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INTRODUCTION 

Physiotherapists have been working in the habilitation services in Sweden for about 50 years. During the 1940s, the experiences from the rehabilitation of persons injured in the Second World War were utilised to help children with impairment. Rapid developments took place in Great Britain. Physiotherapists from Sweden were sent to Great Britain for training, and once back in Sweden were engaged in the visiting work and treatment of children with impairment (Bille & Olow, 1992). During this half-century, different physiotherapeutic treatment methods have created hopes among parents that these methods could improve the children’s mobility. However, it has become evident that the therapy methods do not lead to dramatic improvements (Forssberg, Sanner & Rösblad, 1998). Nevertheless, parents often give physiotherapy top priority of all the services they receive (Stevenson, Pharoah & Stevenson, 1997). Better understanding therefore is needed of the nature of the parent’s life with a child with impairment, in order for physiotherapists to know how to use their knowledge.

The habilitation services in Sweden - an object-historical analysis of the activity of physiotherapy 

An object-historical analysis is presented to give a background to the situation concerning the physiotherapeutic activity in habilitation services (Engeström, 1987; Ekenberg, 1996). The different phases and the causes for the transition to the subsequent developmental phase are presented in Table I (Ekenberg, 1996). 

During the 1950s, physiotherapists in Sweden worked mainly with the prevention of contractures by bracing, massage or relaxation. Movement disorders were considered as orthopaedic problems at this time and therefore responsibility for this was with the orthopaedists (Molin 1987; Nilsson & Ödlund 1993). 

In the beginning of the 1960s, systematic treatment methods were developed by physicians and physiotherapists such as Proprioceptive Neuromuscular Facilitation (PNF) or the Kabat method, Neurodevelopmental treatment (NDT) or the Bobath method and Vojta treatment. The treatment methods were developed from practical experience and were backed up by neurophysiological theories afterwards. The methods were often named after the persons who had developed the treatment technique. The treatment methods were expected to influence the central nervous system through facilitation and inhibition and thereby to produce normal movement patterns when treating children with neurodevelopmental disorders (Gordon, 1987; Forssberg, 1992; Nilsson & Ödlund 1993). During this period, most often a single physiotherapist and a consultant paediatrician  were responsible for the habilitation services in each county in Sweden (Sanner, 1992). Physiotherapists were the persons who assessed and treated children with movement disorders. 

The physiotherapist’s role gradually changed towards the 1980s, with the focus more on the child’s development when the child was playing and moving in a natural way, as well as on technical aids to compensate for the child’s disorder. After having focused on treating the damaged brain areas, the change in the approach was based on the knowledge of the brain’s inherent plasticity and focused on the child’s abilities to compensate for the impairment. Research into the learning of motor skills addressed the importance of providing optimal learning conditions for the child (Gordon 1987; Fetters 1991). 

During the 1990s, a new approach was developed in Sweden, which made the parents the subject of the services. The basis for this transition was the official Swedish disability investigation (SOU 1991: 46). The transition also meant that the role of the physiotherapist became less dominant. The change could be described thus: from being the subject from the 1950s until 1980s, the physiotherapist in the 1990s was given another role resembling that of an instrument (Table I). 

Because of the contradictions between the different physiotherapeutic approaches in Sweden, the National Board of Health and Welfare laid down its opinion on physiotherapy in habilitation services. The Board declared that (1992:9) ”neither the brain damage, nor the physiotherapy should dominate the everyday life of the child. The child’s integrity must be the focus: There is a need for participation by all those with knowledge and experience in this area” (p.46). 

This statement (1992:9) implied that the parents and the child in the future might be the subject. The physiotherapists can no longer independently decide what kind of intervention to use for the child and the parents. Instead, they are obliged to inform and offer their competence. The choice of treatment is the parents’. The consequence of the physiotherapists’ changed role is that they are now one among many other re/habilitation professionals. The focus of the physiotherapist has changed over the decades from mainly meeting the requirements of the paediatrician, to responding directly to the needs of the child, parents, the community and other rehabilitation professionals (Ekenberg, 1996). 

Table I. Object-historical analysis of the physiotherapeutic activity in the child habilitation services.
___________________________________________________________________
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Object
Subject
Instrument
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___________________________________________________________________
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Ph.therapist
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Orthopaedist


deformities

1960s/70s
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Paediatrician


child’s move-


ment ability

1980s
Compensate
Ph.therapist
Guidance of
Co-ordinated


child’s disorder
& other staff
parents
hab.services

1990s
Facilitate the
Parents
All kinds

Legislation


family’s every-

competencies
HSL
 and LSS


day life

__________________________________________________________________

The historical analysis shows that physiotherapy is a practical activity which has evolved through practical experience as well as under strong influence from the medical profession. 

Physiotherapy and the view of the body 

Like physicians, physiotherapists are officially recognised as somatic experts (Thornquist, 1994). Their practice and attitude to the body should therefore take on a special significance. Thornquist (1994) emphasised that the therapists have great influence over how patients understand their bodies. Research into the meaning of body to the human existence has been conducted principally within the fields of anthropology, sociology, psychology and philosophy (Lock, 1993; Merleau Ponty, 1997; Duesund, 1998). In medicine and closely related disciplines, such as occupational therapy and physiotherapy, the dualistic image of the human body has been in focus during the last decade (Leder, 1992; Kielhofner, 1995, Emaus, 1998; Thornquist, 1998). The dualistic view of the body emanates from Descartes’ vision of the body as a passive tool of the mind that provides the logic for modern scientific investigation of the body, as an object among other objects. The approach implies that the body is explicable through the same analytical methods as other objects in the physical world. Thus, in the dualistic perspective, there is a distinction between body and mind; and body is treated as an object extrinsic to the self, as a collection of parts (Kielhofner, 1995). 

Nordic physiotherapists during the last two or three decades have focused on understanding the body and on the importance of addressing bodily interaction between the patient and the physiotherapist (Roxendal, 1985; 1987; Engelsrud, 1990; Mattson, 1998; Thornquist, 1998; Rosberg, 2000). Engelsrud (1992) asserted that understanding the body and the strong bodily exposure combined with problems with setting boundaries could lead to dissociation from the body or repudiation of the body and instead lead to communication through the illness. Therefore it is important for physiotherapists to reflect upon what kind of body experiences the physiotherapy discipline produces and what meaning of the body the physiotherapists create. It is important for physiotherapists to abandon the traditional way of viewing the patient interaction as a linear process in which the physiotherapist transfers his/her ”method” to the patient. Instead, Engelsrud (1992) suggested an interactive model where the patient and the physiotherapist jointly produce the ”method” from their specific knowledge and experiences. The latter model is a meaning-oriented model depending on the circumstance that the patient and the physiotherapist produce meaning (Engelsrud, 1992). Thornquist (1998) questioned Engelsrud’s one-sided focus on treatment as the base of communication and that she was not addressing what had caused the patients to seek physiotherapy. Based on the understanding that human beings exist and act as embodied subjects, the body is constitutive for social life and interpersonal relations. One of Thornquist’s (1998) premises is that actions can only be understood on the basis of the context within which they occur. 

Engelsrud (1990) is the one of few physiotherapists who has researched into children with impairments from a body perspective. She analysed the interaction between paediatric physiotherapists and children with a movement disorder. Her findings were that when the body was encountered with verbal comments, the body showed another imprint than the body that was confirmed directly. How the body is expressed in a relation between persons was therefore crucial to whether the body develops as being with experiences or is instrumentalised and cut off from the experiences. This means that when a child needs physiotherapy, the physiotherapist should contribute to consolidate the child in itself, in its body and should not alienate the child from itself and its body, (Engelsrud, 1990). The researcher into special needs education Mulderij (1996; 2000), like Engelsrud, has questioned the dualistic thinking in theories on the treatment of children with motor impairment. He considered that the dualistic approach can lead therapists to treat parts of the child as arms, legs and speech rather than considering the child as a whole human being. 

Many physicians and therapists learn about the body during their training in how the mind and the body are separate substances. The risk is therefore that the child is defined in terms of his/her body in terms of physical disorder. The child ”surrounded by an army of expert adults” (Mulderij, 1996, p. 319) runs the risk of paying a high price with hardly any time left for being a child. When does the child with impairment have opportunities to experiment and meet the resistance of the surrounding world and how the body functions in it? Children with impairments have to fight hard for each victory that gaining routine skills constitutes. The child’s existence is a very bodily existence, the child lives the body, acts through body and gains an identity through the body and is sensitive to how it is be treated by the therapists (Mulderij, 2000). 

The consequences of treating a body with intensive medical and habilitation programmes, was demonstrated by Paulsson (1995). In her research on children with severe limb deficiencies caused by thalidomide drugs, the most important finding was that the young adults longed for love and social acceptance. The most prevalent theme in their experiences was that they had been treated as objects throughout their childhood. The first aspect was that they experienced being objectified in the habilitation services by the professionals paying attention to parts of the body, often the disordered part. The second aspect was experienced as being objectified as an expression of the helplessness which staff and parents felt in order to protect themselves when confronted with the child’s situation. The third aspect was to be objectified through striving for normality. This meant that the children became objects for parents’, professionals’ and other people’s ambitions. Thereby they were deprived of their identity. Paulsson (1995) concluded that the children paid a high price, with a perceived loss of childhood, even if they became highly competent adults. Paulsson’s  (1995) research showed that awareness of the body is important to notice because the body is the seat of desire to carry out actions.

Kielhofner (1995) illustrated how the lived body is a focus of intelligence, intent, adaptability and experience. He considered that modern motor control theories still cannot explain how the necessary information for movement is created, that is, how the body ascertains what action to execute in the middle of performance. For Kielhofner (1995), the concept of feedback seems to be insufficient to adjust movements especially because feedback does not answer the question what it is about. Moving an arm demands commitment from the person who moves. A person moves his/her arm as a subject - not as an object, a tool. The subjective perspective makes feedback unnecessary because the person is inside the phenomena of reaching. When focusing on how to make movements, for example walking, the consequence of this is that the person objectifies his/her body and disturbs the gait. The aim of performance is experience and not feedback (Kielhofner, 1995). 

Understanding of the motor learning process has been delayed as a result of the emphasis on motor performance in earlier research (Schmidt, 1991). Why frequent feedback during performance makes the learning more difficult is because: ”failure to process intrinsic feedback prevents the learner from becoming sensitive to the patterns in it that signal performance errors” (p.60) might be interpreted as in Kielhofner (1995) as body experience. From my point of view and from my clinical practice this reminds me of Body Awareness Therapy (Roxendal, 1985, 1987). The body experience through self-reflection over the movement is emphasised in this physiotherapeutic approach, for example when learning or relearning postural and balance control. Just as Schmidt (1991) maintained that the emphasis on motor performance had delayed the understanding of the motor learning process, the physiotherapists’ great interest in movement as the knowledge basis for physiotherapy activity and research, may have delayed the development of the understanding of body as the base for research activity in physiotherapy. Research on movement is extensive and movement is one of the most central concepts in physiotherapy (Broberg, 1993; Öberg, 1998; Wikström-Grotell, 2000). According to Pedersen (1999), there is immense interest in movement science within many disciplines, including physiotherapy. However, it is unclear to many physiotherapists whether it is a definite model or theory; or a treatment technique. Wikström-Grotell (2000) considered that in spite of the fragmented concept of movement there are opportunities to develop a holistic view on the human, the human body and corporeality. She suggested studies from the patient perspective in order to develop the ontological basis of physiotherapy. 

Children with impairments
 - parental perspective

The role of parents in the care of children with impairments has changed over the years. In the mid 1900s, the majority of intervention services were provided through the health care system in medical settings. The intervention that professionals used at this time was according to the medical model with the health professional as the expert. The only person able to provide medical treatment, make decisions and assess changes about the child’s development was the health expert (Hanft, 1988; Krahn, Eisert & Fifield, 1990). Bazyk (1989) called this form of intervention ”child-centred” with the therapists’ goal focused on the child as separate from the family. Family members were not expected to take an active role in the child’s therapeutic programme and thereby parents became dependent on health professionals (Bazyk, 1989).

During the 1960s, ideals and values changed in society. Sweden was a pioneer country in the planning of public services and legislation for disabled children and their families (Westbom, 1991). The law proscribed that families of children with impairment have the same basic need of services as other families in the community. This process was called the process of normalisation. It refers to an expectation of full participation in life for individuals with impairment and has emphasised the parents’ role as caretakers of their child with impairment at home in similar ways as parents to able-bodied children. Encouraging normalisation requires collaboration not only between health professionals and the family but also between the community and the family (Lagerheim, 1988; Philips & Brostoff, 1989). To attain this goal, health care professionals have been challenged to become more collaborative with, and responsible to, parents as users in the provision of treatment services (Krahn, Eisert & Fifield, 1990). 
The family perspective

The official Swedish handicap investigation (SOU 1991: 46) emphasised the importance of treatment of the child by the experts, and the importance of support from the society for the individual child and for all family members. The support and service from the society should be conducted by the families. Therefore, Jansson (1995) considered that the task of the professional support system is to pass on knowledge and support to the family in order for the parents to feel safe and to trust themselves as parents. The family is the primary place for the socialisation of the child with functional disorder. The prerequisite for this is that the child is viewed as child, not as handicap, and that the parents have the opportunity to be the resource that they are. Another prerequisite is that families’ needs should be fundamental to the organisation of the support from the habilitation service system. The support should be designed as individually, family-centred not as pre-designed service models (Jansson, 1995).

The development of the family systems theory as a framework for understanding and working with families in early intervention programmes has taken place above all in the USA and Sweden (Foster & Phillips, 1992; Björck-Åkesson & Granlund, 1995). Theoretical and conceptual developments in the social and health sciences have influenced this shift toward a system perspective, such as the ecological models of human development, the transactional model as well as the systems theory of family functioning (Chiarello, Effgren & Levinsson, 1992; Foster & Phillips, 1992; Kolobe, 1992). The consensus of these theoretical concepts is that the family interacts with the environment and the child’s development thereby is influenced. The timing of the events which occur in the family leads to adaptation and family responses which can be different at any given time and are also unique to each family (Kolobe, 1992). Viewing the child as part of the family system means that the members of the family are involved in the assessment and intervention. In Björck-Åkesson and Granlund’s (1995) study, both professionals and parents experienced discrepancies between how parents are involved and how families ideally should be involved. The results indicated that the prevailing practices in Sweden are family-allied, which means that the parents are involved in the habilitation services to a moderate degree. One reason for the barriers to the attainment of a higher degree of involvement from the families, may be that professionals do not have enough competencies to work with families. Björck-Åkesson and Granlund’s research (1995) indicated the need of new competencies and changed roles also for the parents in order to reach the goal of family-centred habilitation. 

A model called Individualised Service Programme (ISP) was developed in southern Sweden with the aim better to implement the family-centred services (Larsson & Nilsson, 1999). The model is based on four important principles that are central to the programme: (1) each family forms the members of a team which (2) emanates  from the child’s need, and does not emanate from the resources of the habilitation services, (3) all resources even outside the habilitation services are integrated and co-ordinated in the ISP-team, (4) the interventions are jointly goal-oriented, which means that the child and family are equal parties and participants with the participating professionals. The role of the professionals is to analyse the existing problems and to describe the possibilities of the training and how to compensate the functional restrictions. The mapping-out emanates from the child’s and the family’s everyday life, which serves as the base for the individual intervention plan. This ISP approach differs from the traditional services in which the knowledge areas of the professionals are the basis for interventions. The families that have participated in the ISP-programme, compared with families that participate in a traditional service programme, experienced better participation, co-operation and reception from the service personnel (Larsson & Nilsson, 1999). The ISP-model questions professional authority, closed and limited knowledge areas among the professionals in the traditional approach, in favour of the need for flexibility, co-ordination and co-operation with the professionals, parents and the families’ network. Furthermore, Stenhammar and Ulfhielm’s (1999) study showed that families defined habilitation services with good quality as being services where the services were flexible and where the parents’ were given opportunities to use their experiences and knowledge at the service evaluation. Parents also desired a better communication with the habilitation staff in order to strive for an understanding of how and where the perspectives differ (Stenhammar & Ulfhielm, 1999). 

Fathering and mothering

The years from adolescence to adulthood are often a difficult period after the child has finished school. For many parents, the responsibilities for the child with impairment will increase rather than decrease with the child’s age, as will the burden of care (Hallum & Krumboltz, 1993). Research into fathering and mothering a child with impairment generally illuminated the fact that the mothers had the primary responsibility for the child’s physical, social and educational-vocational needs, and fathers of young adults in general helped occasionally, rather than shared the responsibility with mothers. Mothers but not fathers expressed frustration with limitation in their life choices (Hirst, 1985; Hallum & Krumboltz, 1993). However, Nagy and Ungerer (1990) considered that mothers’ adjustment was not related to the fathers’ actual participation in their children’s care but rather to the extent to which fathers believed that they ought to participate in such activities. Another factor that has to be considered by the health-care professionals is that mothers and fathers of children with impairments may have different needs and experiences that it is important to understand (King, King & Rosenbaum, 1996). 

There are different expectations of fathers’ and mothers’ as caregivers (Seligman & Darling, 1997) and the different expectations have to do with the norms that dominate in society regarding, what is considered that men and women ought to do (Davis & May, 1991; Holm, 1993). Mothers have been the most researched family members in the area of childhood disability, due to their greater accessibility but also because the mothers give birth and therefore are expected to be natural caregivers. This cannot be taken for granted, so efforts must be made to change the notion that men are not expected to play a major role with their children as different expectations of males and females are society-based (Davis & May, 1991). The great majority of service providers are women in the medical and educational systems, while the system-wide decision-makers are men. Davis and May (1991) asserted that full participation by men in the child’s care and service will not be realised until health and educational professionals create environments in which men are expected to participate. Holm (1993) argued in a similar way that different expectations by society had created different perceptions about fathering and mothering. That the society-based expectations or norms concerning fathering and mothering also have influenced the reösearch on families with special needs, emerged in Seligman and Darling’s (1997) summary of studies of fathers and the child with impairments. They concluded (1) that there are only a modest number of studies of fathers, (2) the studies have focused on fathers’ initial adaptations rather than on the impact on fathers of adolescent and adult children and (3) there is a disproportionate interest in fathers of children with mental retardation, to the exclusion of children with other developmental disabilities.

Parent participation in physiotherapy

Over the last 25 years, research and services for families have undergone a number of changes above all through the growth of the disability and human rights movements and the growing focus on the rights of children (Sloper, 1999) The conclusion of the research on parents’ needs and factors related to parental functioning of children with impairment mostly concerns those factors common to all parents. However, research on service provision and parents’ views of their unmet needs shows considerable problems such as: information and advice about services, the child’s condition and how to help the child. Moreover, families with particularly high levels of unmet needs are families with very severe impairments and families of older children (Sloper, 1999).

One limitation of the research on parent participation in physiotherapy is that it is often unclear whether both parents are participating (Gajdosik & Campbell, 1991, Ross & Thomson, 1993). Another limitation of research into families of children with impairment is that parent training and home programmes have been focused almost solely on young children. To sum up, programmes for young children with impairments have indicated that: (1) high levels of parent involvement appeared to be more effective, (2) parents were willing to take part in the training, but few were willing to take responsibility for all the physiotherapy treatment, (3) mothers did not have time, energy or confidence to implement a therapist-directed home treatment programme and (4) the more confident the parents were, the more they wanted to be involved in physiotherapy (Shonkoff & Hauser-Cram, 1987; Lagerheim & Humble, 1987; Hinojosa, 1990; Ross & Thomson, 1993). 

The aim

The overall aim is to increase the understanding of the meaning of physiotherapy when fathering and mothering a child with impairment. The questions raised are:

-
Is it reasonable to make high demands on the parents as regards physiotherapy training? What are the parents’ attitude towards such an active role?

-
Why did parents continue the training with the child? What factors influenced the continuation or discontinuation of physiotherapy?

-
Do the parents understand and estimate the benefit of physiotherapy training in a different way than the professionals?

-
What are fathers’ and mothers’ experiences of physiotherapy?

METHODOLOGY

Research is fundamentally about understanding and explaining the concept of knowing. It is a process which begins when people ask questions and then start to answer them. McGinty et al. (1996) considered that it is important initially to identify what you want to find out, why, whom it is intended to help and whom it is intended to influence. My starting point was questioning the benefit of physiotherapy intervention: are all these exercises that physiotherapists require parents to perform beneficial to the child? The methods chosen in this thesis were influenced by my understanding of my initial questions, which have developed and become more profound during my research process. The researcher’s ontological assumptions will govern both which methods she chooses and what questions she makes visible (Alerby, 1998). On the other hand, it is not the method as such which is the important starting point but the questions themselves and the way the questions are understood (van Manen, 1990).

Assumptions and characteristics in quantitative research 

Quantitative research methods are based on the notion that reality exists in its own right and exists whether we are conscious of it or not. One of the most important principles in quantitative research is generalisation, which means that knowledge is able to be applied to other similar situations at any time, at any place and in any context (McGinty et al. 1996). Therefore, researchers want to develop research methods that allow prediction and control. When research methods are based on prediction and control, the ideas of cause and effect are important. It is not unusual for quantitative research to be seen as uninfluenced by values – and researchers as uninfluenced by their thoughts, feelings, gender or cultural background. The knowledge is kept uninfluenced by values by using correct research methods. The most common methods of data collection in quantitative research are: experiments, observation and surveys. Descriptive statistics are used to describe the data in order more easily to understand what all the numbers mean. The causal relationship between two or more variables is demonstrated through a statistical relationship that shows mathematically some sort of connection between the variables. The outcome of analytical statistics is reported through numerical significance or lack of significance. Another way is the application of research methods from different perspectives to answer different questions (Shepard, Jensen, Schmoll, Hack, & Gwyer, 1993).

Phenomenology

The philosophical terms existentialism, phenomenology and hermeneutics are concerned with the unique problem of human existence and the approach to this issue through philosophical reflection and not by observation (Wulff, Pedersen & Rosenberg, 1986). The word ‘phenomenology’ derives from the Greek word phainein, which means to show or to appear. Modern phenomenology deals with the ontological question: what is being, and phenomenology was founded by Husserl at the beginning of the 20th century. It was further developed as existential philosophy by Heidegger and in an existential and dialectical direction by Sartre and by Merleau-Ponty (Holloway-Wheeler, 1996). Existential philosophers asserted, in contrast to Husserl, that to make sense of reality, we cannot differentiate between essence (whatness of things) and existence (thatness of things). On the contrary, it is important to keep them together as a unity because a subject that originally exists and is involved in the world cannot exist separately from the world (Bengtsson, 1999). The things that consciousness is directed towards are always experienced as something as having a meaning to the human being. Thus, the fundamental structure of consciousness is intentional and every conscious experience is bi-polar: that means that all thinking, all action, all human activity are always oriented activities - directed at something. Intentionality is only retrospectively available to consciousness. This means that ”it is not possible to experience something while reflecting on the experience, even if this experience is itself a reflecting acting!” (van Manen, 1990, p.182). 

Phenomenology arose in part as a protest against the notion that physical sciences could provide a model for all knowledge, especially knowledge about human action (Mattingly, 1993). Therefore, turning to phenomenology meant raising very basic questions about the nature of knowledge itself and how one most reliably acquires it. What is the position of the knower in relation to the object to be known? Is there some value-free space from where to judge the truth of something? Are there some procedures that guarantee objective observation? Should truth reveal itself in the form of general causal laws that emerge under proscribed conditions? These questions are important to ask when shifting from physical and natural sciences to phenomenological methods associated with the human sciences (Mattingly, 1993).

The geographic area and the organisation of the habilitation services

Norrbotten is the northernmost county of Sweden. Habilitation services are provided by the habilitation centre and by multidisciplinary teams, where each of them is responsible for the children in a defined geographical area. Norrbotten is a large county with a low population density: almost 100,000 square kilometres with 3 persons per square kilometre. This low-population area with a low frequency of physiotherapists was forced to have parents actively engaged in the physiotherapy treatment at home. Since the beginning of 1970, the physiotherapists have worked mainly as supervisors of the parents and the school personnel in the children’s daily treatment. This presupposes a high degree of parental participation and responsibility for daily treatment. During the 1970s, the habilitation services made efforts to get also the fathers actively involved in the early training of the child. A special family unit was set up with a parent hostess providing service to the parents, the child and his/her siblings. The whole family was offered opportunities to stay at the central habilitation services for some days or a week to initiate the different habilitation programmes. This was necessary because many of the families lived up to 300 kilometres from the habilitation service centre. The families returned periodically (two to four times a year) to the special family unit during the child’s pre-school years. The family hostess also served as co-ordinator for the services that the families received at the centre. From school start, the families received the services provided by the local habilitation teams including physiotherapists (Fällström, Möller & Nyman, 1977). An organisational change was implemented and in 1993 the family unit at the habilitation centre was closed down. Today, the habilitation services are provided where the family and child are living. The central habilitation centre is used for specialist consultation. The families with young adults in this study were not affected by the organisational change that was carried out in 1993.

Participants, data collection and data analysis

An overview of the selection of participants, data collection and data analysis is presented in Table II. Shepard et al. (1993) advocated the use of both quantitative and qualitative research methods in physiotherapy, which I have done. The first two papers are quantitative questionnaires; the licentiate thesis and paper 4-6 are qualitative interview studies.
Table II. Outline of the content of the thesis 

__________________________________________________________________

Study 


Participants


Data Collection

Data analysis

__________________________________________________________________

Paper 1

49 parents of


Questionnaire


Descriptive and

1981 


children 0-6 years






analytical statistics

Paper 2

105 parents of 

Questionnaire


Descriptive and

1983


children aged








analytical statistics





9-20 years

Lic.thesis 

22 parents of


Semistructured 

Descriptive

1993-94

children aged


interview



thematic analysis





15-25 years

Paper 4
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SUMMARY OF THE STUDIES

Questionnaire studies
A parent-centred approach to physiotherapy for their handicapped children. Developmental Medicine and Child Neurology, 1984, 26, 445-448 (paper 1).

The sample comprised of in all parents of 49 children born between 1981 and 1975, who all had contacts with physiotherapists and in 1981 were registered in Norrbotten County as having motor disorder. A questionnaire was sent to 49 parents of children aged 0-6 years old with movement disorders. The questions were focused on the parents’ social background, the disability of the child and the practice of physiotherapy. The parents of 39 children (80 %) answered the questionnaire. The non-respondent parents of ten children were contacted. Three did not answer because of too limited contact with the physiotherapy services. Parents of two children refused to answer because of their negative attitude towards the services and five promised to answer but never did. Statistical analysis revealed that neither the delay of diagnosis, sex of the child, frequency of contact with the physiotherapist or the child having more than one disorder influenced the parental experiences and attitudes. Both parents participated in the training for all but three children. The results in paper 1 showed that altogether 31 children were receiving active physiotherapy at the time of the questionnaire study. The most frequent cause of problems reported by the parents was the infrequency of contact with physiotherapists. The only significant finding was that the parents experienced more problems when the diagnosis had been delayed until the age of seven months (p<0.5). The chief editor mentions this first article in the editorial: ”Two articles in our present issue have tackled some issues of evaluating therapy. No doubt both can be criticised, but both groups of authors should be congratulated for trying!” (Bax, 1984, p.424).

Physiotherapy for young people with movement disorders: factors influencing commencement and duration. Developmental Medicine and Child Neurology, 1994, 36, 253-262 (paper 2)
.

The second study was conducted as a follow-up questionnaire sent to the parents who participated in study 1, and as follow-up to another questionnaire sent to parents with older children, which is not presented in this thesis
 Questionnaires were sent to the parents of altogether 105 children with motor disorders, aged between 9 and 20 years, who all had been in contact with physiotherapists spread all over the County of Norrbotten. The questions dealt with family characteristics, the child’s functional ability, the child’s age at diagnosis and at the initiation of physiotherapy, parents’ participation, the discontinuation of physiotherapy and the opinion of its efficacy. The response rate was 77 %, i.e. 81 of 105 questionnaires sent. An analysis of non-respondents showed that the respondents did not differ from the non-participants. The results indicated that children with lower mobility scores and children with both parents participating in physiotherapy were most likely to continue with the physiotherapy (p< 0.01 and p<0.01 respectively). When both parents were participating, even children with high mobility scores continued with physiotherapy. When only one parent (mother) had participated, even children with low mobility scores had discontinued physiotherapy (p<0.05). The mean duration time was 13.4 years, i.e. 10 months less than the mean age of these children. This means that these children had been receiving physiotherapy for all but one year of their lives. Mobility scores were less of a determinant for girls than for boys for continuing or discontinuing physiotherapy. Parents’ belief in the efficacy was not an influence in continuing or discontinuing physiotherapy. The parents at the time of the study had 9 to 20 years’ experience as ”assistant” physiotherapists.

Interview study
3. Licentiate thesis. 

To get a wider range of insights into the parents’ experiences and understanding of physiotherapy, I carried out interviews where fathers and mothers were allowed to express themselves in their own terms. 

Participants

During 1993, a sample of 27 parents of children from the sample of the 2nd questionnaire study was strategically selected for an interview study. In this study, the following six factors influenced the continuation or discontinuation of physiotherapy: the age of the child, the mobility of the child, the sex of the child, the diagnosis of the child, the parent participation in physiotherapy and the age of the child at the start of physiotherapy. These six factors determined the selection of the 27 parents. The parents were asked by mail whether they were interested in participating in the interview study. The information in the letter referred to the follow-up study with the questionnaires that the parents had participated in two years earlier. In addition, the information mentioned the interview questions, the fact that that the interview would be audio-taped, transcribed verbatim and afterwards returned to the parents for perusal and judgement if they participated in this study. Shortly afterwards the parents were contacted by telephone. Altogether, the parents of five children dropped out. Parents of two children felt reluctant - one without explaining why and the second because their child had had negligible contact with a physiotherapist and because that contact had been many years previously. Parents of an additional two children wanted to be interviewed in Finnish and this was impossible to arrange. Parents of the fifth child were impossible to contact by letter or by telephone. Three of these children were girls and two were boys. Parents of twenty-two children were willing to participate. Seventeen had experiences of Vojta treatment. The young adults were aged between fifteen and twenty-five years, twelve male (mean age 20.0) and ten female (mean age 19.4). Four of the young adults had moved from the parental home, three of them to independent living and one to special group accommodation. Nineteen of the children had cerebral palsy and ten of these, in addition, mental retardation, two children had spina bifida and one child had neuropathy. Eight of these young adults could not move without assistance, nine were able to move about the household and within the immediate neighbourhood and five were able to travel everywhere in the community. Altogether, 22 parents participated in the interviews. The children were between 15 and 25 years old at the time of the study. 

Preparation of and carrying out the interviews

The interviews were carried out during 1993 and 1994. A semi-structured interview guide was constructed as a general framework and included exploratory questions. Before carrying out the interviews the following preparation was made: first my supervisor interviewed me as the parent of a child with impairment in order to achieve a better understanding of how the interview could be experienced by the parents. Van Manen (1990) also recommended use of the researchers’ own experience as a starting point. He considered that the researcher’s own experience of a phenomenon facilitates his/her orientation toward that phenomenon. When authors in phenomenological reports use ”I” or ”we”, it indicates that the author recognises both that one’s own experiences are possible experiences of others and the reverse. Phenomenology ”addresses any phenomenon as a possible human experience” and in this perspective, ”phenomenological descriptions have a universal character”(van Manen, 1990, p.58). This interview was then recorded, analysed and elaborated. After that, the father of a child with impairment, who was not a participant in the study, was interviewed. I listened to the recorded dialogue together with the father and I received feedback from the father about my interviewing.

The parents of seventeen children were interviewed at home, and five parents chose to carry out the interview at my workplace. Both parents of fifteen children participated in the interview. The mothers of four children who lived together with the father and single mothers of three children participated solely in the interview. Before I started the interview, I informed the parents about myself as interviewer and my own experiences both as a physiotherapist and as the parent of a child with a movement disorder. After that I explained the aim of the interview that (1) it was difficult to evaluate physiotherapy as a specific part of the child’s habilitation, (2) specific physiotherapeutic methods are scientifically questioned and (3) in Norrbotten County there are higher demands on parent participation in physiotherapy. Semi-structured interviews were then carried out through an interview guide focusing on five themes: (1) the child and the disorder, (2) the child and the physiotherapy, (3) the child and his/her everyday situation and, (4) the child and his/her future and (5) physiotherapy for children with movement disorders in the future. The manner in which the guide was used varied. Most of the parents found it easy to speak freely about their experiences. Each interview lasted for 2-3½ hours. After having concluded the interviewing, I wrote down impressions of the interview and my own part in the interview situation. This helped me to understand and interpret the parents’ accounts in the context they were given. The interviews were tape-recorded and transcribed verbatim. After that, the interviews were sent to the parents for perusal and for the parents to determine whether they wanted to participate in the study. All the parents approved the interviews and confirmed their participation in the study. Some parents supplemented and revised the written text when points were unclear. All the interviews were carried out without no intervening listening to or analysis of any of the recordings, in order to be as open-minded as possible (van Manen, 1990).

Analysis of the interviews

The aim of the study was to make visible the parents’ experiences, feelings and hopes, and to unfold the meaning of their experiences from the habilitation field - particularly about physiotherapy. The general structure of the analysis was derived mostly from a phenomenological and hermeneutic mode of understanding (Kvale 1983). Firstly, my theoretical point of departure was developmental work of research, a further elaboration of the cultural-historical theory of activity initiated by Vygotsky, Leontev and Luria (Engeström 1987). In accordance with this theory, I performed a object-historical analysis
 of the phases in the development of the practice of physiotherapy. It turned out that Engeström’s pre-defined conceptual schema with subject, instrument, object, division of labour, community and rules would lead me as a researcher to classify the parents’ experiences in a similar way as the questionnaires. Thus, much of the content of the parents’ accounts would have been lost. Therefore, I decided to make a descriptive thematic analysis of the interviews with the parents of the 22 children (Ekenberg, 1996). The general structure for the analysis was principally derived from Kvale (1983); and Davies and Esseveld (1989). In accordance with the phenomenological view I initially tried to read each interview and obtain a preliminary meaning of the whole, a condensation of the meanings expressed as more essential meanings from the five pre-determined themes: 1) the child and the disorder, (2) the child and the physiotherapy, (3) the child and his/her everyday situation, (4) the child and his/her future, and (5) physiotherapy for children with movement disorders in the future. These themes turned out to be fairly accurate descriptions of the courses of the parents’ lives. The parents described their powerlessness but also a strength, created by this child and the fact that the physiotherapy was associated with strong emotions. 

Parents of seventeen children had experiences of Vojta treatment and parents of five children had experiences of the Bobath method, more directed towards movement stimulation in natural situations. All parents experienced the training as time-consuming and arduous. Almost all the parents experienced a lack of support from the physiotherapists when the children grew older. Many parents experienced difficulties to motivate the child to go on with the training. Parents who were in need of support from the physiotherapists collaborated with teachers, school assistants when the physiotherapists were absent. Some parents experienced physiotherapy as beneficial to the child’s development concerning the child’s mobility during the first years of the child’s life. For almost all the parents, physiotherapy was perceived to prevent deterioration when the child was growing up. Furthermore, for some parents the physiotherapy was perceived as enhancement of the child’s sense of well-being such as improved body awareness. Nevertheless, all the parents considered that physiotherapy or the contact with physiotherapists is beneficial for the child and the family. Those mothers who did not share the responsibility for the physiotherapy with the father would prefer to let the physiotherapist take over the responsibility for the child’s physiotherapy. Parents who shared the responsibility for physiotherapy requested continuous supervision by the physiotherapist. 

Paper 4, 5 and 6 - Reanalysed interviews 

All the 22 interviews that were conducted for the licentiate thesis were reconstructed by quoting verbatim the parents statements concerning their experiences of fathering, mothering and physiotherapy. The 4th paper is a case analysis. In the paper 5 the focus is on parents of 17 children with experiences of Vojta physiotherapy and finally, in the paper 6, all the parents are included, with the research focus on fathering and mothering a child with physiotherapy.

The parent as physiotherapist - a qualitative case analysis (paper 4, submitted). 

One parent’s account was chosen to start to uncover thematic aspects of the phenomenon of ”being a parent and doing physiotherapy”. Analysis with a phenomenological reflection (van Manen, 1990) was made together with the participants in a qualitative research seminar group. The eight participants in the seminar group were asked to read the parent’s account and note what struck them about the fundamental meaning of the phenomenon of ”being a parent and doing physiotherapy”. The analysis indicated that the mother differentiated between the actual physiotherapist’s authoritative and technical way of supervision and her own meaning of physiotherapy. She seemed to accept that the physiotherapist is the expert and the one who controls and checks that she is doing the exercises in the right way. The mother described the child’s body as a subject and a person capable of acting with his body as a whole. For the mother the phenomenon of ”being a parent and doing physiotherapy” was on the one hand to adjust to the physiotherapists’ demands and treat the body as an object. On the other hand, physiotherapy meant to experience the body as a subject and to interact socially.

Paper 5. Parents’ experiences of Vojta physiotherapy. Nordisk Fysioterapi (in press).

Seventeen parents’ accounts were chosen from the 22 reconstructed interviews on 22 life accounts, with the objective to gain insight into the parents’ particular experiences of Vojta physiotherapy. Statements that illustrated or highlighted the parents’ descriptions of their experiences of Vojta physiotherapy were included. The focus was put on connections and structures significant for this study by noting patterns, by clustering and counting statements and by making contrasts/comparisons to clarify circumstances and phenomena. Finally, those phrases were underlined that seemed particularly essential and revealing about the parents’ experience of Vojta physiotherapy. One of the three approaches suggested by van Manen (1990) was used, namely the selective or highlighting approach. According to van Manen (1990), there are many formal and informal ways to seek collaborating assistance in thematic analysis. The themes were discussed and tested with my advisers - a paediatric neurologist, a physiotherapist and a social worker, who all had long-term experience with parents carrying out Vojta treatment with their children. A hermeneutic phenomenological thematic analysis (van Manen, 1990) led to the identification of five themes illustrating the parents’ experiences of Vojta treatment: 1) hard work, 2) change of the original objective, 3) break-related deterioration, 4) hope and 5) calling into question. Even if Vojta treatment was perceived as demanding, and with limited outcome, some parents had early experiences of the treatment connected with the child’s body abilities that created hope for the child’s possibilities. The parents’ experiences of the Vojta method, elucidated the ”how-to-do view” and treatment orientation towards one specific physiotherapeutic method. 

The meaning of physiotherapy: experiences of fathers and mothers of young adults with impairment (paper 6, submitted)

This study comprises the whole sample of 22 parents of children, as also in the licentiate thesis. A hermeneutic phenomenological analysis (van Manen, 1990) was carried out in six steps by alternating between individual analysis and reflection; and between collaborative group analysis and continued reflection. By quoting verbatim the parents’ statements regarding their experiences of fathering, mothering and physiotherapy, all the 22 interviews were reconstructed (step 1). A case analysis of one parent’s account was reflected in a qualitative research seminar group and is presented in paper 4 (step 2). Hermeneutic-phenomenological reflection on all the 22 the parents’ accounts in a seminar group with 12 persons of parents of abled and disabled children of different ages was carried out (step 3). The analysis started with twelve persons who were invited to participate in collaborative analysis in a seminar group. Eleven were parents (3 fathers and 8 mothers) of ‘normal’ and exceptional children. The participants were of different ages, from different professions in artistic, health care, pedagogic and technical fields in order to obtain a wide range of interpretative insights of others. The drafts of the 22 parents’ accounts were distributed to the 12 participants - 11 accounts to 6 participants and additional 11 accounts to the additional 6 participants. The participants were asked to read each account and write down the thoughts which occurred to them when they read the parents’ accounts and to send their written formulations to me. 

One week later, the twelve participants participated in a collaborative seminar. The participants were given the task to reflect on three parents’ accounts with the aim to focus on whether there were any differences between mothers’ and fathers’ experiences of physiotherapy. One account at a time was discussed. 

The case analysis and the collaborative seminar group showed a similar division of the meaning of physiotherapy into the parents’ relation to physiotherapists’ and into the parents’ view on physiotherapy training. Therefore, the parents’ statements about physiotherapy were organised into experiences which described: a) their relation to the physiotherapists and b) their relation to the practice of physiotherapy. This structure meant that the importance of the parent’s relation to the child became visible and was included as a natural part of the parent’s description. The fathers’ and mothers’ experiences were then structured into relation to the physiotherapists and into the fathers’ and mothers’ relation to the practice of physiotherapy supplemented with the fathers’ and mothers’ relation to the child (step 4). 

As the parents in this study had experiences dating from the beginning of 1970s and 1980s, the findings were validated by collaborative discussions with current paediatric physiotherapists (step 5). The participating physiotherapists recognised the structure of the parents’ experiences with fathers’ and mothers’ descriptions of their relation to the child, their relation to the physiotherapists and their relation to the practice of physiotherapy as being valid today. The physiotherapists confirmed that the parents still ”have expectations and set their hopes on physiotherapy. They had learnt that it was important to confirm, to indicate when the child makes progress and to consult both parents. However, the mothers were still at home and took the main responsibility. The changes they experienced were the individual plans they made together with the parents. 

The meaning of physiotherapy could be understood through three relations: the fathers’ and mothers’ experiences of their relation to the child, their relation to the physiotherapists and their relation to the practice of physiotherapy. Finally statements that highlighted each relation were chosen (step 6). Within each relation a variety of aspects emerged. The parents perceived themselves as needed, perceived that the physiotherapy services didn’t correspond to the parents need, that physiotherapy was taken for granted by almost all parents and that fathers and mothers experienced lack of support from the physiotherapists in different ways. The sparse support created uncertainty among the parents as to how much they were expected to train. Mostly those mothers who did not share the responsibility with their husbands experienced the physiotherapy training demands through a bad conscience and mostly those mothers who shared the responsibility with their husbands experienced physiotherapy as functional, useful and enjoyable activities. 

The fathers’ active participation in the physiotherapy services from the outset seemed to help the mothers to handle the demands for training from the physiotherapists. Physiotherapists therefore should pay attention to the differences between fathers’ and mothers’ expectations and to the demands on their parental roles when participating in their child’s training. 

ETHICAL CONSIDERATIONS
Before I started this interview study, I received approval from the Ethical Committee for Medical Research in Umeå. The participants were informed in writing and their consent was obtained. They were assured of having the option of withdrawing at any time. To assure the participants’ confidentiality, the names of the children were changed to “our daughter/our son” or “she/he” in the written interviews. The interviews were read through by the chief habilitation doctor, who confirmed that he could not identify any parent or child. 

METHODOLOGICAL CONSIDERATIONS

Both quantitative and qualitative methods were used while collecting and analysing the data for this thesis. The questions addressed grew successively more profound as the investigation progressed and as my own understanding and knowledge of the research progressed.

The limitations of the results of the two questionnaires are that the two samples for paper 2 were selected and examined during two different periods of time. Much information was obtained from the open-ended questions. The interpretation of statistical tests and the importance of prior beliefs also have philosophical implications. The quantitative results must ultimately be interpreted in the light of our beliefs. (Wulff, Pedersen & Rosenberg, 1986). 

The licentiate thesis with the descriptive analysis of the interviews led to documentation of the parents’ perceived life-world with an exceptional child with exceptional needs in the family over a period of 15-25 years. There are restrictions in generating the data because the phenomenon is limited by the parents’ openness of their perception of the phenomenon, their ability to recall the memory of their experiences and their ability verbally to express their experiences (Kvale, 1996). Another limitation is the competence of the interviewer. By mirroring the problem against the actively listening interviewer, the parents themselves understood the problem better. One of the difficulties for me as the interviewer was to be silent and listen to the parents’ accounts, and not interrupt them in order to act as an adviser or expert. In comparison to qualitative studies (paper 3-6), it has been easier to make and publish quantitatively-oriented studies (paper 1-2), because they are familiar in the scientific community. Shepard et al. (1993) emphasised that research methods from alternative philosophical perspectives are useful for the generation of physical therapy’s knowledge base. Therefore, both quantitative and qualitative data is imperative. The point of departure for the licentiate thesis and the three latest articles has been that as humans we all are in the world as participating, selecting and interpreting beings. To be otherwise is impossible. As a clinician or researcher, I can never tune myself down to some zero point of expectation. As humans, we actively structure our life-world. That means that our backgrounds and experiences shape our encounters with different phenomena. This epistemological position implies a departure from the belief that research is a neutral activity which differs from other social activity. Research is characterised as systematic, critical reflection by openly explicating the steps of the research process (Malterud, 1998). In areas such as physiotherapy, where qualitative research is rare, qualitative researchers must often answer objections about the science of their practice. Mattingly (1992) considered that qualitative researchers in quantitatively driven disciplines find themselves turning to philosophy to defend their methods (Mattingly, 1993). 

Phenomenology deals with practical actions in unique situations. Just like pedagogic situations, physiotherapeutic situations are always unique. What we need more of is theory that does not consist of generalisations that are difficult to apply in concrete physiotherapeutic conditions. We need the theory of the unique that is appropriate in specific physiotherapeutic situations with this or that child and parent. Phenomenological human science is not external, top-down, or expert research. It is done by the people rather than done for the people (van Manen, 1990). Human science research produces theory of the unique retrospectively and should therefore suit physiotherapists’ work with parents and children in specific, concrete contexts that involve immediate and direct actions in complex situations. Van Manen (1990) defines this kind of competence as thoughtful action experientially understood and put in practice in real, concrete situations. 
I sometimes receive comments about the findings of my research from physiotherapists working in the habilitation services. They maintain that the habilitation services have changed and the findings regarding parents are not valid today. Two physiotherapists said: ”We consider that it is also important to evaluate more recent habilitation parents’ perceptions about the issues that this study spotlights in order to obtain a picture of how the services have changed during the historical period that Lilly Ekenberg describes” (Adolfsson & Resare, 1998). The physiotherapy services seem to be emotionally charged  for both parents and therapists. Therefore it was interesting to read the comments of chief editor Martin Bax (1984) in one of his editorials: ”It seems to me that many people who work with handicapped children find it difficult to distinguish between critical discussion of the way they work…Their admirable involvement with the handicapped children for whom they care makes them resent implications that things could be done better…”(p.423). I think that Martin Bax’s comments are still important to reflect on. If we are not open to listen to the experiences of parents who over the years have reflected on and understood their own difficulties in collaboration with physiotherapists - from whom can physiotherapists otherwise learn about their collaboration? The parents do not wish to get rid of us, but rather they tell us how important we are and want to obtain more support from us. This gives us an excellent learning situation. Therefore, the parents of children/young adults should be included in the central part of teamwork with the child and family. 

GENERAL DISCUSSION 

The findings in these five papers, including the licentiate thesis, deal with the development of the physiotherapy services and activities for children and young adults in a sparsely-populated area in the northernmost County of Norrbotten in Sweden. The low frequency of physiotherapists forced the parents to become actively involved in the physiotherapy treatment. The Norrbotten model, with the children living at home, implied that not only mothers but also fathers were involved in the daily treatment. The model signalled a new approach to habilitation services at that time. Studies of physiotherapy from the parental perspective were almost non-existent in the early 1980s. 

The introduction of Vojta treatment in the beginning of 1970s contributed further to the active commitment of both parents in the physiotherapy training at home. As most of the parents lived far from the central habilitation services, questionnaires were chosen as a method to evaluate the parents’ views on physiotherapy. The parents’ commitment in the training had become necessary and desirable from the habilitation services’ perspective because the families lived all over the sparsely inhabited county with long distances to the central and local service centres. Therefore, the results of the questionnaires (papers 1 and 2) that not only mothers but also fathers participated in physiotherapy of their children were positive from the services’ point of view. Furthermore, the results from the questionnaire studies also showed that when both parents were participating, even children with high mobility scores continued with physiotherapy. Conversely, when only one parent had participated, even children with low mobility scores had discontinued physiotherapy. Neither the children’s mobility scores seemed to be determinant for the parents’ continuation of physiotherapy, nor was their belief in its efficacy an influencing factor for the parents’ continuation or discontinuation of physiotherapy. What then was the parents’ driving force to go on with the physiotherapy training? Why did they go on with the demanding training even if the most frequent problem that the parents reported was the infrequent support from physiotherapists? These questions led me to adopt qualitative research methods. 

The licentiate thesis was aimed to make visible the experiences of parents as co-workers in physiotherapy. Therefore, the thesis was written in Swedish to let the parents’ own choice of words play an important role when presenting the thesis. Even if almost all the parents experienced inadequate support from the physiotherapists when the children grew older, and although the benefit of physiotherapy was experienced as merely prevention of the child’s deterioration and enhancement of well-being, the contact with physiotherapists was considered to be beneficial for the family. The question that arose was: do the parents’ understand and value the benefit of physiotherapy differently from the professionals? Therefore, in papers 4,5 and 6, I used a hermeneutic phenomenological approach with the orientation towards the understanding of the parents’ lived experiences when parenting a child with the help of physiotherapy (van Manen, 1990). 

In the case analysis (paper 4), the mother shaped separated meanings of physiotherapy. When she collaborated with the current physiotherapist she agreed to do movement exercises in the right way and thereby she confirmed the dominant approach that movement is considered one of the central concepts in physiotherapy (Broberg, 1993; Öberg, 1998; Wikström-Grotell, 2000). However, the mother also interpreted physiotherapy as the practice of communication and interaction (Engelsrud, 1990; 1992), exemplified thus: “physiotherapy helps my son to be aware of having a body… take an active role in using his body and then he has to see what is happening around him. It is just like waking him up from sleep” (forth paper, p.6). The latter was shaped outside the situations with the physiotherapist. 

When emphasising doing movement exercises in the right way, the child with impairment runs the risk of developing a strong focus on body at very young age at the expense of necessary focus on the surrounding world (Mulderij, 1996; 2000). The question is how early treatment techniques such as Vojta and Bobath physiotherapy influence the child’s corporeality. The parents themselves experienced the Vojta method as hard work (paper 5) when holding the child in place in order to elicit a movement pattern in special training sessions. In such sessions, it is difficult for the child to experience the surrounding world and communicate with unpleasantly-affected parents. Nevertheless, for the parents the treatment created both hope and trust when eliciting normal movements, but also gave a bad conscience when the parents skipped the treatment. The parents with experiences of the Bobath physiotherapy also experienced the training as arduous and time-consuming. However, on the one hand the Vojta sessions are limited in time; on the other hand, parents’ experiences of the Bobath method, which involves continuous observation of the child’s movements in daily life, were that it was a burden and that it too created a bad conscience (Lagerheim & Humble, 1987). 

With continuous focus on the body in daily life when performing a certain activity encouraged by their parents and therapists, a great part of the children’s existence deals with the concentration on the limitations of the body and physical progress. It is of extreme importance to stimulate the child with the vital experience of freedom and well-being of the body, through activities such as carrying the children on the shoulders, doing exercises in warm water, or just playing around with the children (Mulderij, 1996). In the paper 6, in particular those mothers who shared the physiotherapy responsibility with the fathers had understood the importance for the child to have pleasant feelings about the body, through relaxation and physical competence and success through swimming and horse-riding. Especially for those children with severe restricted movement ability, opportunities are limited to develop his/her corporeality in such a way that the body is experienced as positive and competent. Thus, some mothers discovered that the training sessions could be reconceptualised to joyful and meaningful experiences for the child and for themselves, instead of demands that created a bad conscience. 

It is possible that the shared responsibility between fathers and mothers for the child’s physiotherapy training can provide the parents with opportunities to reflect on the existence that created joy and meaning for the whole family (paper 6). With regard to the meaning of physiotherapy as created by the parents’ relation to the child (1), parents’ relation to the physiotherapists (2) and parents’ relation to the practice of physiotherapy (3), the question is how physiotherapy practice should be designed in order best to benefit the parents’ relation to the child. The European Academy of Childhood Disability (EACD) maintained that services should be based on the needs of the family and the child. At an individual level, EACD suggested that parents might act as the care managers and as the central part of the team (McConachie, Smyth & Bax 1997). To steer services towards family-centred habilitation based on the needs of the family and child requires new competencies and changed roles for both professionals and parents (Björck-Åkeson & Granlund, 1995). First, the professionals have to move beyond the competing territories and abandon the idea that the base for intervention is the field of knowledge of the professionals when offering support to the families. Then they need to reflect on what kind of competencies they have to offer to the family and the child and what kind of competencies the family has. The family and the physiotherapist should jointly produce the ”method”, each from their own specific knowledge and experiences (Engelsrud, 1992). 

For almost all the parents in this thesis the physiotherapy training was a matter of course. The parents adjusted to the physiotherapists’ guidance  even if some parents raised objections concerning their opportunities to influence the contents and mode of the training (paper 6). However, successful practice of family-centred services requires an acceptance of the professionals’ mode of work as equal partners with the family. For some professionals these changed roles pose unwelcome challenges and a perceived loss of professional status with the risk that parents may not depend on them as the source of wisdom and information (Rosenbaum, 1997).

The findings of this thesis indicated that the roles and the responsibility for physiotherapy training between physiotherapists and parents were unclear and undefined, and experienced by the parents mainly as a lack of support. The ISP-programme
 questions the professional authority and could therefore be one way to initiate the family-centred service in a better way. The prerequisite is that the physiotherapists present to the parents what competencies they possess concerning assessment, treatment, education or advice, so that the parents are able to make their choices and thereby to work as care managers and equal partners. Physiotherapists need to work as equal partners not only with the parents but also with all external resources such as school personnel and not least with others in a multi-disciplinary team. In the transformation process to family-centred services, it is important to focus on the historical roots of physiotherapy
, since physiotherapy is the first paramedical profession under the strong influence of the medical profession, and functioning in an expert capacity through transferring the method to the child/patient. This in order to change the practice and to be able physiotherapy to attain the status of equal partner. Traditionally, professionals have created a situation in which the patient accepts whatever treatment the professional proscribes. 

Clinical implications

The meaning of physiotherapy was illustrated in the case analysis as ”an interchange socially” and among the mothers, physiotherapy was joyful activities for the person as whole, such as swimming and horse riding. When interacting with the physiotherapists the parents’ understanding of physiotherapy is technically oriented toward performing exercises and movements in the right way. In this way, the parents partly understood the benefit of physiotherapy in a different way from the physiotherapists’ understanding. 

The question is whether the movement base in physiotherapy is relevant to clinical work with persons with chronic disorders. The ontological basis of physiotherapy has been focused on the fragmented concept of movement instead of the holistic view of the human and the human body (Wikström-Grotell, 2000). The World Health Organisation (WHO) has addressed the differences between acute and chronic illness and the need to focus on consequences of the disease/health condition rather than on the disease alone, hence medicine has a largely diagnostic focus. The health classification (ICIDH-2, 1997) does not emanate from the term movement in the definition of impairment. Instead, the terms body and body parts are the basic construct that relates to either body functions or body structure. This view corresponds well to the family perspective model and implies difficulties for the physiotherapists to be focused on the concept of movement as the ontological basis for physiotherapy. In the multidimensional perspective of the disablement (ICIDH-2, 1997), the activity dimension has the focus on the person as a whole, on the person’s daily activities and on the dimension of participation with the focus on relationships with society. 

Educational implications - from movement to body basis in physiotherapy

According to the health classification (ICDIH-2, 1997) and the findings in this thesis that physiotherapy could be understood through the parents relation (1) to the child, (2) to the physiotherapists and (3) to the practice of physiotherapy, the mechanistic focus on the concept of movement and focus on treatment techniques should be supplemented with the view of the body. Pedersen (1999) argued that movement science can never become physiotherapy, but it gives basic knowledge of movement, and can be used for development of better treatment techniques. However, I consider that movement science and theories of motor control have a great influence on clinicians’ understanding and application of motor control to the practice and to explaining the function of the body to the parents and children/young adults. The focus on movement has influenced the physiotherapists’ view of the human and the human body through the fragmented glasses of movement. The understanding of movement through the body perspective is necessary for physiotherapists to integrate their knowledge of theories of motor control and learning in order be capable to pass on their knowledge and application of motor control and learning to parents/carers and children/patients. In accordance with the findings in this thesis, I suggest like Engelsrud (1992) and Rosberg (1998) that physiotherapists need to develop their competence in body experience and body interaction in order to facilitate patients’ understanding of the connection between body and life. 

My conclusions emanate besides from the findings in these studies also from my experiences as clinical paediatric physiotherapist, as teacher of physiotherapy students, as well as  physiotherapist working with assessment of the patients with serious multiple handicaps and with goal-setting of the habilitation/rehabilitation jointly with the patients. I have learnt that my theoretical understanding is a parallel process with my body comprehension which means that the more body comprehension I have developed, the more my students and my patients have assimilated the body knowledge. Physiotherapists need not only cognitive body comprehension, they also need body awareness comprehension. Physiotherapists need their own body knowledge and their own body experiences of how to learn to solve and understand the meaning of body-connected problems or body-connected resources. This body-integrated competence facilitates the ability to interact with parents, children, patients, students etc., thereby jointly to create the ”method” and meaning of the intervention (Engelsrud, 1992). The lived body or the meaning of body to the human existence as the base of physiotherapy and other disciplines working with persons with incurable disorders could be a way to avoid having the children become objects for parents’, professionals’ and other people’s ambitions in their striving for normality (Paulsson, 1995).

Suggestions for the future

The development of health care towards the family and patient perspective has illuminated physiotherapists’ fragmented view of the human body as separated from the environment. Even if the physiotherapy techniques have indicated a lack of efficacy in the scientific sense, the physiotherapy methods have still been in demand from the parents and the patients. Physiotherapy competence is more than treatment techniques. It is the body understanding in interaction with the surrounding world and environment. It is also knowledge of how to facilitate and develop corporeality and trust in the body. Therefore, the education of physiotherapists is in urgent need of being complemented with the body awareness knowledge and competencies already developed and existent in the Nordic countries.

My research and my long-term service as a physiotherapist with experiences of young children, of young adults and of adults have convinced me that the patients themselves and the parents/carers are able to facilitate the understanding of the meaning of physiotherapy. The more experienced the parents/consumers of physiotherapy are, the more they are capable to mediate their experiences to physiotherapists and the more they understand how to use physiotherapists’ competencies. If physiotherapists succeed to abandon the image of transferring the knowledge to the patients and instead view the family-centred perspective as working as equal partners with parents, with their network and with other professionals, opportunities will open up for physiotherapists to discover that physiotherapy is more than treatment techniques. Physiotherapy is given the highest priority by parents in the event of the provision of any additional service. The question is, what makes physiotherapy more important than other services. Is it historically grounded, is it hope? Is it frustration? Or is it something to do with the body, something tactile? 
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� Health and Medical Services Act.


� Act Concerning Support and Service for Persons with Certain Functional Impairements.


� According to ICIDH-2 definition: Loss or abnormality of body structure or of a physiological or psychological function (Beta -1 Draft for Field Trials, June 1997). 


� Selected article to be abstracted in the YEAR BOOK OF NEUROLOGY AND NEUROSURGERY 1996 by Mosby Year Book


� Ekenberg, L., & Myhr, U. (1983).


� See object-historical analysis p.13.


� See family perspective p.20.


� See object-historical analysis p. 13.





