands on either or both parents and according to the ethnic or religious background of the family. In addition families are embedded in friendship networks and local communities, and are influenced by the country in which they live. In order to consider the way in which a family functions and the resources that a family can draw on, the influences and resources are illustrated in a diagrammatic form in Figure 1. This has been illustrated with the issue of disability in mind, as the beliefs and attitudes with regard to disability will influence what happens in each of the spheres identified. 
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Figure 1. The family in context - influences on family life
Family characteristics

The characteristics of individual families will influence the family environment and resources. Families may have one or two parents and, while having two parents in a positive relationship gives families benefits, with two adults to share the demands of parenting, a happy one-parent family will be a more positive environment for children than an unhappy two-parent family. 

Families will vary in the numbers and relative ages of children, and in the position of the child with Down syndrome in the family. Here again, the advantages of a particular family make-up will vary. When a child with Down syndrome is born after other children, parents may have the benefit of being more confident and experienced parents, and older children can help in the care-taking demands as well as acting as playmates and role models for the child. If the child with Down syndrome is the first child, he or she may benefit from the only child situation as, like all other only children, he or she will have undivided adult attention from parents, who may have more time for teaching activities, educational outings and community activities. When a younger brother or sister arrives (siblings in academic jargon), the child with Down syndrome is likely to benefit from having a playmate after a few years. If the age gap is quite small the sibling will probably help to encourage speech and language development and play skills for their older brother or sister. Brothers and sisters will usually be life-time friends, advocates and supporters for the child with Down syndrome and the benefits of sibling relationships can be seen whatever the relative ages of children, if positive relationships are encouraged. 

The relationships between parents and children matter, and these will vary within families. The extent to which parents share parenting responsibilities and the extent of the involvement of fathers with their children influence family environments. However, cultural expectations need to be considered, as the expected roles of mothers and fathers will vary in different communities. 

The physical and financial resources available to families will influence their parenting abilities. Poor housing and poverty put any family at a disadvantage when trying to create a positive environment for children to grow up in and when managing the demands of parenting. 

The extended family

The family unit will be influenced by the availability and support offered by their extended family. Usually, having members of the extended family nearby is a significant benefit. They can provide both emotional and practical support for parents as well as providing children with an increased range of close relationships. Having grandparents or aunts and uncles on hand to baby-sit or to share in the care of children is usually a great help to families. Even when the extended family members are not geographically close, they can be an important source of emotional support. Of course, if relationships within the extended family are not good, then there will not be these benefits. Being a grandparent can be a delicate matter at times. For example, sometimes grandparents can be too keen to offer advice and may be critical of their children's parenting skills. Grandparents may be very anxious when a baby with a disability is born, as they are concerned for the baby and they are also concerned for the parents. 

When a child is born with a disability, the attitudes and reactions of the extended family can be an important influence in helping the parents of the child to adjust. When grandparents, aunts and uncles have positive attitudes this is a great source of support, but when any of them have difficulty in accepting the child, this can add to the stress experienced by parents. 

Close friends

Parents usually have a number of close friends, including friends made through work, the neighbourhood or community activities. These friends may also be a source of both emotional and practical help. In particular, friendships with other parents of children in the same age range usually play an important part in the lives of parents. As discussed with regard to family members, the attitudes and reactions of close friends to the news that a baby has been born with Down syndrome will influence the way in which the child's parents cope. When a child has a disability, new friendships with other parents whose children have the same or a similar disability can also be a very significant source of support and the role of parent support groups is developed later (see the 'Parent support groups' section). 

The local community

Families live within local communities, and the resources of these communities play an important part in the lives of parents and their children. The quality and availability of local health, education and social service provision for children will influence the families in the area, as will the availability of clubs and community activities. For a child with a disability, the services available for specific support, such as early intervention and respite care services, can make a significant difference to the life of the child and his or her family. In addition, the degree to which the ordinary childhood facilities are inclusive and welcome the child with a disability will influence family life. 

The country and culture
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Roberta growing up in the 1970s
The family will be resident in a particular country and the services provided for children and families in that country will influence family life. The legislation providing for children's rights, healthcare, education and social support will vary from country to country. The legislation providing for the rights and services for children with disabilities will reflect the beliefs and attitudes with regard to disability in that particular society. The attitudes and beliefs prevalent at the societal level will influence the attitudes in the communities and families in that society. 

The author has experienced the change in attitudes towards disability in the UK over almost 40 years in a professional and personal capacity. Forty years ago, society had rather negative attitudes towards disability. Professionals had very low expectations for the development and community involvement of children and adults with Down syndrome. Parents were advised to put their children in institutions, as they would be a burden for the whole family there was no right to education, no community services, and many people believed that it was a disgrace to have a child with a disability born into the family. The author's adopted daughter with Down syndrome, Roberta, was left in hospital by her parents in 1969, largely because her maternal grandparents did not want anyone to know she existed and certainly did not want her to be raised within their family. This was not an isolated reaction - some 10% of babies with Down syndrome were left in hospitals after the birth at that time. The author also knew a family who moved to a new neighbourhood rather than tell their existing friends and neighbours that they had a baby with Down syndrome. These social attitudes would have a very powerful negative affect on the way parents appraised and adjusted to their situation and how they felt about their baby. When Roberta was born she had no right to education, though this changed by the time she went to school following legislation in 1970. Roberta received no preschool services and she was not welcome in any community activities for children, except at the local church. 

In the UK, attitudes and knowledge have improved very considerably, and most parents of a new baby with Down syndrome are given positive messages about their baby's future by medical professionals. The change in community attitudes is reflected in the range of services that have been developed to support parents and children, such as early intervention, therapy services and respite care. All children have a right to education and most children with Down syndrome are now starting school in inclusive schools with the other children in their neighbourhood. Most clubs and community activities now welcome children with disabilities. In the authors experience, this change in social beliefs and attitudes throughout the community has made it much easier for parents and other family members to adjust to the news that their baby has Down syndrome. 

In considering how individual families will adjust, it is clearly important to take account of the beliefs and attitudes towards disability in their culture and within their religious community. Some communities have not progressed as far as others in changing negative beliefs and negative attitudes and parents, and families will be influenced profoundly by these views. 

Life stages and life events
In addition to stressing that each family has to be seen as individual, with strengths and weaknesses and embedded in their own networks and communities, it is important to recognise that families may change over time and that the demands within families may change at different life stages as the child with a disability gets older. 

It is not appropriate to try to classify families as resilient and coping, or as vulnerable and needing support, on the assumption that this is a permanent set of characteristics. There may be some factors that do continue for individual families, such as poverty or poor housing, but many factors may change. For example, a stable and resilient family may be affected by life events such as the death of a grandparent who had been a significant source of support, or by the loss of employment. Less dramatic changes such as the birth of another child or a move of house may require adjustment, which will be helped by the awareness that coping strategies need to be considered, such as more practical help in the house or the establishment of new social networks. 

Even when externally imposed life events do not affect families, adjustment to children's difficulties and needs is a life-long process, and transition points in children's lives can raise new issues. 

The process of adjustment to the news that a baby has a disability is usually greatest at the time of the diagnosis. Most parents of babies with Down syndrome know the diagnosis within hours or days of the birth, and the next weeks and months are a period of considerable emotional distress and adjustment. Most parents do make positive adjustments and feel love and attachment for the baby, but the time this takes can vary from days to months. Life then looks brighter and the much loved baby's achievements can be celebrated. Parents find information on Down syndrome, meet other families and find support services in their communities and begin to feel optimistic for their child and the future. They evaluate their child's progress against the expectations for children with Down syndrome and feel positive about his or her progress. However, transition points in the child's life may be particularly stressful, for example starting school, when the child may be assessed against the norms for typical development and parents are confronted with the extent of their child's delays, rather than their achievements. Parents are also confronted by the need to consider how their child is able to cope with the usual social and learning expectations of school. Other transition points may be reaching adolescence, leaving school and leaving home. 

What does research tell us about families with children with Down syndrome? 

There have been a number of useful studies of the experiences of families with children with Down syndrome in recent years, particularly in Australia,[1-7] the USA[8-17] and the UK.[18-32] These studies have moved on from simply looking for negative effects and have taken more sophisticated approaches to involving families in their studies and trying to capture a realistic view of the experiences of families. 

The range and types of research
The largest and most detailed study is the longitudinal study of families with children with Down syndrome which has been ongoing in Manchester, UK, since 1973.[18-24] This research programme was established by Cliff Cunningham, and he and his colleagues are still working with many of the families and the young adults with Down syndrome to continue to document their experiences. Their work has looked at both the influence of caring for a child with Down syndrome on the life of the family and the influence of family environments and parenting strategies on the development and progress of the child with Down syndrome. The Manchester studies have mainly investigated the variation in family experiences within a large group of families of children with Down syndrome. They have been able to ask if some families fare better than others and, if so, why? Importantly, they have also been able to see if families continue to do well or to experience stress over time, as they looked at families experiences at two points five years apart. 

Other studies have compared the experiences of families with a child with Down syndrome with the experiences of other families with similar numbers of children and similar family characteristics, but not a child with a disability.[e.g. 4,6,16,25] These studies are important as they allow us to identify the possible differences associated with caring for a child with Down syndrome. Parenting is demanding and many families of young children find parenting stressful at times is it actually any different if one child has Down syndrome and, if so, how? 

Research with families of children with Down syndrome 
· Most (70%) of families adapt and lead ordinary family lives. 

· Most families report benefits of having a child with Down syndrome for the whole family. 

· Marriage breakdown is no more frequent than for the rest of the population it may even be less frequent. 

· Brothers and sisters do not have more problems than in other families and are likely to be more caring. 

· Resilient families tend to use practical coping strategies they seek out information and services. They join parent support groups. 

· Resilient families develop a supportive emotional climate and encourage open communication between family members. 

· Ageing parents of adults with Down syndrome still living at home have better physical health and life satisfaction than typical ageing parents. 

· Some families (30%) are vulnerable and experience considerable stress. In these families, everyone may be affected by practical, emotional and behavioural difficulties the child with Down syndrome, brothers and sisters and parents. 

· Vulnerable families can usually be identified in the first years of a childs life and will benefit from specific support from relatives, parent support groups and professional services. 

Some studies have focused on the experience of brothers and sisters of children with Down syndrome.[1-4] Most studies have assessed the experience of mothers only but some have included fathers[27,28] and found that parents do not always have the same views of their families and the issues which cause stress! The needs of fathers have received much less attention than the needs of mothers. A few studies have considered the needs of grandparents and the role that grandparents can play in supporting families or increasing family stress.[32] 

Almost all research studies have used questionnaires completed by parents as their main method of data collection, though a few have used more open interview techniques to collect information from parents.[4,7,13,33] 

Most research has focused on the childhood years and most studies have visited just once and, therefore, obtained a snapshot view of life at that time. One group of researchers in the US have been following the experiences of families with adult children with Down syndrome still living at home with increasingly ageing parents.[9-12] This study has highlighted many positive outcomes and we are beginning to be able to build a life span perspective of families caring for individuals with Down syndrome. 

The majority of researchers have only worked with families from Western or European cultures, in the US, Australia and the UK. This means that the findings cannot be assumed to reflect the experiences of families with different cultural backgrounds. A few studies have looked at Chinese families[34] and Latino families but published information on experiences in cultures other than western ones is limited.[see 35,36] We would expect some issues to be similar and some different, based on the current state of knowledge. 

The main findings are positive
Most families do well. The main finding of research studies is normality the majority of families with children with Down syndrome lead ordinary lives. This does not mean that families do not have additional demands and challenges to cope with. It means that at least 65-70% of families find the resources to meet the additional needs of their child or adult with Down syndrome and lead happy and ordinary family lives themselves.[18,19] There are no more marriage breakdowns than in the rest of the population (and some indication that breakdown is less likely). 

There is no evidence of ill effects for brothers and sisters in these families and both parents and brothers and sisters report benefits as well as extra demands.[29-31] As a group, families with children and adults with Down syndrome report less stress than families with children with similar levels of intellectual disabilities from other causes.[see 37,8,25] There may be several reasons for this, such as early diagnosis and support, information which helps parents to predict the future, the sociable and warm nature of most children and adults with Down syndrome and fewer behaviour problems than in the comparison groups.[37] 

There is some evidence that ageing parents who have adults with Down syndrome still living at home have better physical health and life satisfaction than ageing adults in the typical population.[9-12] 

Where researchers have had comparison groups of families without a child with a disability, they find few differences on measures of resilience or family functioning,[4-6] even though mothers of children with Down syndrome report more parenting demands and more stresses.[16,25] This supports the view that most parents cope with the extra demands and stresses effectively and that the family does not suffer. 

Some families have a hard time. If 65-70% of families are doing fine, there are 30-35% of families who are showing signs of considerable stress or distress, for a variety of reasons.[18,19] In these families, brothers, sisters and the child with Down syndrome are more likely to show behaviour difficulties. Parents are more likely to be struggling to cope and experiencing depression or health problems. All family relationships will be strained and family life affected. Some of the reasons that lead to families having a hard time have been identified and this information may be able to help parents, extended families and services to pinpoint their needs and ways to improve their situation if life is difficult to manage at present. 

As the reader will see, almost all the factors that make families with children with Down syndrome vulnerable will make any family vulnerable and parenting more difficult. The same characteristics lead to family and child difficulties in the rest of the population. 

Family strengths and weaknesses. Researchers have identified at least some of the factors that help families to cope well and some of the factors that make families vulnerable to stress.[38-40] These can be described as strengths factors which increase resilience, and weaknesses factors which increase vulnerability. Resilience is the term used to describe the family's ability to cope in the face of life stresses. Resilience and vulnerability factors are discussed in the next section. 

This information is particularly important for new families, those with preschool children and those who provide services and support in the early years, as the evidence from the Manchester studies and others suggest that the most vulnerable families will experience difficulties from the time the news is broken and, without help, will continue to experience difficulties affecting all members of the family.[19,20] 

Resilience and vulnerability
The following section presents an overview of the factors found to influence the resilience of families from the available published research, in order to try to interpret what is known and to draw out the implications for families and for service providers. The main findings are illustrated in diagrammatic form in Figure 2 to try to help the reader to co-ordinate the findings and to see how they relate to a family's experience. Putting them onto one diagram allows us to see the full picture. It is important to note that strengths and weaknesses are likely to be additive. Families with several vulnerability factors will be worse off than families with only one, and areas of strength may be able to compensate for areas of vulnerability. It is important to bear this in mind as we discuss each possible strength or weakness. On its own, one weakness may not put a family at risk, as other factors in the life of the family or support from services may compensate. 
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Figure 2. Influences on family resilience or vulnerability - from research findings
Key:  + indicates a factor likely to increase resilience
        - indicates a factor likely to increase vulnerability

It is also important to note that research studies have not assessed all the possible influences on families resilience or sources of stress. For example, the unconditional love that almost all parents feel for their child, and the way in which family members value the child is a major source of resilience. Advocating for their children's needs leads many parents to report that they have discovered new strengths, made new and lasting friendships and that they have become more involved in their communities. These all have benefits for their lives, and increase their resilience in the face of other life events that are part of the life experience of most people. Parents often report that dealing with service providers is a major source of stress: these issues have not been well documented in the published research studies. 

Research studies also report main differences between groups of families and they tend to conceal the range of individual differences within their group data. The research then leads to generalisations about families with a child with a disability. These may be helpful to alert us to important issues, but the reader is encouraged to remember that all families are different, with their own characteristics and ways of supporting each other, and that all families change and develop over time. 

What parents of teenagers with Down syndrome actually say about their lives
"Though we were devastated when he was born, he was such a happy child, and relatively little trouble, apart from illness, that we soon realised we wouldn't be without him. Though there has been stressful and worrying times (notably age 10-12) he has added another dimension to our lives, and I'm sure we met a lot of people, done a lot of things that we wouldn't have done otherwise. He is popular, friendly and non-judgemental and all in all the positive effects outweigh the bad." 
"Very loving, trusting and happy boy enjoys life and is very sociable. Cannot always do things we would like to do, he takes up a lot of time. Unable to work full-time in my career so have to accept a job which accommodates his needs." 
"Sometimes we have been restricted in our activities. When my sons were younger there was a certain amount of embarrassment when their peer groups would make derogatory remarks to them." 
46 families took part in a survey, part of which covered effects on family life, brothers and sisters, and the need for services.[30,31] A summary of the findings and the full range of their verbatim views is included as an Appendix.

The individual characteristics of parents

Personalities. Certain personality characteristics seem to make individuals more vulnerable when faced with demanding life events. Individuals who score highly on measures of neuroticism or anxiety seem to be less able to cope in a positive and effective manner. Individuals with low self-esteem or self-confidence will be less likely to believe that they have the ability to cope. Individuals who are more extraverted, and those that have a strong sense of being in control of their lives (internal locus of control), manage stressful life events more effectively than individuals who are more introverted and tend to feel that what happens to them is outside their control (external locus of control). Personality characteristics may affect the different coping strategies that are used by parents. For example, at a time when a parent is anxious and has low self-esteem, he or she is unlikely to seek out social support or to develop active, problem solving strategies. 

Coping strategies. Coping strategies are the ways in which individuals deal with stressful situations. In the family research, they have been divided into emotion focused and practically focused strategies. In the main, practical coping strategies seem to be positive and linked with resilience. These may be described as active problem solving strategies which include seeking information about Down syndrome and about services, benefits and support available to the family, meeting other parents and joining a support group, and making full use of family and community social support networks. Emotion focused strategies include wishful thinking (maybe things will get better), passive acceptance (this is my lot in life and I have to put up with it) and stoical thinking (making light of the issues without doing anything practical). Emotion focused coping is reported to lead to stress and vulnerability but this may be an oversimplification of the issues. The type of strategy that is positive may depend on whether it is possible to change a stressful situation or not, and the needs of parents at particular times. 

Cognitive appraisal and adjustment. Researchers and parents have identified that the way in which we think and make sense of life events is an important part of the process of adjustment, and that adjustment takes time. The individual way in which we think about and interpret life events is an important part of coping positively or negatively and will also influence our feelings and emotions. The way in which we react to the news that our baby has Down syndrome will be influenced by the beliefs of our community and our individual beliefs. If we believe that the baby is a punishment for sin or a disgrace on the family, we will feel and think differently from someone who sees this as a chance occurrence which could happen to anyone and not an event to be ashamed of. If we are told that the baby will never make much progress and always be dependent, then we will find it hard to think positively about the future. 

Factors that make families vulnerable
Family factors
· Poverty, poor housing, no car, and unemployment - these disadvantages make parenting more difficult in any family. 

· Poor marital relationships, disharmony in the family. 

· Personal resources, low self-esteem and self-confidence, passive and ineffective coping strategies. 

· Poor parent-child relationship with child with Down syndrome - emotional ambivalence towards the child. 

Child factors
· Difficulties with control and behaviour management. 

· The demands of parenting a child with Down syndrome who has atypical difficulties such as: 

· persistent behaviour or sleep difficulties 

· more severe developmental delays 

· chronic health difficulties 

· acute, life threatening, health difficulties 

· a difficult temperament e.g. restless, over-active, impulsive 

Services and support
· Limited family and social support. 

· Inadequate services 

For all parents there will be a period of adjustment, since they had a set of expectations for their healthy baby which they now have to change to take account of the fact that their baby has Down syndrome. Some parents will find it easier to reconstruct their hopes for their child and their future than others, and this will be influenced by their underlying personality characteristics. It may also be influenced by their previous experience of coping with stressful life events. 

To identify that evaluating the positive or negative effects of coping strategies are more complex than the researchers often indicate, we can consider some examples. 

Optimism and hope are reported by parents as important and positive coping strategies and some of those hopes may later turn out to have been over-optimistic. However, at the time, that level of hope was essential to feeling able to cope. Is that hope, at that point, wishful thinking? If so, wishful thinking was a positive, rather than a negative strategy, at that time. 

Similarly, when is acceptance helpful and part of positive cognitive adjustment (or coming to terms with the situation) because we have now made a realistic appraisal of our situation and determined what we can or cannot change? When is it passive acceptance and thought to be unhelpful? 

When is active practical coping helpful and when is it not helpful? Most of the time it seems that it is a helpful way to go forward, but it will not be helpful if parents seek out practical therapy programmes which hold out false hope and place enormous strain on the resources of the family in terms of time and money. (This is more likely to happen when services have little to offer.) 

Family characteristics
Marital relationships. The quality of the relationship between parents has been shown to be important. The way in which mothers feel supported emotionally in the relationship, the practical involvement of father in child care and in the decision making regarding the child are all important factors. Mothers have reported the importance of good father-child relationships when asked to judge how well they think that their family is functioning. Fathers also report that their relationship with their partner and the quality of their family life is important. Positive relationships between partners reduces the stress they experience. 

Family cohesion and harmony. The quality of the relationships within the family, the emotional warmth, the care shared between family members and the ability to communicate effectively all influence family well-being. This has been identified from questionnaire measures and from interviews with mothers that allowed them to identify what was important without any leading questions from the interviewer. In cohesive families, there is generally a happy atmosphere, everyone is valued and respected, the achievements of each person are celebrated and the family enjoy shared activities and being together. In cohesive families, mothers, fathers and all family members report less stress. 

Family resources

The practical and financial resources of families influence their ability to cope with the demands of parenting. Poor housing, poverty, lack of transport (a car) and unemployment all increase family vulnerability. The impact of these factors may be more stressful when one child has Down syndrome, as poverty and lack of transport may reduce the opportunities to access support groups and services. The lack of practical resources for laundry and adequate heating are also more significant. 

Health 

As might be expected, the physical and mental health of parents has been shown to influence family situations. It is important that parents are aware of their own needs and take care of themselves. In terms of mental health, a number of studies report increased levels of stress for both mothers and fathers in families with a child with Down syndrome sometimes using mental health measures such as depression questionnaires. However, these are usually small increases in stress and very few parents actually score in the clinically depressed range. Some studies suggest that different factors affect fathers and mothers. Mothers are more stressed by childcare issues and worries about how the family is functioning, while fathers are more worried about the financial and practical needs of the family. These findings are, of course, to be interpreted in the context of the family role expectations in the communities being studied. 

Employment for mothers

Employment needs to be considered in more depth as the effects of unemployment for mothers and fathers may be different. For fathers, unemployment may lead to serious poverty for the family and all the usual negative consequences for the individual, undermining self-respect and fathers role in the family. For mothers, being unemployed and staying at home with children does not necessarily have negative effects as it may be the typical role for women in the community or seen as a positive choice. 

However, for mothers of children with Down syndrome, employment outside the home has been shown in several studies to be a positive and protective factor. Working mothers report less stress and more life satisfaction despite the extra demands of work, child care and family. This beneficial effect of employment when coping with demanding life events has also been shown in studies of depression in women. Working outside the home provides social contacts and friends, a different role, a change of daily demands and an increase in income. Unfortunately fewer mothers of children with Down syndrome continue to work (56% compared to 76% of mothers without a disabled child in one study).[16] This is a finding with clear practical implications and one that many mothers may find reassuring if they wish to continue to work. 

Child characteristics

Some children with Down syndrome may be more difficult to care for than others and place extra demands on all members of the family, especially parents. The reader will note that most of these characteristics may also be seen in children without disabilities and will also cause increased parenting demands for their families. 

Health issues. The needs of children with acute illness or chronic illness, requiring hospitalisation or hospital visits and treatment will cause additional stress or demands within families. For example, if a child has a chronic heart problem, chronic bowel condition or childhood leukaemia, this will cause significant additional stress. 

All children with Down syndrome have additional health needs and this leads to more hospital appointments and often more illness than that experienced by typically developing children. However, in the research studies, it is when the healthcare needs of the child with Down syndrome are more significant and serious than they are for the majority of children with Down syndrome that they increase the family's vulnerability. 

Temperament. The demands of children with hyperactive, excitable or difficult temperaments will be more difficult to manage than most other children with Down syndrome. Children with more difficult temperaments are more likely to have feeding, sleeping and behaviour difficulties and will be less likely to be able to occupy themselves. These children may be particularly demanding for first time parents to cope with. 

Development. Families with children with Down syndrome who have more significantly delayed development, children with multiple difficulties (additional physical difficulties or brain damage) or children with autistic difficulties experience and report more stress. There is a wide range of individual differences between children with Down syndrome in rates of progress and degree of disability. Some 11% have significantly more delayed development and the families of these children may face many more parenting demands. 

Behaviour difficulties. Families with children with Down syndrome who have persistent behaviour difficulties experience more stress. The evidence suggests that these families are as stressed as those with autistic children or children with other disabilities and similar levels of behaviour difficulty. They do not show the comparatively lower stress pattern evident for most families with children with Down syndrome. 

The evidence also suggests that persistent and disruptive behaviour difficulties, while only seen in a minority of children, begin in the preschool years and continue during the school years. Therefore, intervention to help parents avoid these difficulties needs to be available in the preschool years. 

Sleep. Families with children who have poor sleep patterns experience and report more stress. Sleep difficulties include settling problems, early waking and waking during the night. Night waking is reported as the most stressful as it results in broken sleep for both the child and the family. Studies also report a link between disturbed sleep and difficult daytime behaviour. Sleep difficulties usually start during the preschool years and parents should be alert to the risks of long term sleep problems and seek help in managing problems as soon as they begin. 

Attachment. In families where parents have found it difficult to bond with the baby with Down syndrome, more stress and more behaviour difficulties are reported. Some parents do not find it easy to feel unconditional love for their baby with Down syndrome. They may struggle with conflicting feelings, predominantly negative, towards their child for many years. When this is the case, it may colour parents perceptions of the child and make it hard for them to feel positive about the future. They may be more inclined to dwell on the problems that their child presents than on the childs progress and achievements. The child in this situation will usually sense the negative feelings and be emotionally insecure. In the authors experience, this can lead to an increase in behaviour problems from the early years. Sometimes the effects of the childs insecurity are not fully expressed until adolescence, when he or she may express feelings by becoming aggressive or depressed. 

Sources of support
Research suggests that the range of emotional and practical supports outside of the family influence family well-being. The range of such supports that an individual family or parent has will be influenced by the individual personalities and coping styles of parents. In other words, if parents are isolated then it is not enough to point out that more social networks will be helpful. The individual may not have the confidence to access these sources of support and may be uncomfortable relating to others in group support situations. Support for the individual parents personal needs will be helpful before he or she will be able to benefit from other social supports available in the local community. Seeking out social and practical support is generally described as helpful, without comparing the benefits of different sources of support. All the research on coping with stressful life events suggests that those who are socially isolated are more vulnerable and less likely to make positive adjustments. 

Family and friends 

The practical and emotional support provided by the extended family of grandparents, aunts and uncles can be a very positive source of support to parents and brother and sisters of children with Down syndrome. Equally, if grandparents cannot accept the baby and are pessimistic about the future then this will make the positive adjustment of parents more difficult. There is very little research on the role of grandparents but this does identify possible positive and negative effects. However, in the majority of families, the emotional and practical support provided by grandparents and other members of the extended family is usually a very important positive part of the family support network. 

Social networks - church and community 

The family's existing networks of friends in the neighbourhood, at church, play schools, mother and toddler groups, and at clubs in the community can be a very positive source of support, provided that they are positive about the child with Down syndrome and welcome him or her into their homes or activities. This is illustrated by parents reports of the support of their church - some have found the church members a positive help, others have found their church community negative and unhelpful. The beliefs that people have about disability and Down syndrome will influence their attitudes and this will apply to family members, friends and contacts in shops or on public transport. Too often parents report that they have to educate those around them, including some service providers! However, most families do find positive support in their local communities and benefit from this support. 

Parent support networks 

Many families report the benefits of joining parent support groups or Down syndrome associations and meeting other families with children with Down syndrome. Some parents report that the most significant emotional and practical help that they received came from other parents. In the first months and weeks, parents often report that it was helpful to meet other families who have got over the shock and feel positive about their child and the future. It was also helpful to see that they and their other children are leading ordinary lives. In parent groups, parents benefit from the sense of mutual understanding and they benefit from the practical tips and advice shared by those with older or similar age children. Parent groups can be a strong voice for action when services or legislation needs to change. The emotional and practical support of other parents can be extremely valuable when parents are fighting for services on behalf of their child. 

However, these benefits will only be felt if parents find understanding and support from a local group. For example, parents with children who have more significant difficulties do not always feel that Down syndrome groups meet their needs. The group may be focusing on teaching children to speak and to read and getting them into mainstream schools and these goals may not seem appropriate at all to the parent of the more delayed child. 

Information 

In the early days and months, one of the main things that parents seek is information. Part of the shock and emotional turmoil associated with getting the diagnosis is that it plunges parents into a world that they were not prepared for. Most parents feel that they know what to expect when parenting a healthy baby, but once they learn that the baby has Down syndrome they feel at a loss and sometimes as if they are no longer in control of their lives. Accurate information about the baby and young childs needs and expected progress, and the availability of local services is usually reassuring and enables parents to begin to feel less distressed, to feel that they will cope and to feel more able to adjust positively. 

See also:

· 
Living with Down syndrome 

Information can come in many ways at the present time. It may be written information, website information or verbal information from parents or service providers. It should always be positive while being realistic everyone needs hope for the future. There are a number of studies which document that way in which the diagnosis is initially presented to parents affects their long-term adjustment. Information needs to identify the strengths of children with Down syndrome, the fact that they are children first and need to be a much loved member of the family in order to flourish, like any other child, that families mainly cope very well, that life goes on and that most families report the benefits of raising a child with a disability as well as the extra demands. 

Services 

Families in the communities where research studies have been carried out generally value the support that they have received from services, especially early support provided in the home. They particularly value services that provide them with practical and realistic strategies for dealing with difficulties. 

However, parents value services when provided by professionals who value the child, respect the family, have good listening skills and are empathic, who are well informed and share their knowledge with parents in a positive and supportive manner. 

In some studies, parents have reported that dealing with some of the professionals that they encounter because their child has a disability has been a major source of additional stress, rather than a source of support. The stress may be caused by the attitude of the professional and his or her way of working, or because parents have to fight with them to get the service that they want for their child. All too often, parents find that they know more about their child's disability and current good practice than the professional and this identifies the importance of training programmes in services. All too often, professionals do not work in a family centred way, respecting the right of families to identify what help they need, what will work for them and the hopes they have for the future for their child. Many professionals do not respect the fact that the quality of life-time care of an individual with Down syndrome depends on his or her family support whether or not he or she leaves the family home. Parenting is a life long commitment for all parents the roles change with age but parents and brothers and sisters play important life long roles in most peoples lives. The main goal of services should be to strengthen families and this theme will be extended in the later sections for families and for service providers. Many professionals play minor and short-lived roles in the life of a person with a disability but wield too much power in decision making relative to their actual responsibility or ongoing commitment to the individuals. 

Practical support - respite and benefits

Support for the everyday demands of caring for a child can make a vital difference to the lives of families, and these can be financial contributions or practical services that sometimes relieve the demands of caring. 

Many studies identify the extra financial costs of raising a child with a disability. Some costs are associated with child care needs wearing nappies for longer and needing more changes of clothes, for example and the costs of travel to hospital appointments, therapy services or parent groups. A major issue is reduced family income because it is more difficult for mothers to return to work. Full-time work is often impossible because school times do not fit in. When children are in special schools, the school day is often short and mothers have to be available at transport times. Children with disabilities need supervision for longer and the breakfast or after school clubs available for other children of working parents rarely take children with disabilities. Many countries recognise this financial burden and provide disability benefits of various kinds. 

These financial contributions are valued by families and lead to an improved quality of life but there is a possible pitfall. Disability benefits are intended to meet the extra costs for the individual with disability but it is easy for them to become absorbed as part of the total family income. This can lead to difficulties when a teenager or young adult has the opportunity to take a residential education or vocational training course or to leave home to live independently of the family. The family may be reluctant to allow the young person to move on because the disability benefits will move with the person. It may help to alert families to this issue when children are young and encourage them to think of the benefit as separate from the general family income. Similar problems can arise when the family car has been funded by a disability fund. 

Practical support for caring is valued by families, when it provides some respite from the daily demands and allows family members time to do things that may be difficult to do with a child with a disability, such as visiting a museum with other children or even shopping. It may also allow parents to simply relax and rest, especially if a child has a high level of behaviour difficulty or care needs. Help in the home with sitting services, alternate family care, or respite care in a service facility can provide a life-line for families. There will also be benefits for the child as he or she will begin to feel safe away from home and gain friends and new social activities. 

How families influence the development of children with Down syndrome
A small number of studies have looked at the progress of children with Down syndrome in relation to family characteristics and coping strategies. Like all children, the progress of children with Down syndrome is influenced by their family environment, and their educational and social opportunities, not just determined by their genetic makeup. Children with Down syndrome show the usual benefits of social class, with those in families with more resources and higher levels of parental education making better progress. They also show the same benefits of family position, with first and only children making better progress, presumably due to more individual adult attention.[29] 

In the Manchester studies,[19,21,23,24] the findings indicate that progress in self-sufficiency (life skills) and practical skills were more influenced by family factors than academic progress. Higher self-sufficiency scores were achieved by children whose mothers used practical problem solving strategies and lower for those who tended to use wishful thinking, even after taking account of the effects of mental age on the children's progress. As the children got older, the link between cognitive ability and life skills became weaker. Cognitive ability as measured by mental age predicted academic achievement but family factors and social opportunities had more influence on life skills. 

After allowing for mental age and attentional difficulties, academic progress was better when mothers used practical and problem solving coping strategies to deal with child related problems, and worse in families where fathers tended towards an external locus of control, and therefore felt that they had little influence on events. Fathers active involvement with the child's development and education has a positive effect on progress. (In an American study of families with a young child, fathers who were more involved in the child's day to day care felt more competent in their parenting role and had a better relationship with their child.)[16] 

There were links between family factors and persistent behaviour problems in children. Children with lower mental abilities, higher excitability scores, higher incidence of respiratory infections and lower self sufficiency scores were more likely to have difficult behaviour. However, when these factors are controlled for in the data analysis, behaviour difficulties were worse in families with poor family cohesion, poor parent-child relationships, in poor housing and with low social support. They were also worse when mothers used passive coping strategies and tended to have neurotic personalities, when fathers were unemployed and when the family was experiencing additional stressful life events. In other words, the way in which parents coped and the family was functioning influenced behaviour even when child characteristics have been taken into account. 

Children in families with an active-recreational orientation, children with younger mothers and children with more siblings had wider social lives, even when child characteristics such as ability and behaviour are considered. In other words, family factors influence children's social lives even for the less able or more difficult children. 

A recent longitudinal study of American children with Down syndrome up to 10 years of age has also identified the effects of family factors on the children's development.[14] Progress in self-sufficiency, communication and social skills were all influenced by family adaptability and emotional cohesiveness and mothers positive interactive style when teaching her child. The effects of these factors were pooled so that their individual importance cannot be identified. The reader may be interested to know that the children's motor progress was not affected by the family or mothers characteristics. 

Children and families influence each other

In summary, these research studies show that parent and family characteristics and coping styles not only influence the stress that a family experiences when raising a child with Down syndrome but they also affect the development of the child. Unfortunately, the way in which family strengths and child characteristics interact over time will tend to make matters better or worse. A family with many strengths at the time that a baby with Down syndrome is born will be able to cope in a way which reduces the sense of distress and leads to positive parenting. This in turn leads to better development and less behaviour difficulties for the child, continuing to make the child more rewarding and life easier for the family. A family with many weaknesses at the time of the birth of a baby with Down syndrome will be less able to make a positive adjustment and feel able to cope. Their distress may lead to less effective parenting and, in turn, the child will make slower progress and be more at risk for behaviour difficulties. The child's difficulties become a greater burden and increase distress in the family. 

These somewhat extreme examples highlight the point made at the beginning of this book that all families are transactional and dynamic systems, that the behaviour of each individual affects the behaviour of the others and that families change over time as they manage these interactions. The examples used also emphasise the importance of very early support for families to ensure that they are helped to make positive adjustments and supported with advice on effective parenting styles. The most vulnerable families are at significant risk of high levels of stress and steadily increasing problems if early support from families, communities and services is not available to them.

Positive strategies for families 

The benefits of research studies are that they can identify broad trends and the factors that may be important for many, though not all, families. The most important finding from recent research with families with Down syndrome is that most families are doing well. Most families find the resources to cope with the new and ongoing additional demands of a child with Down syndrome, lead ordinary lives and life goes on. Most families can realistically identify the extra demands but also the benefits that they have experienced. This has been a very important message for the professional community over the past ten years, as the specialists in disability services tended to have a generally negative view and assume all families suffered when raising a child with a disability. This influenced the advice that they gave to new families and in many places it still does so. It probably still colours the advice given in screening and termination programmes. Parent groups may still need to spread the positive information that most families do well to professionals in their area. 

However, some families (25-30%) are not doing well. Their lives are stressful and the difficulties that they and their children face daily should not be underestimated. They may be able to benefit from the growing pool of information on the positive strategies that families use to meet the demands they face and the factors that increase vulnerability and make life difficult. 

Parents may find it helpful to evaluate their particular strengths and weaknesses, and identify sources of support or strategies that they could use. Figure 3 is a schematic attempt to show the range of possible family situations. The factors that contribute to resilience or vulnerability can be summarised under 3 headings family factors, child factors, and support services. This is simplifying the complexity of life, but may be a helpful way to see why some families are having a more difficult time and give some pointers to solutions. For example, good services may help to support vulnerable families with their personal and family needs. Good services may help with the management of behaviour problems and provide respite care. If there is a good parent support group in the neighbourhood, and services are poor, then the group can advocate for better services or provide them. 
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Figure 3 . The range of family experiences
Evaluating your family situation
One use of the information summarised in Figure 2 is that it could be used as a checklist to evaluate the strengths and weaknesses of your own family resources and network of support. It can also be used to inform new families of the positive ways in which they can use coping strategies and evaluate their needs. Before evaluating your family situation, it may be helpful to recognise that it should lead to positive outcomes to help you look for solutions to identified weaknesses, by using your family and social support or service networks. It will also be important to remember that families change, and resilient families can become vulnerable or vice versa. No family has all weaknesses and no strengths, so be sure to list strengths first, using Figure 2 as just a starting point. 

Positive strategies for families
Identify strengths and weaknesses 

· look for resources and support 

· take control and become an informed consumer 

Parents need to look after each other and their own health

· focus on the whole family and a happy family life 

· establish settled routines for your child and encourage good behaviour 

· make full use of community and neighbourhood support 

· make full use of services and professional support 

· belong to a local parent support network 

· make use of advocacy support when battling for services 

Identify any child factors that cause stress and seek help in resolving them

· use respite care to take a break and to reduce restrictions on family activities 

· resolve to change or reduce difficult behaviours 

Personal needs
The research highlights the central importance of parents and their own personal strengths and needs. It also highlights the importance of emotional and practical support from others, starting with support provided by a good relationship with a spouse or partner, or a parent or close friend. This echoes research into depression in women which highlighted the benefit of a close confiding relationship, providing a feeling of being valued and understood. It could be a spouse, but it could also be a friend or family member that provides this positive support. In other words, if you are a single parent or do not feel you have a good marriage relationship, it could be helpful to recognise that this positive support could come from someone else. 

The suggestion that our own personalities influence the ways in which we cope might mean that evaluating our own coping styles could again lead to deciding to find more support from others. For example, someone with a tendency to be anxious and to worry might find the support of another parent helpful rather than professional help. Some professional help might increase feelings of inadequacy and be rejected because the professional does not really understand what it is like to be a parent coping with difficult pressures. Another parent who has been through the experiences may be more welcome and in turn provide reassurance and practical advice. Once one or two supportive friends are found, the parent might be more willing to join a support group or make more use of services. 

Family needs
A clear message from research and from personal experience is that it is families who make the most significant difference to the lives of children and adults with Down syndrome. Family cohesion and harmony as positive and important factors come up again and again in the research studies. These are families who are generally happy, caring for one another and enjoying ordinary family life. Families need to recognise this, as do service providers. 

Value the family experience and contribution. Families need to value what they provide as part of ordinary family life. The biggest influence on childrens progress comes from the family from being a much loved member of an ordinary, happy family and from being involved in all family activities. This may sound obvious but too often families are led to believe that it is the therapy and the teaching that will make the difference. Early services tend to focus on the childs needs and to emphasise the extra and special needs of the child. This leads parents to feel guilty if they have not kept up with the exercises or teaching games while at the same time undervaluing the effects of their all day, every day quality interactions with their baby or child. It is the social environment, family life, parenting skills and daily communication in the home that have the biggest effect on the progress of all children, including those with Down syndrome. Extra input may help, though much recommended therapy has never been fully evaluated. However, it is possible for the extra activities suggested by services in the early years to actually undermine ordinary family life, and end up having an overall harmful effect for child and family. 

Families need to preserve family life. In addition to preserving family life, because that is the best way to help a special child, families also need to recognise the importance of taking care of themselves. All family members are important and the life of the family group is important. Life goals and family activities should not be changed, any more than may be absolutely essential, in order to meet the needs of a child with Down syndrome. This is an important message to get to parents early, as sometimes fathers plan to change jobs, the family plans to move or mother decides not to continue with her career during the early months of adjustment. It is helpful to reassure families that this is not usually necessary or desirable in the longer term. This baby's needs can almost always be met within the family as already planned and should not take precedence over everyone else's needs. 

In addition to thinking about the needs of the family as a whole, parents need to be conscious of the need to continue to take care of themselves and each other. It is parents who are at the centre of the family, maintaining family cohesion and harmony and if they become tired and worn out, they will not be able to do this. One implication of this point is that it may be important to accept regular respite care for the child with Down syndrome with family members or services, to ensure enough time for rest for parents. Parents often feel guilty about taking time for themselves, when it is essential to do so in order to continue to be an effective parent. 

Families should be in control. The third point that arises from recognising the central importance of family life for the child with Down syndrome is to urge parents to take control of the situation and decide how they wish to manage the advice and demands coming from services, family and parent organisations. I often summarise this by using the phrase "Its OK to say no!" In the early days, parents in many communities are bombarded with advice, most of it telling them about their baby's special needs and what they need to do to help their baby's progress. They are offered home visiting services, therapy services, and support groups. Their lives are suddenly taken over by well-meaning others, their privacy is invaded and they feel that they must follow the advice and do the therapy or teaching if they want to help their child. Most new parents of a baby with Down syndrome are on a steep learning curve and will find it difficult to decide what is important and what is not. They may feel guilty about not doing the best for their baby if they do not take up every appointment, service and group offered. Most services offered may help but all have a cost in time, energy and sometimes travel. The value of most services is probably over-rated by most service providers and most parents. 

Any demonstrated benefit has to be weighed against the disruption to family life and to the baby's routine. The effect of services on the baby's daily life is rarely considered. If home visitors call, visits to services are expected, and therapy has to fitted in at home, these may all prevent the establishment of settled daily routines for feeding and sleeping. In the long term settled routines reduce the likelihood of feeding or sleeping difficulties, make the baby feel secure, enable the toddler to predict the day and provide the necessary foundation for the child to grow and learn. Settled routines may enable mum to plan her tasks during the day and find time to rest and relax as well as meet the needs of the rest of the family. 

Parents should be encouraged to be confident in their own feelings about the way they wish to manage their lives. Some families (if not most) will benefit in the early days from being left to get to know and enjoy their baby, taking on as much or as little additional advice and therapy as they feel comfortable with. Of course, acute health care needs have to be addressed, as do feeding difficulties, but giving the family a chance to regain its equilibrium and enjoy the new baby should be the priority. The first thing that babies with Down syndrome need is good parenting - good parenting as it applies to all children: good health and physical care, a stimulating environment where the child is loved, enjoyed, talked to, played with and read to, and good behaviour management, from the first year of life. 

The baby with Down syndrome does have additional needs but not at the expense of basic good parenting. Additional therapies and teaching activities will only be effective if parents can carry them out within their daily routines. This means that professionals should see their task as passing on their skills and knowledge to parents. This has implications for the way professionals work, which are discussed in the next section. 

Parents as informed consumers. Parents should be encouraged to become informed consumers of services.[41] This will take a while, as most parents will need some time to become familiar with the information on the needs of children with Down syndrome and their families. Parents should be confident about their own feelings and judgement, and be aware that the baby's needs can be overemphasised. Decisions about meeting the baby's needs must be taken with consideration for the effects that they will have on family life and the needs of other children in the family. A consideration of the demands they will make on parents is especially important. 

Brother and sisters. If parents are thinking about the family group and family life as a whole and coping well, then brothers and sisters do well. However, it may be important to be conscious of their feelings at all times and ensure that the child with Down syndrome does not always become the priority for parental time and concern. It is very difficult for parents to always assess the significance of squabbles and jealousies that appear between brothers and sisters at times. There is a tendency to think that they may only be happening because one of the children has Down syndrome when, in fact, they may be part of the ordinary rivalry and antagonism between siblings that arises from time to time. 

Research studies suggest that siblings report less conflict and more positive interactions with their brother or sister with Down syndrome than they report with typically developing siblings. Children take their cues from their parents if parents are positive in their interactions with the child with Down syndrome and generally convey a sense of being in control of the situation, then siblings will feel positive. If parents handle family conflicts fairly and expect acceptable behaviour from the child with Down syndrome, this will also encourage good sibling relationships. 

There will be times when life is difficult and the child with Down syndrome has to understand this. For example, in the author's family, the child with Down syndrome, Roberta, was the eldest. When her younger brother was old enough and sensible enough to go to the local shop alone, she was not. He was not yet capable of taking care of his sister if he took her to the shop, therefore she had to learn that life was unfair - he could go out alone to the shop but she had to stay at home. 

The author also made clear that, while Roberta would benefit from being included in their play with friends, it was fine for her brother and sister sometimes to go out to play or have friends in and not include her. It was important to respect everyone's needs equally. It was also made clear that Roberta did not need to always be invited to events at the other children's schools if they did not want her there. At the time they were growing up, attitudes to disability were not as positive as they are now, and the author was aware that they might suffer teasing about their sister and that her presence in the family might affect their friendships. 

In fact, they rarely requested that Roberta was not included in their important events. However, when her sister did ask for her to be left at home for a while, it turned out that this had nothing to do with her disability. Her sister reported later that she was fed up with being the third child and never getting her mother or father's undivided attention! To quote "I never got you to myself - even if I needed a new pair of shoes everyone had to come." The three children were very close in age with only 4 years between the youngest and the eldest and dad was away for work in the armed forces for long periods. For a number of years I assumed Roberta's sister had been teased and was sensitive about her sister's disability when, in fact, the problem had nothing to do with Roberta's disability! 

This example is included to alert parents to the tendency to interpret events in the family as if they are related to disability when often they are not. There is the same problem in families who go through divorce, with a tendency to assume all the children's problems must be because they are being affected by family break up when they may just be part of growing up. 

Child factors - recognising additional needs
It may be helpful for parents to know that they will be experiencing more stress when their child with Down syndrome has certain additional needs so that they can identify the specific types of additional help that may improve the situation. 

Health and development. Parents who have children with more significant health problems or with more severe developmental disability are likely to be coping with more demands and experiencing more stress than most families with children with Down syndrome. When they are aware of this, they can take steps to ensure that they make full use of practical and emotional support from families, social networks and services. It may help to use day care and respite care facilities to ensure that parents have some time for rest and relaxation. Children with more severely delayed development are also more at risk of developing difficult behaviours, so that advice and support for behaviour management may also be an important resource. 

Temperament. Children with difficult temperaments are going to be more difficult to raise, whether or not they have Down syndrome. Children who are irritable and restless as babies and children who have short attention spans or are hyperactive are more difficult to manage. It will help parents if they recognise this and do not blame themselves for the child's difficulties. Parents with particularly difficult children need to be confident in establishing settled routines and in providing clear boundaries for behaviour. In the authors experience, children with Down syndrome and difficult temperaments are more difficult to manage than typically developing children with similar temperaments because the children with Down syndrome will be slower to develop their cognitive, language and social skills. 

It will therefore take them longer to reach the stage where they understand dangers and risks, longer to acquire enough communication skills to be able to ask for what they want or to understand explanations, and longer to become sensitive to the social feedback from others. Early intervention services need to be ready to offer support from the first months of life. Parents who already have other children may be more confident and successful in managing a child with a difficult temperament. If the child with Down syndrome is a first child, parents may be more vulnerable as they have no previous experience of babies and young children. They will benefit from support to establish routines and manage behaviour. Prevention of difficulties is so important, as established behaviour difficulties are not easy to change. 

Behaviour management. Many children develop challenging behaviours, not just those with more difficult temperaments, if a child has additional behaviour or sleep difficulties, it is also important to recognise that these can usually be improved and, by doing so, everyone in the family will benefit from the reduced stress. Behaviour change requires some support and commitment but it will be worth it in the end. Parents of young children can see that managing behaviour effectively from the start is important and may be more inclined to seek help quickly if they know that problems can persist and greatly increase family stress. 

See also:

· 
Social development for individuals with Down syndrome - An overview 

· 
Social development for infants with Down syndrome (0-5 years) 

· 
Social development for children with Down syndrome (5-11 years) 

· 
Social development for teenagers with Down syndrome (11-16 years) 

Similarly, if a child has more significant delays, it may be important to recognise that the daily burden of care is more stressful and to consider the benefits of using a respite service. It may help to get professional help to plan and implement a behaviour change programme. Behaviour change programmes will work if everyone in the family keeps to the agreed plan and manages the child in the same way parents and family members must support each other and be consistent. The programme must be maintained consistently for long enough. The most common reasons for failure are stopping the programme too soon or the programme being sabotaged by those who do not keep to the plan! Advice on understanding and managing behaviour is contained in the Social Development books in this series. 

Attachment. It may be important, but difficult, to recognise bonding and attachment difficulties and an inability to love a child. If a parent can recognise their lack of real attachment with the child, then he or she can plan to address the issue. It may be that a parent can make a conscious effort to recognise their tendency to negative feelings towards the child and the way that the episodes of negative feeling make him or her dwell on the child's weaknesses rather than strengths. Other family members may need to try to support the parent and understand his or her difficulty with feelings and attachment. Other family members can help by making a conscious effort to give the child a sense of security and unconditional regard. In addition, the child may benefit from times of respite care away from tensions, with grandparents or service providers, and the parent who is finding attachment difficult will benefit from the break. 

The attachment difficulties as discussed here are quite rare. Most parents do not find it difficult to bond with and love their child with Down syndrome and all parents have both positive and negative feelings towards their children at times, within a secure relationship with the child. However, real attachment difficulties lead to the child feeling insecure and can lead to long term stress for parent and child. 

Support services
Making full use of support and information 

The research indicates that those parents who go out and look for information, services and support do obtain great benefit from this. The children of parents who make full use of support networks also have children with more self-sufficiency, presumably because they benefit from more social contact and social independence when they are involved in social and group activities. 

Gaining information and advice from a range of sources including professionals, other parents, adults with Down syndrome, publications and websites should enable parents to be more confident informed consumers. However, there is one caution here, as not all information is reliable. When a child has a condition which cannot be cured then claims for miracle cures and treatments are always being offered. Parents need to evaluate the information available and to recognise that some advice and therapies would not be supported by scientists, medical practitioners or the majority of Down syndrome associations because of concerns about safety and efficacy. 

Family and community support 

Parents may like to consider, from time to time, whether they are making full use of the practical and emotional support available, for themselves and their children, from the extended family, from friends and from the local community. Sometimes life is so hectic that there is little time to reflect on the situation and think about new sources of support, but it is worth doing this from time to time. 

Parent support groups 

Parent support groups vary widely in their aims and how they function. They can provide friendships and emotional support, practical advice and information and advocacy when better services are needed for children. 

Friendships and emotional support. In the authors experience, some of the most important life long sources of support for individual families have come from the personal friendships established with other parents at support groups when children are young. Friendships between parents who met at the Down syndrome group when their children were babies are often sustaining individual families through the changing demands of adolescence and adult life with their children, and through other significant life events such as parent illness, divorce or bereavement. 

Advice and information. Parent groups are usually a very useful resource for information and practical advice, both on the needs of children and the available therapies and services. Consumers of services often have a different and valuable perspective on the relative merits of the local services available to families. They also know about the rights of the child and family. 

Advocacy. Parent groups can be powerful advocates on behalf of all children with Down syndrome in their neighbourhood and can change the services available. They can also support individual families when they are battling to obtain the services that they want for their child. Fighting professionals can be a difficult, stressful and time-consuming task for an individual family, and advocacy from a local parent organisation can be a considerable help. 

Professional services. The professional services available to families will vary considerably in different countries and in different communities. Access to services may be free in some communities but not in others. However, it is important for families to find out what services and financial benefits are available to them and to make full use of the services that are appropriate for their child and family. These services include health and education provision as well as early intervention and respite services for children and respite, independent living and employment services for adults. 

As mentioned earlier, it may be helpful to approach professionals, recognising that you wish to be an informed consumer and draw on information and services that will help you, your family and your child. The expertise that professionals have is a very important resource, but only if they are willing to share it with you in a spirit of collaboration and shared decision making. Professionals who simply claim to know what is best for you and your child, without respecting your views and knowledge, are best avoided. 

Good professionals know that the best way to help a child is for the professional and family to work together in a partnership which respects the equally important contributions (and the strengths and weaknesses) of each member of the partnership.[42-48] 

Positive strategies for services 

The first message that research provides for service providers is that their focus should be on supporting families rather than children. The research indicates that most families, 65-70%, do well because most parents and family members have the personal resources and support networks to sustain them. Most children with Down syndrome do well because they are much loved members of happy families, experience good parenting and are included in the social world of the family and community. They are children first and are affected most by the same things as other children. 

All children with Down syndrome have additional needs, for healthcare, therapies and education, but if those are to be addressed, then the family will be the main provider of additional therapy and teaching, working alongside the professional. This means that all services should be family focused and should serve to increase the resilience of the family. 

See also:

· 
An overview of the development of infants with Down syndrome (0-5 years) 
] 

· 
An overview of the development of children with Down syndrome (5-11 years) 

· 
An overview of the development of teenagers with Down syndrome (11-16 years) 

Priorities for services training needs
It is clear from the research studies that some families, about 25-30%, are more vulnerable and these families can be identified in the early years. Vulnerabilities come under three main headings, family factors, child factors and support services. The factors that may lead to long-term difficulties can and should be identified in the first years of the child's life. Families who may have marital or personal difficulties and tend to have less positive coping skills need support from the first year. Prevention of behaviour problems should be a conscious target for all families and service providers from the first year of life. In the authors experience, behaviour difficulties are the most common and significant stressor for families with children with Down syndrome. Services and practical support can alleviate potential stress but parents frequently report that professionals and services may actually be a source of stress. 

Transition points and changes
· birth of another child 

· starting school 

· changing schools 

· adolescence 

· leaving school 

· moving house 

· changing job 

· bereavements 

· redundancy 

Transition points for the child may lead to: 

· battles with professionals for a particular service or school 

· changes in support networks, e.g. leaving a preschool support group or losing a home teaching service 

· worry about the child's ability to cope in new situation 

· the need to establish relationships with new professionals 

All early years services and therapies If effective support is to be available those working in early services have a very important role to play, and the research indicates that there are skills that they may need in addition to their basic professional training. In the UK, early contact will be with paediatricians, health visitors, therapists (speech and language, occupational and physiotherapy) and early intervention workers. All these individuals need training in counselling skills and family centred styles of working, and they need training in behaviour management, in addition to their other skills.[see 43-48] 

Education services planning and training needs 

Many families report that obtaining the education that they would like for their child is a major source of stress. The cause of stress can be two main issues lack of the provision they want and the attitudes of service providers. The research evidence indicates that, for optimal educational and developmental progress, children with Down syndrome should be educated in inclusive classrooms, fully included with typically developing peers of the same age. In preschool years, inclusive placements are available in many western countries. However, the availability of good quality, effective inclusive education for the statutory school years is still a matter for concern in most countries. Even in the USA and in the UK, families are fighting to obtain inclusive classroom placements and there is still a considerable need for professional training in inclusive practices. Many education professionals and service planners are still resistant to change. In many countries, only segregated special education is available. 

There are two issues for education professionals to urgently address. These are the development of properly resourced inclusive education provision and attitudes to working with children and families with special needs. Despite the right to inclusive education in the law of many countries, services and professionals in those services need to develop inclusive services as a priority. More government backing for training and for implementation may be needed in many countries to see that the legislation is enacted. 

Many education professionals do not work in a family centred way, including parents in planning educational programmes and goals and respecting the importance of partnership with parents if their educational goals for children are to be achieved.[see 45] Most parents of children with Down syndrome have acquired extensive knowledge of the associated learning difficulties and effective ways of teaching their child. They may also be experts in behaviour management though not always. Teachers need to be prepared to work in a more collaborative relationship with parents of children with Down syndrome (or other special needs) than they usually have with parents of other children. 

Respite care and community services 

The research indicates that the families with the greatest needs will be significantly helped if good quality respite services are available. Respite services include overnight stay facilities, clubs, leisure facilities and holiday play schemes. These services may provide a lifeline for families managing very dependent or difficult children and, without such services, parent illness or stress may result in a need for permanent residential care for a child. These services also provide social opportunities for children. In a recent study, parents identified respite care and social or leisure opportunities as the two services that they and their teenage children with Down syndrome most needed. Currently, in the UK, these services are seen by providers as optional and are threatened with closure when finances are scarce. This is clearly a misconception and parents are campaigning for these services to be part of required statutory provision. 

Family centred services
Family centred services[46: p.3]
· are family driven 

· assume families all have strengths and can learn 

· aim to prevent dysfunction, promote well-being and ameliorate crises 

· devote resources to family 

· view family as client 

· activate informal as well as formal support systems 

· build local community capacity 

· emphasise adaptation, skill learning and view families as experts and allies 

In all services, a family centred approach is recommended in the professional literature as well as indicated by parents needs and experiences.[43-48] However, many services could benefit from reviewing the way in which they deliver their services against the criteria for family centred services and many individual professionals could benefit from taking a hard look at their own style of working with parents against the same criteria. 

Parents may reject services and fail to benefit from professional expertise because professionals express a desire to control, persuade, rescue, or prove professional capacities.[45: p 309] 

Empowering families. The current focus is, and should be, on empowerment. Services and individual practitioners should assess the extent to which the way that they work respects and empowers families. Different writers have described empowerment in slightly different ways. 

"Empowering families means carrying out interventions in a manner in which family members acquire a sense of control over their own efforts to meet their needs."[49: p.48] 

"Enabling families means creating opportunities for family members to become more competent and self-sustaining with respect to their abilities to mobilise their social networks to get their needs met and attain desired goals."[50: p15] 

The characteristics of family centred services are illustrated in the box above. 

Beliefs contributing to parent/professional collaboration 
1. Parents and professionals achieve more constructive outcomes when they work as allies in helping families achieve their goals and developmental potential. Co-operation increases the likelihood of mutually satisfying outcomes. 

2. Professionals can offer a variety of constructive roles to family members. Being flexible in accommodating family preferences enhances the helpfulness of professional roles. 

3. Professionals can repeatedly seek informed consent for the actions they take to show respect for a family members autonomy and judgement. 

4. Both parents and professionals have unique knowledge and expertise to bring to collaborative relationships. It is a loss if either is expected to ignore or abandon his or her particular expertise. 

5. Both parents and professionals are constrained by the systems in which they live and work, whether it be the family system, the school system, or the healthcare system. It is important to identify and clarify these constraints as part of their partnership and to accept or overcome them. 

6. Professionals increase their helpfulness to families when they value pluralism; that is, when they respect differences in culture, beliefs, class, family structure and personal styles. 

Reproduced with permission from [45]
The range of professionals that will provide services to children with Down syndrome and their families is considerable. In the UK and western countries, it will probably include doctors, nurses, teachers, psychologists, speech and language therapists, physiotherapists, occupational therapists, social workers and respite care staff. The amount of training in counselling skills, listening skills, understanding family and child needs, and working with families that is included in their basic training will vary from substantial to very little or none. Some professionals training will have focused entirely on expert knowledge and skills. As already stressed, this is an issue for professional training bodies to address, as many young (and not so young) professionals have little preparation for working in a family centred way. 

Listed below are some basic guidelines based on research studies and many years of working with families. 

Attitudes and beliefs. The starting point for a change in approach is beliefs and attitudes. Unless each individual believes the approach is the right one, they will have difficulty in changing their behaviour and practices. This has been recognised by professional trainers, and the beliefs and attitudes which underpin a commitment to a family centred way of working are summarised in the box. Consider each of these in relation to your service or personal practice as a starting point. 

Listen to parents. Recognise that parents perceptions of their situation are valid and the starting point for any help or intervention not your interpretation of their life situation. Think about the needs and resources of the whole family and encourage parents to do so do not just focus on the child's needs. Remember that parents are often the experts on Down syndrome and their knowledge of research and best practice may be more up-to-date than yours. Find ways of acknowledging this and working in partnership with parents, rather than being threatened. 

Demands of services. Recognise the demands that services and therapies may impose on families and try to develop family friendly models of delivery. Services which invade family privacy and undermine the family's daily life may be unhelpful, especially when they prevent parents from establishing settled routines for a baby or young child. 

The needs of fathers. Services which only involve mothers and leave out fathers are not family friendly services and are not as effective as they could be. These services are probably not aware of the importance of fathers full participation in decision making and in supporting his spouse, for family well-being and for the child's progress. They are also not aware of the need to support fathers as well as mothers. 

Share skills with parents. Professionals need to work with parents in a way that passes on their knowledge and practical skills to parents. For example, parents need to be able to manage behaviour effectively and the skill may be important through to teenage years, therefore, they need to know how to design and implement their own management strategies. Similarly, parents will be a child's best speech and language teacher, therefore the therapist should pass on his or her knowledge of the way in which language develops and teach effective communication and intervention strategies. This may mean developing services which enable parents to access workshops or training sessions for the theory and which then provide practical teaching of activities to help their own child. The therapist will continue to play an important role in regular review and new target setting with parents, and in modelling new activities in order to teach parents, but direct work with the child will not be the main means of encouraging progress. The same model will apply for physiotherapy and occupational therapy. 

Co-ordinating services. Services need to be co-ordinated, otherwise families can become overwhelmed with too many demands and even conflicting demands. If services respect the parent as an informed consumer, then they should encourage parents to take the lead in determining service use and co-ordination. In the UK, a key-worker system has been advocated for many years to co-ordinate services for families with preschool children, but never implemented. In the USA Individual Family Service Plans are required in early intervention services. Other countries could consider similar approaches to ensuring a family focused and coordinated set of services. 

Summary 

The main aim of this book has been to draw on the research literature to identify the ways in which families experience the task of raising a child with Down syndrome, in order to provide specific information to families and to service providers on the needs of families. This enables families to identify the best ways to cope with the increased demands of raising a child with a disability and service providers to target effective and specific services, rather than general ones. 

While it is clear that the majority of families lead ordinary lives, find the resources practical and personal to cope effectively and see their child with Down syndrome as a blessing not a burden, it is equally clear that about one third of families have a more difficult time and need additional support. Some of the important factors that make life difficult for this group of families have been described in a number of studies. Early support for families, informed by this information, could be effective in reducing the life-long stresses that can result if such support is not available. 

Appendix: Descriptions of family life 

The Hampshire Survey, 1999[31] 

A representative group of 46 families took part in this study. Their responses to questions about the effect the child with Down syndrome had on family life and on brothers and sisters are included, and also their views on service needs. As might be expected, most families reported both positive and negative effects, but with the balance in favour of an overall benefit. Two families reported only negative effects, while 21% reported only positive effects for the family and for siblings, and 73% reported positive and negative effects. The main negative effects were restrictions on family activities and restrictions on mothers lives. 

The main need from services was for more respite care and leisure facilities. Overall, 34% of families mentioned a need for more respite care. 

Can you describe in your own words the good and bad effects that your son or daughter has on your family life?
Benefits 

Our daughter has bought a lot of pleasure to us all. She is always making us laugh. 

C. is a happy, content girl. Very understanding, helpful and has a great personality, she brings out the best in everyone. 

M. has 3 sisters I feel M. has made them kind and thoughtful, when she was younger she may have affected outings I would make on my own with the children, but generally being the second eldest, we have had a younger child now all is equal. 

Nil bad only beneficial for all concerned. 

We've done things other families probably wouldn't do i.e. met royalty. Also made the most of our spare time and holidays. 

A positive impact on family dynamics and relationships enhancing family life and bonding us as a group. We have all learnt new skills and interests (and a new career path for me!). He has enriched our lives and also developed us as individuals. 

He is happy and outgoing and lots of people know him so we talk to more people because of him. We took up skiing because he started at school and loves it 

D. has a positive approach to life and brings that to the family. His caring nature and enthusiasm are infectious. I think he has made the family dynamics easier that they would have been, especially teenage years 

Brought family closer together 

Met some good friends through T. He is a very happy child with a great sense of humour. Watching him win medals at swimming makes us all so proud. 

It has given us more tolerance, more patience and more understanding of others' problems. 

Opened up many avenues I wouldn't have gone down met many friends through organisations. Strengthened my Christian faith. 

J. has a very positive effect on our family life, our other children are very patient with J. and other children/adults with disabilities. She joins in all our family outings holidays, as any other member of the family. We have lots of friends, who accept J. totally. We have made many friends through J. 

K. came to live with our family aged 8 months, mostly it has been a good experience but has had to be carefully managed, we have had some respite. 

We adopted our son as a very small 18 month old baby. We have never regretted it. He has given us a second life. Yes, there have been bad times like what school he had to go to and what college. But our family life is good and we are very, very happy as a family. 

Difficulties 

The only bad effect I can think of is other peoples reaction, it hurts all of us. 

I am naturally concerned for her future, and find I am constantly aware of her needs and try to meet them. 

Just a bit tired having to organise baby sitters still when we should have a bit more freedom. 

High levels of stress, anguish and fear, frustration and limitation regarding scope of family activities during early years. 

Has caused some restrictions, e.g. it is difficult for me (mother) to contemplate outside work.

As a single parent my life is very restricted regarding work and social activities. 

Difficult behaviour causes much stress and fatigue. Younger brother (8 years) often resentful. 

Couldn't spend much time with other children as our son needed more attention. 

Limited social life for us as parents. 

Isolation. Extra stress. Constant fighting for his rights takes it toll, particularly on my health. Daily battles to do simple tasks is very frustrating. 

Sometimes we have been restricted in our activities. When my sons were younger there was a certain amount of embarrassment when their peer groups would make derogatory remarks to them. 

Worry, stress, uncertainty, especially of M's health and education. 

Benefits and difficulties 

Impossible to describe good or bad effects there is nothing to compare our family life with. J. is part of our family life, as is. 

He has brought a great deal of joy into our lives, but he has also brought a great deal of worry especially about his long term future. 

He has brought joy and happiness to our family sometimes a little sorrow. 

Good for most of life, but getting her depression acknowledged and dealt with was a traumatic 12 months for all family. 

Not affected, just one of 4 children. 

It has been beneficial of all of us in accepting her special needs. But it has made it difficult being unable to do certain activities because she cannot participate. 

Brings a lot of happiness into our lives. Her disruptiveness being rude or awkward can cause parents and sister to get cross and upset. 

He has no bad effects. He is just a member of our family. We cannot leave him on his own so perhaps cannot always do what we want if it would not involve him. 

Our daughter brings more love, fun and laughter to family life and though she will never be an academic there are other qualities that she has which cannot be measured. I suppose we have tried to make this a positive experience! As the mother and main carer my job/career prospects are on hold to ensure a good quality of life for my daughter.

K. has focused our lives in one direction. The effect of this can be good or bad. We think we are more understanding and tolerant, but more tired. 

Very loving, trusting and happy boy enjoys life and is very sociable. Cannot always do things we would like to do, he takes up a lot of time. Unable to work full-time in my career so have to accept a job which accommodates his needs. 

Though we were devastated when he was born, he was such a happy child, and relatively little trouble, apart from illness, that we soon realised we wouldn't be without him. Though there has been stressful and worrying times (notably age 10-12) he has added another dimension to our lives, and I'm sure we met a lot of people, done a lot of things that we wouldn't have done otherwise. He is popular, friendly and non-judgemental and all in all the positive effects outweigh the bad. 

At the moment we have to take C. out and stay with her for any activity, she has not got any local friends of her own. We make her social life. She goes everywhere with us. We try and make it as varied as possible. 

What kinds of services would be most help to you at the present time?
More respite care 

Physio, speech therapy, respite care. 

Babysitting service when we want to go out alone. His grandmother who has always stepped in and who he loves is getting older. Other family members are willing but as he is 19 it would be better if he could stay with someone else like Kentish Road which you can stay in for holidays or W/E. 

Respite care in the evenings, more weekends at Rose Rd. 

Perhaps respite care once a month, so we could take the others to play golf etc, or go on outings that require a lot of walking. 

Respite care. 

Respite as needed to fit in with us as a family. A social life for our son. 

Continued education, continued speech therapy, continued respite care. 

Some sort of mainstream respite care. Sometimes for a few days and other just for a few hours. 

More overnight respite care, babysitting service. 

Respite longer than a weekend (occasionally to really recharge our batteries). For M. to receive counselling at each life stage, to help her. 

Respite in school holidays. 

More access to social activities 

An opportunity for J. to take part in sporting activity, e.g. basketball, football. 

A young support worker who could go our with our daughter to leisure activities, e.g. cinema, bowling, cycling, swimming, visits, as this would be more appropriate than Mum or Dad. 

L. needs to be out and about in the community as anyone else her age would. She needs to socialise with people her own age. 

A young adult to befriend J. to take him to the cinema, go swimming on a regular basis so they could build up a relationship. 

At present we manage alright with playschemes in the holidays. I would like him to be able to go to a youth club with children of his own age, but as we don't have a car, and have to rely on buses it takes much too long to get to them (as they are not local to us). A club for special needs children would probably be most appropriate. 

More respite care, clubs social and sport for J. to go to meet friends of her own age group. To go to social events, cinema, bowling, meals out. J. has been on lots of playschemes in the past, there's not a lot about for her age group (16). 

We would like for J. to have a Buddy. 

More support services 

Some respite care (being established). Specialists in Down syndrome behaviour management/psychologists advice to help with behavioural management. 

Integration. Providing us with one or more local families that would accept us into their family.

More support for B's school, i.e. professional advice for teaching staff who have no experience with Downs syndrome. 

What would have helped in the past?
The boys being able to talk to someone about having a Downs sister. 

Don't some people have social workers? I have enquired on several occasions, but have not got any where. 

More speech therapy and more rounded teachers i.e. less emphasis on the academic and more acceptance of the person and respect for his views. 

Had enough help. 

More support worker time during adolescence (age 13 16) to explore activities without Mum or Dad, make friendships outside home/school etc. 

We are satisfied with the help we have had. 

Respite when she was a baby, so I could have done more with her sister. 

Respite care. 

We were quite satisfied with the services on offer. 

Better information and support from the LEA and Social Services. I would have liked my daughter to have gone to mainstream school from the age of 5. 

More input from school psychologist to help with difficult behaviour in mainstream school, plus more resources. 

Better child sitting services. 

More appropriate respite care with young people with special needs of similar ability to K. Most respite care (very poor) not suitable for K's abilities. 

Some training in challenging behaviour. More speech therapy/programmes to carry out at home. 

A local establishment that provided residential respite care both short and long term with pop-in facilities and outreach to families in their homes. 

More one-to-one opportunity. 

More time to devote to the rest of the family and weekly speech therapy. 

Someone to phone or talk to when professionals failed to understand problems or stuck to red-tape. 

More information, support and chance to meet parents from an earlier age. One support group was parent-led rather than council-run. Once at school it was probably easier to access info, though a lot of knowledge and know-how was gained from other parents rather than professionals. 

A mentor somebody who we could have phoned up for advice and who would have been there for support. 

Decent respite during school holidays. 

Effect on siblings

Can you describe in your own words the effect that you feel your daughter or son has had on brothers and sisters?

Benefits 

Her brothers were 10 and 8 when she was born, they both wish she was not Downs, but love her to bits. They are both getting married this year and always said any girl they met would have to accept their sister. 

She has one brother. They get along very well. He helps A. when she asks him. Otherwise they do their own thing. 

C. has in their words helped them to understand others. They all love and think of C. and are proud of her. If others have made fun of C. they are very strong and supportive of her. 

I feel he has made them less selfish and more aware of the needs of others. 

Beneficial - brother now has understanding and empathy with handicapped people, who he accepts as part of the norm. 

I think it has made my other daughter a more tolerant person. She definitely looks out for the under dog. She has never been ashamed or embarrassed to have a brother with DS. 

Made them aware of issues facing people with disabilities and has given them a higher level of tolerance and understanding. 

It has made them more tolerant of people with disabilities- protective of him. My son changed career and took up nursing - the branch he specialised in is learning difficulties. 

I don't think there have been any negative effects - perhaps it has given some insight to brother and sister.

Encouraged them to be caring. 

Has made her a compassionate person. 

They don't know any different. They are more accepting of other people with special needs. 

Benefits he has received extra attention at events because he is R's brother. 

They care for him and this has led to a positive attitude towards others with disabilities. They value the person behind the disability. 

She has made them aware of disability discriminations and of the attitude of society in general towards people who are different. They have become ambassadors on her behalf, as have their friends - a snowball effect. 

More aware of other disabled people. 

My children have always loved and enjoyed J. as he grew up with them, he is very much part of the family. 

Made her brothers more considerate of others' needs. 

Made the other children in family and school aware of disabilities. Knocked prejudice on the head. 

We feel that the effect of having a brother with Down Syndrome on my other 2 children is that it has made them more understanding about people with a disability. 

N. has two older brothers (mum's sons from 1st marriage). They are both in their 30s (nearly 40 even) but they really have been so good with N. He is their brother and they have always treated him like a normal child, now teenager, and encouraged him in all he does. He really loves them too and they have great fun together.

Made them more considerate and less judgemental of others. They have gone without things other families have, but I've been successful in making them unaware of that. 

Difficulties 

Always anxious about her health. Beginning to get embarrassed by behaviour when out in public. 

Sometime he embarrasses his brother with his childish behaviour. 

Finds sister's difficult behaviour and interference in what he is doing, upsetting. 

Got less attention from us. Brother only tells close friends but not all his class. 

Siblings have felt embarrassed sometimes bringing friends around. 

Quite a detrimental effect on brother 2 years younger - quite simply a very shy, sensitive child who disliked attracting attention from strangers and as a family with a handicapped child we immediately attracted attention. 

Benefits and difficulties 

No apparent effect, K. is his sister and is treated as such. 

They've made them more aware and sympathetic towards the needs of others yet at the same time they do get impatient and angry with him. When asked they do feel their lives were affected in their younger years. 

Both our sons are more understanding because of Susan, but both of them do less to help out simply because G. does less. 

Having no other siblings to help her with him or share problems with she has found difficult. In some ways she is like an only child. In others she is completely restricted by having D. as a brother and misses out as a result. She feels different and to some extent handicapped. She wouldn't be without him though. She is upset when we discuss residential care for the future. 

Sisters feel he has too much attention - especially my time - but they both love him dearly as he loves them. One sister tends to ignore him a lot, whilst the other one feels protective towards him and spends a lot of time with him. 

They feel she is spoilt, receives more attention from parents. This is not unfounded. They feel more protective towards her than other siblings. Her 'floppy or sit-down strikes' are found embarrassing when younger. Her eating habits are embarrassing (messy). 

Though in the early years his brother and sister may have been a bit put out as he got extra attention (from us and others) overall it has probably been a positive experience. It has taught them tolerance and patience. Of course he can be aggravating, frustrating and occasionally embarrassing, and he can still be slow, he is their brother and they love him. It prompted my daughter to do her community service and work experience with adults and children with special needs. 

At this present time L. has a positive effect on our other children, occasionally they feel embarrassed by her outgoing personality. 

J. has 3 older siblings... they all absolutely adore him and have always made allowances for him. Although the 2 younger ones do sometimes feel that we allow him to make too many demands on us. 

Are there things you would like to be able to do as a family, that are difficult because of your daughter or son with Down syndrome? 
It is difficult to visit social events and places of interest where there are large numbers of people or enclosed spaces. He could not be taken on a plane to enjoy a holiday abroad. 

She is unable to walk far and the wheelchair is heavy and cumbersome. The restricts me going to visit gardens etc. 

Lots! Skiing and golf - as the other children become older it is becoming more difficult and she has less friends to go with. 

We would like to take bike rides as a family but S. cannot ride a bike. 

We would like to have done certain things with our other children (i.e. visited museums, galleries) when they were younger, but knew we wouldn't together. One of us had to stay behind. 

Not particularly but her behaviour makes going anywhere difficult at present. Plus we can never relax in that supervision required is far more than normal child requires. 

Yes, there are places we know we couldn't take him as he'd get very bored. 

Social gatherings are sometimes a problem if D. feels that she is not getting enough attention. 

She is no trouble whatsoever and fits in wherever she goes. She is sociable and well behaved but does not always want to go out with us and we feel guilty if we want to go out without her, so often we don't go other than for a short time. She would prefer to be with other young people of her own age. 

Go on holiday - respite for short periods only provided at present. When he comes with us we have to do things he enjoys (walking not being one of them). 

Children are children but life becomes difficult when the Downs child gets older - say from about 12, e.g. Mother taking Downs son swimming - can't trust him to go into male changing room un-chaperoned and not acceptable to take him into female area. The same goes for public toilets! 

When younger - not being able to relax, she would 'escape' from garden, or disappear when shopping. Always locking gates and doors. Holidays almost impossible either because of L's health or behaviour. Babysitters were hard to find. 

We do things that suit S. all the time, we would like to go on long walks and hikes but S. gets tired and walks slow. 

No, we have a very active family home although I am disabled we manage to do most things together. 

L. loves to be at home watching TV and videos. He only likes to go out if and when he suggests it or if we are going to club. This we find difficult because we have always loved going out as a family but invariably there is a build up of tension beforehand now. If we tell L. too far in advance, he goes on and on for ages saying he doesn't want to go. 

Relatives' and friends' help
Relations 

My daughter's father's family live near by, they include our daughter in every family do, buy her things etc. But no looking after her. 

My mother has A. sometimes when I need to go somewhere, where A. doesn't want to, (hour or two). 

Maternal grandmother looks after K. pre/post school collection until parent return. Also elder brother, other grandmother and 2 aunts. 

Childminding when required. Collection from school when required. 

Baby-sit on occasional evenings out. Look after him during college holidays when I have been working. 

When J. was young my mother and father lived with us till they died in 1989 and 93, and were very helpful and supportive. 

Help days off school if I am at college. Sitting in the evenings. 

They live too far away for practical help, although D. has spent holidays with grandparents. All the family give positive moral support and encouragement. 

During school holidays my daughter is sometimes cared for while I am at work.

Child sit if we go out late. 

When they visit but only in a minimal way. Father in law will take M. swimming or to the cinema in school holidays which he loves. 

My cousin and I were like sisters til I had my son. She was jealous because I had a baby and her youngest of three healthy children was 6 yrs! When my son was 6 yrs and had to be admitted to hospital re. viral pneumonia she told me she had her family to see to and has not spoken since, 12 yrs ago! My son has been deprived of her family and their children who could have made all the difference to our lives. 

Usually my son or husband will look after him if I can't for any reason. 

My parents are 80 yrs old but in good health. They sometimes (look after) as they call it him when we go to a show or meeting, this is mainly to give them some quality time together. Our son often goes to stay at his brothers' homes for weekend as he likes this. 

Maternal grandparents will have her for a couple of hours, but are not comfortable with her. (They are also quite infirm now and I don't like to ask). 

They occasionally have the children to stay with them overnight. They look after the children when we go out. Verbal support. 

Friends 

S. goes to tea or could stay (all are sister's friends) include S. as part of family. 

Will have her round if I go out. 

They used to when all the children were younger, but now that theirs are growing up and becoming more independent and doing things that T. cannot participate in, it is not so easy for them to help. 

Has both sons to stay for occasional weekend so parents can go away. Will look after them if we go out. 

Look after/sit while we are out sometimes. 

As babysitter if we wish to go out or occasionally if a few hours day care is needed (e.g. school closed while we are at work). 

Sometimes takes him to watch football matches. 

I have one friend (an old teacher of my daughter) who will have her for 2 or 3 weekends a year. 

One friend will have both children to tea occasionally, and look after him whilst I attend parents' evening at J's school. Friends through Cygnets do a reciprocal swap sometimes of Downs boys, sometimes of both children. Both children are the same age as ours. 

Have during school holidays for odd half day -.not regularly. 

My friend occasionally looks after M. if I go out, and may meet him from the school bus if I am unable to. 

But not because of my problems only to give us and L. a change not a break away from each other. 

One friend who will baby-sit. Another who is J's family-link mother (but this scheme seems to be folding). 

Look after H. for short periods. 

Occasional babysitting. 

Проблеми сімей з дітьми хворими на синдром Дауна. 

Автор Сью Баклі. Переклад: Шибаєв С.В.

Спираючись на дослідження та особистий досвід, було зроблено вивчення досвіду сімей з дітьми із синдромом Дауна, для встановлення сильних сторін в стратегіях виживання більшості таких сімей. Факти показують, що майже всі з них люблять і цінують своїх дітей, а також всі ті переваги, яких вони набули як сім’я. Близько 2/3 з цих сімей живуть нормальним життям без довгострокових негативних наслідків для інших членів родини. Їм тяжко приходиться, але вони знаходять способи успішної боротьби. Дослідження встановили деякі стратегії, які допомагають їм в цьому. Інша третина менш успішно справляється, але причини цього теж встановлені. Знання причин допомагає виділити складності і надати необхідну допомогу. Знання успішних стратегій які знижують стрес, однаково важливе в допомозі сім’ям використовувати всі наявні можливості. Сім’ї заохочуються до власної оцінки з використанням таких даних для знаходження додаткових рішень. Лікарі використовують ці данні для покращення методів роботи і зосередженні на проблемах сімей, які залишаються єдиною підтримкою своїх дітей впродовж усього їх життя.

Баклі С.Дж. Проблеми сімей з дітьми хворими на синдром Дауна. Синдром Дауна: проблеми та інформація. — 2002 р.



ВСТУП

Основна ціль цієї книги — надати практичні вказівки, які підтримають сім’ї з дітьми, хворими на синдром Дауна. В деякій мірі вона є найважливішою в усій серії. В ній вміщений досвід, який допоможе надати сім’ям впевненості, стратегію боротьби в ранні роки їх дітей, коли вони найбільш вразливі.

Сім’я — найважливіше джерело підтримки дітей, включаючи дітей із синдромом Дауна. Організаціям батьківської підтримки перш за все потрібно зосередитись на підтримці самих батьків. Зміни в розвитку і поведінці дитини є результатом щоденного спілкування всередині сім'ї, тому дуже важлива передача думок і знань професіоналів батькам. На додачу, не потрібно забувати про приватність і право батьків бути головними в прийняттях рішень щодо їх дітей. Батьки і батьківські організації завжди залишаються найкращими захисниками дітей, вони завжди добивались найкращих умов для них.
Батьківство для більшості батьків є як і винагородою, так і викликом, тим більше для батьків хворих дітей — для них винагородою є і те, що батьки типово розвинених дітей приймають як належне. Донедавна, дослідники зосереджувались на підвищеній напрузі і можливих негативних наслідках у сім’ях з дітьми із вадами. Але подальші дослідження показували, що більшість з них справляється добре і живуть звичайним життям. Це звісно не зменшує тяжкість самого випадку народження хворої дитини, а просто показує здатність більшості людей знайти можливість боротись. Тим не менш, не всі сім'ї знаходять таку можливість — деякі діти більш вибагливі. На життя таких людей наслідки впливають дуже сильно, тому пошук правильних стратегій боротьби може допомогти більш вразливим сім’ям.

Немає простих моделей сім'ї; кожна родина відрізняється і змінюється протягом часу. Поведінка і особливості кожного члена сім'ї впливає на інших, на спілкування. Темперамент дітей впливає на їх батьків в плані батьківства, і навпаки, батьківство впливає на розвиток і поведінку дітей. Сім’ю можна описати як динамічну систему, яка змінюється з додаванням нових членів, а природу впливу батьків і дітей як взаємну. З цього слідує, що і кожна сім’я з дитиною із синдромом Дауна суттєво відрізняється.

Тим не менш, дослідження визначили загальну основу моделі для рішень, які допомагають  збільшити стійкість членів сім'ї до проблем. Таким чином, розуміння сімей зосереджене в першому розділі, за яким слідує розгляд досліджень впливу додаткових вимог до сімей з дітьми із синдромом Дауна разом з невеликим числом досліджень впливу сім'ї на розвиток таких дітей.

В третій частині обговорюється застосування поточних знань батьками і сім’ями. Більшість роботи зосереджено на потребах та стратегіях боротьби батьків, але дещо адресоване потребам і внескам братів і сестер, а також дідусів і бабусь. В заключній частині говориться про застосування знань для спецпрацівників, вказівки по практиці і наголошується на усвідомленні лікарями свого як позитивного, так і негативного впливу.

Розуміння сімей.

Родини і громадськість

Основна обговорювана тут одиниця сім'ї складається з батьків і дітей. Будуть також різновиди сімей, так як бувають сім'ї, з двома батьками, або тільки з одним з них; кількість і вік дітей також відрізнятиметься. Деякі сім'ї матимуть широке коло родичів, живучих поряд, інші ж навпаки. Роль матерів і батьків всередині сім'ї залежить від зайнятості та етнічного/релігійного фону. На додачу, сім'ї включені в мережі дружби і спілок, знаходяться під впливом країни, в якій живуть. Якщо зобразити сферичною діаграмою порядок залучення усього суспільства до проблеми, тоді це виглядатиме так:
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(сім'я → родичі → близькі друзі → місцеві спілки → держава).

Характеристики сімей

Характеристики сімей впливають на сімейну обстановку і можливості. Важливо щоб було позитивне обох батьків один до одного і розподіл обов’язків. Щаслива сім'я тільки з одним із батьків краще середовище для дитини ніж нещаслива сім'я з обома батьками.

Сім'ї відрізнятимуться за кількістю і відносним віком дітей, та хронологічним положенням дитини із синдромом Дауна. Знов таки, переваги звичайного складу сім'ї відрізнятимуться. Коли дитина з відхиленням народжується після інших дітей, у батьків є перевага у досвіді батьківства, старша дитина може допомагати і бути моделлю поведінки для молодшої. Якщо ж, хвора дитина народиться першою, то вона матиме нероздільну увагу батьків. Після появи інших дітей, з плином часу дитина із синдромом Дауна матиме партнера для ігор, матиме більші успіхи в розвитку мовлення та по життєвого друга.

Відносини батьків і дітей мають значення і змінюються всередині сім'ї. Міра, в якій батьки ділять обов’язки і в якій залучений батько має вплив на клімат в сім'ї. Тим не менш, потрібно розглядати культурні особливості, які також визначають роль матері батька у різних суспільствах.

Матеріальні можливості батьків мають велике значення — погані житлові умови і бідність заважають створенню позитивної обстановки для дитини.

Родичі

На сім’ю впливає наявність допомоги зі сторони близьких родичів. Зазвичай мати родичів, живучих поряд — значна перевага. Вони можуть збільшити кількість близьких стосунків, які є в дитини, можуть бути няньками. Звичайно, якщо стосунки з такими родичами погані, користі з них не буде. Також може бути, що допомоги буде забагато — не потрібно принижувати батьківські можливості батьків, як це часто буває зі сторони бабусь і дідусів. Реакція родичів на народження дитини із вадами відіграє значну роль у пристосуванні батьків до проблеми; вони можуть як і допомогти, так і додати проблем.

Близькі друзі

Батьки можуть заводити дружні стосунки через соціальну активність, роботу, сусідство. Мати друзів-батьків дітей такого ж віку — важлива частина життя батьків. Реакція друзів дуже важлива. Також добре мати друзів, в яких діти теж мають схожі вади — разом можна утворювати групи батьківської підтримки.

Місцеві спілки

Вони відіграють велику роль у отриманні потрібного медичного нагляду, освіти, місця в суспільстві. Для дітей із вадами це дуже важливо. Місцеві служби можуть якісно змінити їх життя в кращу сторону. На додачу, охота, з якою таких дітей приймають до дитячих закладів, впливає на сімейне життя.

Країна і культура
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Роберта, яка зростала в 1970х.

Життя сім'ї, яка постійно проживає в будь-якій державі, залежить від того, як ця держава допомагає їй. Закони про права дітей, охорону здоров’я, освіту і місцеву підтримку у різних країнах різні. Законодавство впливає на погляди суспільства на проблему, а погляди суспільства на життя сім'ї.

Автор був свідком зміни відношення до проблеми у Великобританії протягом 40 років, з професіонального і особистого поглядів. 40 років назад воно було скоріше негативним. Спеціалісти не очікували багато відносно залучення до суспільного життя людей з синдромом Дауна. Батькам радили віддавати таких дітей до спец закладів, оскільки вони були б тягарем для всієї сім'ї, без права на освіту і обслуговування, багато людей вважали соромом мати таких дітей у сім'ї. Автор вдочерила Роберту із синдромом Дауна, яку покинули в лікарні в 1969, більше через те, що батьки матері не хотіли щоб хтось знав про її існування. Це була не поодинока реакція — близько 10% таких дітей залишали в лікарні після народження у той час. Автор також знала сім'ю, яка переїхала в інший район тільки для того, щоб ніхто з їх знайомих не знав про їх дитину із синдромом Дауна. Такі випадки мали дуже негативний вплив на інші сім'ї з такою проблемою. Коли Роберта народилась, в неї не було права на навчання, хоча вона пішла до школи після прийняття відповідного закону в 1970. Роберту не приймали до будь-якої громадської діяльності, крім відвідування місцевої церкви.

В Великобританії знання і відношення до проблеми значно покращилась, спеціалісти дають більшості батьків надію на нормальне майбутнє дитини. Зміни в суспільстві відобразились на появі вибору послуг, таких як раннє втручання, терапевтичних послуг і закладів для тимчасового утримання хворих. Діти, хворі на синдром Дауна, мають право на освіту і навчаються з іншими дітьми зі своїх районів проживання. З досвіду автора видно, що батькам і родичам таких дітей стало легше пристосовуватись до проблеми.

Розглядаючи індивідуальне пристосування, потрібно враховувати погляди культурних і релігійних спільнот. Деякі з них зовсім не прогресують в плані відношення до проблеми.

Етапи та події в житті

На додачу до розгляду сім'ї як унікальної одиниці, зі своїми сильними і слабкими сторонами, потрібно також розуміти, що сім'я з часом змінюється, і потреби сім'ї змінюються на різних етапах життя дитини. 

Не можна класифікувати сім'ю як стійку або вразливу через припущення, що це назавжди. Можуть бути незмінні фактори (бідність, погані житлові умови), але багато чого може змінюватись. Наприклад, досить стійка сім'я може похитнутись через втрату бабусі, яка багато допомагала, або через втрату роботи.

Навіть коли зовнішні події не впливають на сім'ю, пристосування до проблем і потреб дитини — це довгий процес, і перехідні моменти можуть спричинити нові проблеми. 

Процес пристосування до новини про те, що в дитини є вада, найбільший в момент постановки діагнозу. Більшість батьків взнають про діагноз через декілька годин, або днів після народження і слідуючі неділі та місяці — це період пристосування. Більшість батьків позитивно пристосовуються і прив’язуються до дитини, але часу це потребує від днів до місяців. Потім життя стає яскравішим. Батьки знаходять інформацію про синдром Дауна, зустрічаються з іншими батьками, передчувають краще майбутнє дитини. Вони оцінюють досягнення своєї дитини і радіють за неї. Однак перехідні моменти, такі як вступ у шкільне життя, можуть бути стресовими, так як їх дитина потрапляє на загальний фон і батьки більше помічають відставання ніж досягнення. Батькам також доводиться визнавати наскільки їх дитина справляється з шкільними і суспільними вимогами. Інші переломні моменти наступають в юності, після закінчення школи, після покидання батьківського дому.

Що дослідження показують нам про сімей з дітьми із синдромом Дауна?

Було проведено ряд корисних досліджень досвіду сімей з дітьми із синдромом Дауна, найбільше Австралії, США, Великобританії. Ці дослідження пішли далі від простих спостережень за негативним впливом, і ввібрали в себе складні підходи до залучення в них сімей. В них намагаються висвітлити реальну картину досвіду сімей.

Масштаби і типи досліджень

Найбільшим і найдетальнішим дослідженням було повздовжнє дослідження сімей дітьми із синдромом Дауна, яке відбувалось в Манчестері (Великобританія) з 1973. Ця програма була впроваджена Кліфом Канінгхемом і його колеги досі працюють з багатьма сім’ями і молодими людьми із синдромом Дауна для продовження спостереження за їх досвідом. Їх робота розглядає як вплив догляду за дитиною із синдромом Дауна на життя сім'ї, так і вплив сімейної обстановки і стратегії виховання на розвиток дитини. Манчестерське дослідження в основному розслідувало відмінність досвіду всередині великої групи сімей. Воно висвітлювало питання, чи деякі сім'ї значно кращі і якщо так, то чому. Важливо й те, чи залишався досвід незмінним з часом; його розглядали з інтервалом в 5 років.

Інші дослідження порівнювали досвід сім'ї з дитиною, хворою на синдром Дауна, з досвідом інших сімей з такою ж кількістю дітей і такими ж сімейними характеристиками, але без хворої дитини. Такі дослідження важливі, тому що вони дозволяють визначити відмінності, пов’язані з вихованням хворої дитини. Батьківство — вибаглива річ, тому багато батьків малих дітей вважають його виснажливим. Чи відрізняється це порівняно з ситуацією, коли у дитини синдром Дауна, якщо так, тоді як?

Дослідження з сім’ями з дітьми з синдромом Дауна

· Більшість (70%) сімей адаптуються і живуть нормальним сімейним життям.

· Більшість сімей повідомляють про переваги наявності такої дитини для всієї сім'ї.

· Розпад шлюбу відбувається не частіше ніж в інших людей, може й рідше.

· Брати і сестри мають не більше проблем, ніж зазвичай; вони більш турботливі.

· Стійкі сім'ї прагнуть до розвитку стратегій, вони шукають інформацію та допомогу служб. Вони приєднуються до груп підтримки.

· Стійкі сім'ї розвивають підтримуючий емоціональний клімат і заохочують відкрите спілкування між членами сім'ї.

· Старіючі батьки дорослих дітей з СД, які досі живуть з ними, мають краще здоров’я і більш задоволені життям ніж інші старіючі батьки.

· Деякі сім'ї (30%) вразливі і переживають значний стрес. В таких сім’ях будь-хто може бути вражений практичними, емоціональними і поведінковими складностями.

· Вразливі сім'ї визначаються в перші роки життя дитини і мають користь від підтримки родичів, груп підтримки і професійних послуг.

Деякі дослідження зосередженні на досвіді братів і сестер дітей з СД. Більшість досліджень зосередженні тільки на досвіді матерів, але деякі включають і батьків. Виявилось, що батьки мають не завжди однакове бачення своїх сімей і причин стресу. Потреби батьків отримують набагато менше уваги, ніж проблеми матерів. Кілька досліджень розглянули потреби і вплив дідусів і бабусь.

Майже у всіх дослідах основним способом збору інформації було анкетування батьків, хоча інколи використовувались більш відкриті форми опитування.

Більшість роботи було зосереджено на дитячих роках і більшість досліджень проводилось тільки раз, для отримання зображення життя в той же час. Одна група дослідників в США розглядала досвід сімей з дорослими дітьми з СД, які жили зі своїми старіючими батьками. Це дослідження виділило багато позитивних наслідків і ми починаємо бути здатними в рамках усього життя побудувати перспективу догляду за людьми з СД. Більшість досліджень працювало тільки з сім’ями із західних або європейських культур, в США, Австралії і Великобританії. Це означає, що пошуки не можуть відображати досвід сімей з різним культурним фоном. Декілька досліджень спрямовувались на китайські і латинські сім'ї, але опублікованої інформації мало. Ми очікуємо, що деякі проблеми співпадатимуть, а деякі ні, основуючись на поточному стані знань.

Більшість отриманих даних — позитивні.

Більшість сімей справляються добре. Дослідження показують, що зазвичай більшість сімей з дітьми з СД живуть звичайним життям. Це означає, що 65-70% сімей знаходять ресурси для задоволення потреб родичів з СД. Шлюби розпадаються не частіше ніж серед решти населення.

Немає доказів негативного впливу на братів і сестер. В таких сім’ях батьки і діти відзначають переваги разом з додатковим навантаженням. Сім'ї з дітьми з СД відчувають менший тягар, ніж сім'ї, в яких діти на такому ж рівні відстають розумово, але через інші причини. Це обумовлено ранньою діагностикою СД, підтримкою і інформацією для батьків та теплою натурою і бажанням спілкуватись дітей і дорослих з СД.

Є докази, що старіючі батьки дорослих дітей з СД, які досі живуть з ними, мають краще здоров’я і більш задоволені життям ніж інші старіючі люди.

Там, де дослідники порівнювали групи сімей без дітей з вадами, біло знайдено небагато відмінностей в стійкості або функціонуванні сім'ї, хоча й матері дітей з СД відзначають більший стрес і більші вимоги. Це підтверджує думку, що більшість батьків справляються з додатковими вимогами і навантаженням, і що сім'я від цього не страждає.

Деяким сім'ям приходиться важко. Якщо 65-70% сімей справляються добре, то є 30-35% сімей, які показують ознаки значної завантаженості і страждань, через багато причин. В таких сім’ях брати, сестри і діти з СД, частіше за все, мають проблеми з поведінкою. Батьки намагаються справитись, переносять депресії і проблеми зі здоров’ям. Стосунки в сім'ї натягнуті. 

Слабкі і сильні сторони сім'ї. Досліди визначили деякі фактори, які допомагають сім'ям, і фактори, які роблять їх вразливими. Стійкість — це термін ля позначення здатності сім'ї справлятись з навантаженням. Стійкість і вразливість будуть розглянуті в наступному розділі.

Ця інформація важлива для нових сімей з дітьми дошкільного віку, і для сімей, які надають послуги і підтримку в ранні роки; доказом може слугувати манчестерське та інші дослідження, які показують, що найбільш вразливі сім'ї зазнають труднощів від самого початку, і будуть зазнавати їх, якщо їм не допомогти.

Стійкість і вразливість

Наступна частина розглядає фактори, які впливають на стійкість сімей, спираючись на опубліковані дослідження, щоб пояснити наслідки для сімей і надавачів послуг. Основні результати представлені в таблиці 2. Збір інформації в одну таблицю дозволяє побачити повну картину. Важливо відзначити, що сильні і слабкі сторони додаються між собою. Одне може компенсувати інше, і навпаки. Важливо пам’ятати про це, так як ми розглядаємо кожну можливу слабку і сильну сторону.
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Таблиця 2. Вплив на стійкість сім'ї. 

Ключ:

+ вказує на фактор, що збільшує стійкість



- вказує на фактор, що зменшує стійкість

Також важливо зазначити, що дослідження не оцінили всі можливі впливи на стійкість сім'ї, або джерела стресу. Наприклад, безумовна любов, яку майже всі батьки відчувають до своєї дитини і те, як члени сім'ї цінують дитину — основні джерела стійкості. Захист своїх дітей допомагає батькам відкривати в собі нові сили, заводити тривалі, стійкі стосунки, бути більш залученими до своїх спілок. Все це благотворно впливає на їхні життя і збільшує стійкість в інших життєвих ситуаціях. Батьки часто звітують про те, що мати справу з надавачами послуг є великим стресом: такі проблеми не були добре задокументовані в опублікованих дослідженнях.

Дослідники показують основні відмінності між групами сімей і намагаються не показувати індивідуальні відмінності всередині групи. Дослідження веде до узагальнення даних про сім'ї з дітьми з відхиленнями. Це може допомогти нам виявити важливі проблеми, але читачам слід пам’ятати, що всі сім'ї різні.

Індивідуальні характеристики батьків

Особистість. Деякі риси особистості можуть зробити її більш вразливою перед проблемами. Нервозні, тривожні особи менше здатні справлятись ефективно. Особи з низькою самооцінкою не можуть повірити в свою здатність боротись. Екстраверти, які мають стійке відчуття контроль свого життя (з внутрішнім локусом контролю), справляються краще ніж інтроверти (з зовнішнім локусом контролю). Особисті риси можуть впливати на стратегії боротьби, які використовують батьки. Наприклад, коли батьки тривожні, з низькою самоповагою, вони навряд будуть шукати соціальної підтримки або розвивати активні стратегії боротьби.

Стратегії боротьби — це основні шляхи подолання стресових ситуацій. В дослідженнях сім'ї вони поділяються на емоційно направлені і на практично направлені стратегії. В основному, практичні стратегії боротьби вважаються позитивними і пов’язуються зі стійкістю. Їх можна описати як активні вирішення проблем, які включають пошук інформації про СД і про служби, про доступні пільги і підтримку, зустрічі з іншими батьками і вступ до груп підтримки, повне використання мережі соціальної підтримки. Емоційно направлені стратегії включають прийняття бажаного за дійсне (може все стане кращим), пасивне прийняття (це моя ноша, мені її носити), стоїцизм (несерйозне відношення до проблеми, без її практичного вирішення). Такі стратегії призводять до вразливості і стресу. Позитивний тип стратегії може залежати від можливості змінити стресову ситуацію чи ні, і від тимчасових потреб батьків.

Когнітивна оцінка і пристосування. Дослідники і батьки визначили спосіб, за яким ми думаємо і осмислюємо події життя як важливу частину процесу пристосування, а пристосування потребує часу. Індивідуальний спосіб, за яким ми думаємо і тлумачимо життєві події, є важливою частиною боротьби, впливає на наші почуття і емоції. Те, як ми сприймаємо новину про те, що наша дитина має СД, піддається впливу зі сторони нашого суспільства і наших поглядів. Якщо ми віримо в те, що дитина це покарання за наші гріхи або ганьба для сім'ї, наші переживання відрізнятимуться від переживань людей, які вважають, що таке може статись з будь-ким, і що тут нема чого соромитись. Якщо ми будемо думати, що дитина не досягне значного прогресу і завжди буде залежна, тоді нам буде важко позитивно думати про майбутнє.

Фактори, що роблять сім'ї вразливими

Сімейні фактори:

· Бідність, погане житло, відсутність авто, безробіття — такі недоліки роблять батьківство складнішим.

· Погані шлюбні відносини, дисгармонія в сім'ї.

· Особисті якості, низька самооцінка, пасивна і неефективна стратегія боротьби.

· Погані відносини між батьками і дитиною з СД — емоційна амбівалентність.

Дитячі фактори

· Складності з контролем і поведінкою.

· Вимоги до батьківства, коли в дитини з СД є нетипові складності, такі як:

· настирлива поведінка або проблеми зі сном

· більші затримки розвитку

· хронічні проблеми зі здоров’ям

· гості, загрожуючи життю складності

· складності темпераменту (невгамовність, гіперактивність, імпульсивність)

Послуги і підтримка

· Обмежена допомога з боку сім'ї і суспільства
· Неналежне обслуговування
Більшості батьків потрібен період пристосування, оскільки вони мають набір сподівань, пов’язаних із здоровою дитиною, які вони мають змінити з урахуванням того, що в їх дитини СД. Деяким батькам легше змінити свої сподівання. Це зумовлено їх внутрішніми рисами характеру, або впливом попереднього досвіду боротьби з тяжкими життєвими подіями.

Це має цінність, тому що позитивні або негативні стратегії більш складніші ніж як часто показується у дослідженнях, ми можемо розглянути деякі приклади.

Оптимізм і надія згадується батьками як важливі і позитивні стратегії боротьби, і деякі з надій пізніше можуть виявитись занадто оптимістичними. Тим не менш, спочатку вони давали відчуття сили для боротьби. Чи є ці надії, з такого боку, видаванням бажаного за дійсне? Якщо так, то і це було позитивною стратегією в той час.

Подібно до цього, коли прийняття допомагає і є частиною когнітивного пристосування (або є примиренням з ситуацією), якщо ми реально оцінили нашу ситуацію і визначили, що ми в змозі змінити, а що ні? Коли це вважається пасивним прийняттям і не допомагає?

Коли активна практична боротьба є дієвою, а коли ні? В більшості випадків вона здається дієвою, але вона не буде дієвою, якщо батьки шукають програми активної терапії, які дають хибні надії і обтяжують сім'ю витратами грошей і часу. (Це найбільш вірогідно, коли служба не може насправді багато чого запропонувати.)

Характеристики сім'ї

Шлюбні відносини. Якість відносин між батьками важлива. Емоційна підтримка матері, практичне залучення батька до піклування про дитину і  прийняття рішень — важливі фактори. Матері звітують про важливість хороших відносин між батьком і дитиною. Батьки також відзначають важливість якості відносин між партнерами. Позитивні відносини зменшують стрес.

Сімейна єдність і гармонія. Якість відносин в сім'ї, емоційне тепло, взаємна турбота і вміння ефективно спілкуватись впливають на добробут сім'ї. Це було визначено за допомогою опитування матерів, яке дозволило їм зробити це без спрямовуючих на це питань з боку інтерв’юера. В міцних сім’ях атмосфера здебільшого щаслива, всі цінують і поважать один одного, досягнення кожного члена сім'ї святкуються, і сім'я насолоджується спільними справами і тим, що всі разом. В таких сім’ях відзначається менше стресу.

Сімейні ресурси

Практичні і фінансові ресурси впливають на змогу справлятись з вимогами батьківства. Погане житло, бідність, нестача транспорту і безробіття збільшують вразливість сім'ї. Зіткнення з цими факторами можуть бути більш стресовими, якщо в однієї дитини СД, так як бідність і нестача транспорту може зменшувати можливість доступу до груп підтримки і послуг. Нехватка практичних ресурсів для прання і нормального обігріву є також більш важливими.

Здоров’я

Як і очікувалось, фізичне і психічне здоров’я впливає на ситуацію в сім'ї. Важливо, щоб батьки знали свої потреби і піклувались про себе. З точки зору психічного здоров’я, дослідження показали збільшений рівень стресу в обох батьків в сім'ях з дітьми з СД, деколи використовуючи термін депресія. Тим не менш, зазвичай це невеликі збільшення стресу, і лише в деяких батьків є клінічна депресія. Деякі дослідження кажуть, що різні фактори впливають на батьків і матерів. Матері більш занепокоєні піклуванням про дитину і тим, як функціонує сім'я, в той час як батьки більше хвилюються через матеріальні потреби сім'ї. Ці данні, звичайно, потрібно тлумачити в контексті ролевих очікувань з боку суспільства.

Працевлаштування матерів

Працевлаштування потрібно розглядати більш глибоко, так як ефект від працевлаштування матерів і батьків може відрізнятись. Безробіття батька може призвести до серйозної бідності сім'ї і всіх негативних наслідків для особистості, підриваючи самоповагу і його роль в сім'ї. Безробіття матері необов’язково має негативні наслідки, оскільки вона залишається вдома з дитиною, це може бути типовою роллю для жінки в суспільстві і розглядатись як хороший вибір.

Тим не менш, для матері дитини з СД працевлаштування поза домом може бути позитивним захисним фактором, як показують декілька досліджень. Матері, які працюють, звітують про менший стрес ї більше задоволення життям, попри додаткові вимоги. Благотворний ефект від працевлаштування під час боротьби з тяжкими життєвими подіями був також показаний в дослідженнях депресії серед жінок. Робота забезпечує контактами, друзями, іншою роллю, зміною вимог і збільшує дохід. Нажаль мало матерів дітей з СД продовжують працювати (56% порівняно до 76% матерів здорових дітей). Це дослідження з чіткими практичними наслідками, те яке може запевнити матерів, якщо вони бажають продовжувати працювати.

Характеристики дитини

Деякі діти з СД можуть бути більш складними у піклуванні про них ніж інші і накладати додаткові вимоги на всіх членів сім'ї, особливо батьків. Читач може відзначити, що такі ж характеристики можуть бути в дітей без вад, і також накладати додаткові вимоги.

Проблеми зі здоров’ям. Потреби дітей з гострими хронічними хворобами, потребуючими госпіталізації чи візитів в лікарню і лікування, збільшують навантаження на сім'ю. Наприклад, якщо в дитини хронічні проблеми з серцем, з кишечником або лейкемія, це додасть значного стресу.

Всі діти з СД мають додаткові потреби, и пов’язані зі здоров’ям і це призводить до додаткових візитів в лікарню порівняно з дітьми з нормальним розвитком. В дослідженнях показано, що чим більші проблеми зі здоров’ям в дитини з СД порівняно до інших дітей з СД, тим більша вразливість сім'ї.

Догляд. З потребами дітей з гіперактивним, легко збуджуваним або складним темпераментом важче справитись ніж з потребами більшості дітей з СД. Діти з більш складним темпераментом мають проблеми з годуванням, сном і поведінкою, і не можуть знаходити собі заняття. Ці діти особливо вимогливі до батьків, які раніше не мали дітей.

Розвиток. Сім'ї, яких діти з СД мають більш значні затримки в розвитку, численні складності (додаткові фізичні складності або пошкодження мозку) або мають аутистичні ускладнення, повідомляють про більший стрес. Діти з СД дуже відрізняються один від одного за ступенем складності і прогресом. Близько 11% мають більшу затримку в розвитку; батьки цих дітей мають більше складностей .

Проблеми з поведінкою. Батьки дітей з СД, які мають стійкі проблеми з поведінкою, зазнають більше стресу. Докази свідчать про те, що ці сім'ї мають такі ж проблеми, як і ті, в яких є діти з аутизмом або з іншими вадами і схожим рівнем складності поведінки. В них не виявляється порівняно меншого рівня стресу ніж в разі, коли в дитини СД.

Також відомо, що постійна порушена поведінка, яка є в меншості дітей, починається в дошкільні роки і триває впродовж шкільних. Таким чином, втручання, для допомоги батькам уникнути цього, потрібне в дошкільний період.

Сон. Сім'ї, в яких дитина має порушення сну, відчувають більше стресу. Проблеми зі сном включають проблеми з вкладанням, ранній підйом і прокидання під час ночі. Ходіння уві сні є найбільш обтяжуючим, оскільки прокидаються всі. Дослідження повідомляють про зв'язок між порушенням сну і порушенням поведінки вдень. Проблеми зі сном зазвичай починаються в дошкільні роки; батьки мають знати про ризик довготривалих проблем зі сном і шукати допомоги, як тільки вони почались.

Прив’язаність. Більше стресу і проблем з поведінкою виявлено в сім’ях, в яких батькам важко прив’язатись до дитини з СД. Деяким батькам нелегко відчувати безумовну любов до їх дитини з СД. Вони можуть боротись з конфліктними почуттями, переважно негативними, по відношенню до дитини впродовж багатьох років. В такому разі, це може вливати на сприйняття дитини і заважати надіятись на краще майбутнє дитини. Батьки можуть бути схильні до зосередження на проблемах, які представляють їх дитина, ніж на її досягненнях. Дитина в такій ситуації відчуває негатив і почувається емоційно незахищеною. З досвіду автора відомо, що це може призвести до проблем з поведінкою в ранні роки. Деколи ефект від цього може повністю не проявлятись до юності, коли дитина зможе висловлювати емоції стаючи агресивною або депресивною.

Джерела підтримки

Дослідження показують, що обсяг емоційної і практичної підтримки ззовні сім'ї впливає на її добробут. Обсяг підтримки залежить від особистих якостей батьків і їх стратегії. Іншими словами, якщо батьки ізольовані, вони мають менше допомоги. Особа може не мати впевненості, щоб досягти джерел допомоги і може почуватись незручно в групі підтримки. Підтримка особистих потреб батьків буде дієвою ще до змоги отримати переваги від інших соціальних джерел підтримки. Пошук практичної соціальної підтримки в основному описується як дієвий, без порівняння переваг від різних джерел підтримки. Всі дослідження боротьби с стресовими життєвими ситуаціями кажуть, що ті хто більш ізольовані — більш вразливі, і мають менше шансів пристосуватись добре.

Сім'я і друзі

Практична і емоційна допомога з боку родичів може бути дуже позитивним джерелом допомоги батькам, братам і сестрам дитини з СД. У рівній мірі, якщо батьки батьків не сприймають дитину з СД, батькам такої дитини важче буде пристосуватись. Зроблено мало досліджень ролі бабусь і дідусів, але можна визначити можливі ефекти. Тим не менш, в більшості сімей, підтримка з боку родичів зазвичай є важливою позитивною частиною сімейної мережі підтримки.

Соціальні мережі — церква і громадськість

Мережа друзів по сусідству, в церкві, в дитсадку, групі матері і дитини, в клубах може бути позитивним джерелом підтримки, якщо вони добре сприймають дитину з СД і залучують її до своїх справ, раді у своїх домівках. Це видно з розповідей батьків про свою церкву: деякі з них вважають членів церкви джерелом допомоги, інші — навпаки. Погляди людей з приводу вади і СД вплине на їх відношення і це буде відбиватись на членах сім'ї, друзях і контактах в магазинах і громадському транспорті. Занадто часто батьки повідомляють про те, що вони мають вчити тих, хто навколо них, включаючи деяких надавачів послуг! Тим не менш, більшість сімей знаходять підтримку місцевих спільнот і мають переваги з цього.

Мережі батьківської підтримки

Багато сімей звітують про переваги від вступу до груп батьківської підтримки або асоціацій СД і зустрічей з іншими сім’ями з дітьми з СД. Деякі кажуть про те, що найзначнішу емоційну і практичну допомогу вони отримували від інших батьків. В перші неділі і місяці батьки часто повідомляють, що їм допомогла зустріч з іншими сім’ями, подолали шок і мають добрі передчуття щодо майбутнього їх дітей. Їм допомогло те, що вони і їх інші діти живуть нормальним життям. В групах підтримки батьки мають користь з того, що вони відчувають взаємне розуміння і від практичних порад інших. Батьківські групи можуть бути сильним закликом до дії, коли потрібно змінити обслуговування або законодавство.  Емоційна і практична підтримка може бути надзвичайно цінною, коли батьки борються за послуги від імені їх дітей.

Тим не менш, ця користь відчувається тільки тоді, коли батьки знаходять підтримку з боку місцевої групи. Наприклад, батьки, в яких діти мають більш значні ускладнення, не завжди відчувають що групи задовольняють їх потреби. Група може бути зосереджена на навчанні дітей говорити і читати і їх вступі до нормальної школи, і ці цілі не здаються прийнятними батькам, в яких діти більш відсталі.

Інформація

В ранні дні і місяці, головним пошуком батьків є інформація. Частиною шоку і емоційного безладу є те, що постановка діагнозу занурює батьків в світ, до якого вони не були готові. Більшість батьків відчувають, що вони знають чого очікувати, коли ростиш здорову дитину, але як тільки вони взнають, що в дитини СД, вони почуваються розгубленими, ніби вони більше не керують власними життями. Точна інформація про потреби малої дитини і очікуваний прогрес, а також доступність місцевих послуг, дає впевненість і змогу батькам почуватись менш розбитими, відчувати що вони прилаштуються.

Інформацію в наш час можна отримувати багатьма шляхами. Вона може бути письмовою, розміщеною на веб-сайті, або усною від батьків і надавачів послуг. Вона завжди має бути позитивною і реалістичною, бо всі повинні мати надію на майбутнє. Є ряд досліджень, що показує, що те, яким чином діагноз представлений батькам з самого початку, впливає на їх довгострокове пристосування. Інформація повинна відзначати сильні сторони дітей з СД, те, що вони повинні бути улюбленими членами сім'ї, для того, щоб розквітнути, як будь-які інші діти; про те що більшість сімей справляється добре, і про те, що життя продовжується і більшість сімей повідомляє про переваги дитини з вадою, разом із додатковими вимогами.

Служби
Сім’ї, серед яких проводились дослідження, оцінили допомогу, яку вони отримали від служб, особливо ранню підтримку вдома. Зокрема цінуються сервіси, які надавали практичну реальну стратегію для боротьби з труднощами.

Тим не менш, батьки цінують послуги, надані професіоналами, які поважають сім'ю, вміють слухати і ставите себе на місце інших, які добре проінформовані і діляться своїми знаннями з батьками позитивним, підтримуючим чином.

В деяких дослідженнях батьки повідомляють про те, що зустрічі з професіоналами через ваду своєї дитини приносять більше стресу, ніж підтримки. Стрес може бути викликаний відношенням професіонала і його методом роботи, або тому що батьки мають сваритись з ними для отримання послуг, яких вони хочуть для їх дитини. Занадто часто батьки виявляють, що вони знають більше про ваду своєї дитини і про поточну практику ніж професіонали, і це свідчить про потрібність тренувальних програм в службах. Занадто часто професіонали працюють не звертаючи уваги на право сім'ї визначати ту допомогу, якої потребують. Багато професіоналів не рахується з тим, що якість по життєвого піклування про особу з СД залежить від її сім'ї, не зважаючи на те, чи виїхала особа з дому. Батьківство це пожиттєвий обов’язок всіх батьків, їх ролі змінюються з віком, але залишаються важливими завжди. Основною метою служб має бути зміцнення сім'ї, і ця тема буде розкриватись в наступних розділах для сім'ї і надавачів послуг. Професіонали відіграють коротку і малу роль в житті особи з вадою, але мають забагато влади у прийнятті рішень, які відносяться до їх обов’язків перед цими людьми.

Практична підтримка — перепочинок і переваги

Підтримка в повсякденному піклуванні про дитину може внести суттєві зміни в життя сімей, вона може бути у вигляді грошових внесків або практичної допомоги, яка полегшує догляд.

Багато досліджень відзначають збільшені витрати на догляд за дитиною із вадою. Деякі витрати пов’язані з тим що дитині потрібно довше користуватись підгузками, потрібно більше змінного одягу, частіші візити до лікарні, терапія батьківських груп. Найбільша проблема — це зменшений дохід сім'ї через те, що матері тяжче повернутись на роботу. Повний робочий день часто стає неможливим через шкільний графік. Коли дитина відвідує спецшколу, шкільний день короткий і матері потрібно бути доступною, щоб забрати дитину додому. Діти з вадами потребують додаткового догляду, і їм рідко коли доступні шкільні гуртки. В багатьох країнах це визнано фінансовім тягарем, тому впровадженні різного виду пільги.

Така фінансова допомога цінується сім’ями і покращує їх життя, але тут можлива пастка. Пільги часто поглинаються як частини загального сімейного бюджету. Це може призвести до проблем тоді, коли підліток або дорослий матиме можливість отримати освіту на дому, або пройти курси, або виїхати і жити самостійним життям. Сім'я може неохоче віднестись до цього, тому що втратить пільги.

Практична допомога по піклуванню цінується сім’ями, вона відкриває раніше недоступні можливості, такі як візит бо музею разом з іншими дітьми, або навіть похід по магазинам. Вона може просто дозволити просто відпочити, якщо в дитини проблеми з поведінкою. Допомога вдома з нагляду, або нагляд у спеціальних закладах може виручити сім’ю. Це також допомагає дитині почуватись безпечно не вдома і заводити нові зв’язки.

Як сім'ї впливають на розвиток дітей з СД

Невелика кількість досліджень розглянула прогрес дітей з СД у зв’язку з характеристиками сім'ї і стратегіями боротьби. Як і у всіх дітей, прогрес дітей з СД підлягає впливу сімейного оточення і їх соціальними і освітніми можливостями, а не тільки генетикою. Діти з СД мають звичайні вигоди від соціального класу — коли в їх батьків більше можливостей, вони прогресують краще. Вони також мають кращий прогрес, коли є вони єдині діти в сім'ї, і мають більше уваги дорослих.

В манчестерських дослідженнях показано, що успіхи в здобутті життєвих і практичних навичок, мають більше значення сімейні фактори, ніж академічний прогрес. Більше успіхів у самодостатності мають ті діти, в яких матері застосовували практичні стратегії, і менше успіхів в тих, в кого матері видавали бажане за дійсне, навіть беручи до уваги розумовий розвиток дитини. По мірі дорослішання дитини, зв'язок між когнітивними здібностями і життєвими навичками стає слабшим. Когнітивна здатність вимірюється нормою академічних досягнень за розумовим віком, але сімейні фактори і соціальні можливості мають більший вплив на життєві навички.

Враховуючи поправку на розумовий вік і проблеми з концентрацією уваги, академічний прогрес кращий, коли матері застосовували практичний підхід до проблем, пов’язаних з дитиною, ніж в сім'ях, де батьки тяжіли до зовнішнього локусу контролю, і вважали, що не мають впливу на ситуацію. Активне залучення батька до розвитку і освіти дитини має позитивний вплив на прогрес. (В американських дослідженнях сімей з малими дітьми батьки виявились більш активними і відчували кращий зв'язок з дитиною.)

Є зв'язок між сімейними факторами і постійними проблемами з поведінкою дитини. Діти з нижчими розумовими здібностями, більш збудливі, які частіше мали респіраторні інфекції, з меншою самодостатністю частіше мають проблемну поведінку. Тим не менш, якщо проаналізувати данні, можна побачити, що проблеми з поведінкою гірші в сім'ях з поганим зв’язком, поганими відносинами, з поганим житлом і низькою соціальною підтримкою. Також вони були гірші, коли матері використовували пасивні стратегії боротьби і були невротичними; коли батьки були безробітні і коли сім'я переживала тяжкі події.

Діти в сім'ях з активною рекреаційною направленістю, діти з молодими матерями і діти з братами і сестрами мали ширше соціальне життя, навіть зважаючи на можливості дитини. Іншими словами, сімейні фактори впливають на соціальне життя дитини, навіть більш складних дітей.

Нещодавнє повздовжнє дослідження американських дітей з СД віком до 10 років також засвідчило вплив сімейних факторів на розвиток дитини. Успіхи у самодостатності, спілкуванні знаходяться під впливом пристосованості сім'ї, емоційним зв’язком і позитивним активним стилем матері у навчанні дитини. Ефекти від цих факторів були об’єднані, тож не можливо визначити окрему важливість кожного з них. Читачу може бути цікаво знати, що на моторні навики не впливають характеристики матері, або сім'ї.
Батьки — особистість і її особливість�


Екстраверсія				+


Внутрішній локус контролю 		+


Оптимізм				+


Гнучкість мислення			+


Віра, ідеологія			     + або –


Невротичність, тривожність		-


Зовнішній локус контролю 		-


Низька самоповага			-





Стратегії поведінки�


Позитивна когнітивна оцінка		+


Практична боротьба – пошук допомоги	+


Прийняття бажаного за дійсне		-


Пасивне прийняття			-


Стоїцизм				-





Потреби дитини�


Погане здоров’я				-


Дуже малий прогрес			-


Тяжка поведінка			-


Тяжкий темперамент			-


Складності з прив’язаністю/сприйняттям  -





Ресурси сім'ї �


Бідність						-


Погане житло					-


Нестача транспорту				-


Безробіття					-





Суспільна підтримка�


Багато родичів				+


Батьківські групи підтримки		+


Використання послуг			+


Пільги					+


Ізольованість від суспільства		-





Нові джерела – батьки, брати, сестри �


Тісніші зв’язки – з більшим розумінням	      +


Зміна цінностей на нематеріалістичні	      +


Більше турботи і місця в суспільстві	      +


Нові друзі і суспільні мережі		      +





Обстановка в сім'ї�


Шлюбні стосунки			+ або –


Сімейна гармонія і єдність 		-


Сімейне спілкування			+ або –


Здоров’я батьків 			+ або –


Працевлаштування матері		+








