
L U L E A I 

U N I V E R S I T Y , 
O F T E C H N O L O G Y 

2000:35 

D O C T O R A L THESIS 

The meaning 
of physiotherapy : 
experiences 
of parents 
of young adults 
with impairment 

Lilly Ekenberg 

Department of Human Work Sciences 
Division of Gender and Technology 

2000:35 • ISSN: 1402 - 1544 • ISRN: LTU - DT - - 00/35 - - SE 



The meaning of physiotherapy: 
experiences of 

parents of young adults 
with impairment 

av 

Lilly Ekenberg 

Akademisk avhandling som för avläggande 

av filosofie doktorsexamen vid Luleå tekniska universitet 

offentligt försvaras i sal F 341, 

Luleå tekniska universitet, 

tisdagen den 19 december 2000, klockan 13.00. 

Fakultetsopponent: 

Professor Eva Björck-Åkesson, 

Institutionen Samhälls- och Beteendevetenskap, 

Mälardalens Högskola. 

L U L E A • 

U N I V E R S I T Y 

O F T E C H N O L O G Y 



ABSTRACT 

Ekenberg, L. (2000). The meaning of physiotherapy: experiences of parents 

of young adults with impairment. Department of Human Work Sciences, 

Division of Gender and Technology, Luleå University of Technology, SE-

971 87 Luleå, Sweden. 

The overall aim of this thesis is to increase the understanding of the mean

ing of physiotherapy when fathering and mothering a child with impair

ment. The research has been focused on parents' experiences of their par

ticipation in physiotherapy training of their child. The research focus and 

research methods have gradually changed from a more quantitative ap

proach to a more qualitative approach as the understanding and knowledge 

progressed. The first two studies were questionnaires sent to parents of 49 

and 105 parents respectively of children with impairment, all with contacts 

with physiotherapists. The third investigation comprised semi-structured 

qualitative interviews with strategically selected parents of 22 children, in

terviews that were analysed in a descriptive way. These interviews were 

then reanalysed, applying a hermeneutic-phenomenological method to three 

papers, evolving and proceeding step-by-step, from the first paper with a 

case analysis, in the second paper with the focus on parents of 17 young 

adults with experiences of Vojta physiotherapy, and finally in the third pa

per, with the focus on the experiences of physiotherapy of fathers' and 

mothers' of 22 young adults. The findings indicated that both fathers and 

mothers participated in physiotherapy. The Vojta physiotherapy was expe

rienced as hard work but could also create a sense of hope. The meaning of 

physiotherapy was understood through three relations: (1) the fathers' and 

mothers' relation to the child, (2) the fathers' and mothers' relation to 

physiotherapists and (3) the fathers' and mothers' relation to the practice of 

physiotherapy. There is a need to consider whether movement or merely a 

body perspective should be the ontological base for clinical practice in 

physiotherapy for persons with impairment. 

Keywords: physiotherapy, children, young adults, impairment, fathers' and mothers' 

participation, lived experience, meaning, habilitation services. 
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then reanalysed, applying a hermeneutic-phenomenological method to three 

papers, evolving and proceeding step-by-step, from the first paper with a 

case analysis, in the second paper with the focus on parents of 17 young 

adults with experiences of Vojta physiotherapy, and finally in the third pa

per, with the focus on the experiences of physiotherapy of fathers' and 

mothers' of 22 young adults. The findings indicated that both fathers and 

mothers participated in physiotherapy. The Vojta physiotherapy was expe

rienced as hard work but could also create a sense of hope. The meaning of 

physiotherapy was understood through three relations: (1) the fathers' and 

mothers' relation to the child, (2) the fathers' and mothers' relation to 

physiotherapists and (3) the fathers' and mothers' relation to the practice of 
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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. Physio

therapists 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 be

come evident that the therapy methods do not lead to dramatic improve

ments (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 situa

tion 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 pre

vention of contractures by bracing, massage or relaxation. Movement disor

ders were considered as orthopaedic problems at this time and therefore 

responsibility for this was with the orthopaedists (Molin 1987; Nilsson & 

Ödlund 1993). 
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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 neuro-

physiological 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; Forss-

berg, 1992; Nilsson & Ödlund 1993). During this period, most often a single 

physiotherapist and a consultant paediatrician were responsible for the ha

bilitation services in each county in Sweden (Sanner, 1992). Physiothera

pists 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 inher

ent plasticity and focused on the child's abilities to compensate for the im

pairment. Research into the learning of motor skills addressed the impor

tance 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 ap

proaches in Sweden, the National Board of Health and Welfare laid down its 
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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 de

cide 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 treat

ment 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 profes

sionals (Ekenberg, 1996). 

Table I. Object-historical analysis of the physiotherapeutic activity in the child ha
bilitation services. 

Time Object Subject Instrument Rules 

1950s Correct 
deformities 

Ph.therapist Bracing Orthopaedist 

1960s/70s Normalise 
child's move
ment ability 

Ph.therapist PT-methods Paediatrician 

1980s Compensate 
child's disorder 

Ph.therapist 
& other staff 

Guidance of 
parents 

Co-ordinated 
hab.services 

1990s Facilitate the 
family's every
day life 

Parents All kinds 
competencies 

Legislation 
HSL1 and LSS2 

1 Health and Medical Services Act. 
2 Act Concerning Support and Service for Persons with Certain Functional Impaire-

ments. 
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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 ex

perts (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 bod

ies. Research into the meaning of body to the human existence has been 

conducted principally within the fields of anthropology, sociology, psychol

ogy 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; Thorn-

quist, 1998). The dualistic view of the body emanates from Descartes' vi

sion 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 ob

jects. The approach implies that the body is explicable through the same 

analytical methods as other objects in the physical world. Thus, in the dual

istic 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 interac

tion between the patient and the physiotherapist (Roxendal, 1985; 1987; 

Engelsrud, 1990; Mattson, 1998; Thornquist, 1998; Rosberg, 2000). En-

gelsrud (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 physio

therapists to reflect upon what kind of body experiences the physiotherapy 

discipline produces and what meaning of the body the physiotherapists cre

ate. It is important for physiotherapists to abandon the traditional way of 
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viewing the patient interaction as a linear process in which the physiothera

pist 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 experi

ences. The latter model is a meaning-oriented model depending on the cir

cumstance that the patient and the physiotherapist produce meaning (En

gelsrud, 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 under

standing 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 inter

action 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 con

firmed directly. How the body is expressed in a relation between persons 

was therefore crucial to whether the body develops as being with experi

ences 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 im

pairment. 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 disor

der. 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 
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child. When does the child with impairment have opportunities to experi

ment and meet the resistance of the surrounding world and how the body 

functions in it? Children with impairments have to fight hard for each vic

tory 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 chil

dren with severe limb deficiencies caused by thalidomide drugs, the most 

important finding was that the young adults longed for love and social ac

ceptance. 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 profes

sionals 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 con

trol theories still cannot explain how the necessary information for move

ment 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 
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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 d i f f i 

cult 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 physio

therapeutic 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 devel

opment 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; Oberg, 1998; 

Wikström-Grotell, 2000). According to Pedersen (1999), there is immense 

interest in movement science within many disciplines, including physiother

apy. However, it is unclear to many physiotherapists whether it is a definite 

model or theory; or a treatment technique. Wikström-Grotell (2000) consid

ered that in spite of the fragmented concept of movement there are opportu

nities to develop a holistic view on the human, the human body and corpore

ality. She suggested studies from the patient perspective in order to develop 

the ontological basis of physiotherapy. 
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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 interven

tion 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 pio

neer country in the planning of public services and legislation for disabled 

children and their families (Westbom, 1991). The law proscribed that fami

lies 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 ful l participation in life for indi

viduals 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 commu

nity 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 

3 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). 
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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 fami

lies. 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 under

standing 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 develop

ments 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 inter

acts with the environment and the child's development thereby is influ

enced. The timing of the events which occur in the family leads to adapta

tion 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 
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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 serv

ices (Larsson & Nilsson, 1999). The model is based on four important prin

ciples 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 de

scribe 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 knowl

edge 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 participa

tion, co-operation and reception from the service personnel (Larsson & Nils-

son, 1999). The ISP-model questions professional authority, closed and lim

ited 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 serv

ices 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 communi

cation 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 wi l l increase rather than decrease with the child's 
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age, as wil l 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 gen

eral 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. An

other 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 & Rosen-

baum, 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 disabil

ity, 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 ex

pected to play a major role with their children as different expectations of 

males and females are society-based (Davis & May, 1991). The great ma

jority of service providers are women in the medical and educational sys

tems, while the system-wide decision-makers are men. Davis and May 

(1991) asserted that ful l participation by men in the child's care and service 

wil l not be realised until health and educational professionals create envi

ronments in which men are expected to participate. Holm (1993) argued in a 

similar way that different expectations by society had created different per

ceptions 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 Dar

ling'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 fa-
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thers, (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 respon

sibility for all the physiotherapy treatment, (3) mothers did not have time, 

energy or confidence to implement a therapist-directed home treatment pro

gramme and (4) the more confident the parents were, the more they wanted 

to be involved in physiotherapy (Shonkoff & Hauser-Cram, 1987; Lager

heim & Humble, 1987; Hinojosa, 1990; Ross & Thomson, 1993). 
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The aim 

The overall aim is to increase the understanding of the meaning of physio

therapy when fathering and mothering a child with impairment. The ques

tions raised are: 

- Is it reasonable to make high demands on the parents as regards physio

therapy training? What are the parents' attitude towards such an active 

role? 

- Why did parents continue the training with the child? What factors influ

enced 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? 
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M E T H O D O L O G Y 

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 ontologicai 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 ques

tions 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, re

searchers want to develop research methods that allow prediction and con

trol. 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: experi

ments, 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 
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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 dif

ferent 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 phenome

nology deals with the ontological question: what is being, and phenomenol

ogy was founded by Husserl at the beginning of the 20 t h century. It was fur

ther 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. Inten-

tionality is only retrospectively available to consciousness. This means that 

"it is not possible to experience something while reflecting on the experi

ence, even i f 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 
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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 guar

antee 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 phe-

nomenological 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 begin

ning of 1970, the physiotherapists have worked mainly as supervisors of the 

parents and the school personnel in the children's daily treatment. This pre

supposes 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 cen

tre. From school start, the families received the services provided by the 

local habilitation teams including physiotherapists (Fallström, Möller & 

Nyman, 1977). An organisational change was implemented and in 1993 the 

family unit at the habilitation centre was closed down. Today, the habilita

tion services are provided where the family and child are living. The central 

habilitation centre is used for specialist consultation. The families with 
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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 analy

sis is presented in Table I I . 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 
1981 

49 parents of 
children 0-6 years 

Questionnaire Descriptive and 
analytical statistics 

Paper 2 
1983 

105 parents of 
children aged 
9-20 years 

Questionnaire Descriptive and 
analytical statistics 

Lie.thesis 
1993-94 

22 parents of 
children aged 
15-25 years 

Semistructured 
interview 

Descriptive 
thematic analysis 

Paper 4 
1998 

One parent of 
a 16 year child 

Reanalysed 
interview 

Hermen./Phenomenlogical 
analysis/research seminar 

Paper 5 
1999 

Parents of 17 
children aged 
15-25 years 

Reanalysed 
interviews 

Hermen./Phenomenological 
individual/collaborative 
discussions 

Paper 6 
1999 

Parents of 22 
children aged 
15-25 years 

Reanalysed 
interviews 

Hermen./Phenomenological 
alt/individual/collaborative 
group seminars 
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SUMMARY OF T H E 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 reg

istered 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 chil

dren 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 chil

dren. The results in paper 1 showed that altogether 31 children were receiv

ing 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 par

ents 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). 
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Physiotherapy for young people with movement disorders: factors influenc

ing commencement and duration. Developmental Medicine and Child Neu

rology, 1994, 36, 253-262 (paper i f . 

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 question

naire sent to parents with older children, which is not presented in this the

sis5 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 ques

tions dealt with family characteristics, the child's functional ability, the 

child's age at diagnosis and at the initiation of physiotherapy, parents' par

ticipation, the discontinuation of physiotherapy and the opinion of its effi

cacy. 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 respec

tively). When both parents were participating, even children with high mo

bility 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 chil

dren 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 con

tinuing 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" physio

therapists. 

4 Selected article to be abstracted in the YEAR BOOK OF NEUROLOGY AND 

NEUROSURGERY 1996 by Mosby Year Book 
5 Ekenberg, L., & Myhr, U. (1983). 

31 



Interview study 

3 Licentiate thesis 

To get a wider range of insights into the parents' experiences and under

standing of physiotherapy, I carried out interviews where fathers and moth

ers were allowed to express themselves in their own terms. 

Participants 

During 1993, a sample of 27 parents of children from the sample of the 2 n d 

questionnaire study was strategically selected for an interview study. In this 

study, the following six factors influenced the continuation or discontinua

tion 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 physio

therapy and the age of the child at the start of physiotherapy. These six fac

tors 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 ques

tionnaires 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 re

turned to the parents for perusal and judgement if they participated in this 

study. Shortly afterwards the parents were contacted by telephone. Alto

gether, 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 fif th child were impossible to contact by letter or by tele

phone. 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 retarda

tion, two children had spina bifida and one child had neuropathy. Eight of 
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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 ex

ploratory questions. Before carrying out the interviews the following prepa

ration 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 inter

view could be experienced by the parents. Van Manen (1990) also recom

mended use of the researchers' own experience as a starting point. He con

sidered that the researcher's own experience of a phenomenon facilitates 

his/her orientation toward that phenomenon. When authors in phenomenol-

ogical reports use " I " or "we", it indicates that the author recognises both 

that one's own experiences are possible experiences of others and the re

verse. 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 re

corded, analysed and elaborated. After that, the father of a child with im

pairment, 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 par

ents chose to carry out the interview at my workplace. Both parents of f i f 

teen children participated in the interview. The mothers of four children who 

lived together with the father and single mothers of three children partici

pated 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 Norrbot-
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ten County there are higher demands on parent participation in physiother

apy. 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 move

ment disorders in the future. The manner in which the guide was used var

ied. Most of the parents found it easy to speak freely about their experi

ences. Each interview lasted for 2-31/2 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 par

ents' 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. Al l the parents approved the interviews and con

firmed their participation in the study. Some parents supplemented and re

vised the written text when points were unclear. A l l the interviews were 

carried out without no intervening listening to or analysis of any of the re

cordings, in order to be as open-minded as possible (van Manen, 1990). 
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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 habilita

tion 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 depar

ture was developmental work of research, a further elaboration of the cul

tural-historical theory of activity initiated by Vygotsky, Leontev and Luria 

(Engeström 1987). In accordance with this theory, I performed a object-

historical analysis6 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 (Ek-

enberg, 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 ex

pressed 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 par

ents of five children had experiences of the Bobath method, more directed 

towards movement stimulation in natural situations. Al l parents experienced 

the training as time-consuming and arduous. Almost all the parents experi

enced a lack of support from the physiotherapists when the children grew 

6 See object-historical analysis p.13. 
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older. Many parents experienced difficulties to motivate the child to go on 

with the training. Parents who were in need of support from the physio

therapists collaborated with teachers, school assistants when the physio

therapists were absent. Some parents experienced physiotherapy as benefi

cial 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. Further

more, for some parents the physiotherapy was perceived as enhancement of 

the child's sense of well-being such as improved body awareness. Never

theless, 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 physiother

apy requested continuous supervision by the physiotherapist. 

Paper 4, 5 and 6 - Reanalysed interviews 

A l l the 22 interviews that were conducted for the licentiate thesis were re

constructed by quoting verbatim the parents statements concerning their 

experiences of fathering, mothering and physiotherapy. The 4 t h paper is a 

case analysis. In the paper 5 the focus is on parents of 17 children with ex

periences 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, sub

mitted) 

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 techni

cal way of supervision and her own meaning of physiotherapy. She seemed 
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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' de

mands 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 inter

views 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 physio

therapy 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 par

ticularly 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 collabo

rating 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 illustrat

ing 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 i f 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 physio

therapeutic method. 
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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 re

flection. By quoting verbatim the parents' statements regarding their experi

ences 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' ac

counts 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 dif

ferent 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 ac

counts to 6 participants and additional 11 accounts to the additional 6 par

ticipants. 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 semi

nar. The participants were given the task to reflect on three parents' ac

counts 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 
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importance of the parent's relation to the child became visible and was in

cluded as a natural part of the parent's description. The fathers' and moth

ers' 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 physio

therapists 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 ex

pectations and set their hopes on physiotherapy. They had learnt that it was 

important to confirm, to indicate when the child makes progress and to con

sult 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 physio

therapy. 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 cor

respond 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 un

certainty among the parents as to how much they were expected to train. 

Mostly those mothers who did not share the responsibility with their hus

bands experienced the physiotherapy training demands through a bad con

science and mostly those mothers who shared the responsibility with their 

husbands experienced physiotherapy as functional, useful and enjoyable 

activities. 
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The fathers' active participation in the physiotherapy services from the out

set seemed to help the mothers to handle the demands for training from the 

physiotherapists. Physiotherapists therefore should pay attention to the dif

ferences between fathers' and mothers' expectations and to the demands on 

their parental roles when participating in their child's training. 
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E T H I C A L 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' confidential

ity, 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 par

ent or child. 
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M E T H O D O L O G I C A L 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 sam

ples 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 in

terpreted 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 inter

viewer, the parents themselves understood the problem better. One of the 

difficulties for me as the interviewer was to be silent and listen to the par

ents' 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 quan

titative 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 
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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 situa

tions 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 pro

duces theory of the unique retrospectively and should therefore suit physio

therapists' 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 impor

tant to evaluate more recent habilitation parents' perceptions about the is

sues 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 emo

tionally charged for both parents and therapists. Therefore it was interesting 
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to read the comments of chief editor Martin B ax (1984) in one of his edito

rials: "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 collabo

ration 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. 
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G E N E R A L 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 train

ing 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 be

come 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 serv

ices' 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 i f the most frequent problem that the parents re-
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ported 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 i f 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 ques

tion that arose was: do the parents' understand and value the benefit of 

physiotherapy differently from the professionals? Therefore, in papers 4,5 

and 6,1 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 con

cepts 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.94). 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 spe-
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cial training sessions. In such sessions, it is difficult for the child to experi

ence 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 in

volves 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 chil

dren'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 activi

ties such as carrying the children on the shoulders, doing exercises in warm 

water, or just playing around with the children (Mulderij, 1996). In the pa

per 6, in particular those mothers who shared the physiotherapy responsibil

ity with the fathers had understood the importance for the child to have 

pleasant feelings about the body, through relaxation and physical compe

tence 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 con

science. 

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 
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how physiotherapy practice should be designed in order best to benefit the 

parents' relation to the child. The European Academy of Childhood Dis

ability (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 (McCona-

chie, Smyth & Bax 1997). To steer services towards family-centred habili

tation 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 compet

ing 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 i f some parents raised objections concerning their opportunities to 

influence the contents and mode of the training (paper 6). However, success

ful practice of family-centred services requires an acceptance of the profes

sionals' mode of work as equal partners with the family. For some profes

sionals 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). 
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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-programme7 questions the professional authority and could there

fore be one way to initiate the family-centred service in a better way. The 

prerequisite is that the physiotherapists present to the parents what compe

tencies 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 part

ners 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 fo

cus on the historical roots of physiotherapy8, 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 physiother

apy to attain the status of equal partner. Traditionally, professionals have 

created a situation in which the patient accepts whatever treatment the pro

fessional 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 physio

therapy 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-

7 See family perspective p.20. 
8 See object-historical analysis p. 13. 
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Grotell, 2000). The World Health Organisation (WHO) has addressed the 

differences between acute and chronic illness and the need to focus on con

sequences 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 con

struct that relates to either body functions or body structure. This view cor

responds well to the family perspective model and implies difficulties for 

the physiotherapists to be focused on the concept of movement as the onto

logical 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 rela

tion (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 physio

therapy, 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 move

ment. The understanding of movement through the body perspective is nec

essary 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 chil

dren/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 facili

tate patients' understanding of the connection between body and life. 

50 



My conclusions emanate besides from the findings in these studies also from 

my experiences as clinical paediatric physiotherapist, as teacher of physio

therapy students, as well as physiotherapist working with assessment of the 

patients with serious multiple handicaps and with goal-setting of the habili

tation/rehabilitation jointly with the patients. I have learnt that my theoreti

cal 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. Physio

therapists 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 meth

ods have still been in demand from the parents and the patients. Physiother

apy competence is more than treatment techniques. It is the body under

standing 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 al

ready 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 
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patients themselves and the parents/carers are able to facilitate the under

standing of the meaning of physiotherapy. The more experienced the par

ents/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. I f 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 tech

niques. 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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A PARENT-CENTRED APPROACH TO 
PHYSIOTHERAPY FOR THEIR HANDICAPPED 
CHILDREN 

Lennart von Wendt 
Lilly Ekenberg 
Daina Dagis 
Urban Janlert 

The low population density (2- 5 per km2) 
in the county of Norrbotten in northern 
Sweden, creates special problems in the 
organisation of care for handicapped 
children. At present there is one well-
equipped paediatric rehabilitation centre 
in the vicinity of the-regional hospital and 
four smaller paediatric rehabilitation units 
in the county. Physiotherapy for the 350 
motor-handicapped children (0 to 19 
years) is performed by seven physio
therapists. Only a minor part of the 
treatment can be carried out in the 
rehabilitation unit because of the long 
distances involved. The physiotherapists 
act mainly as instructors and supervisors 
of daily physical treatment which is 
performed primarily by the parents. The 
instruction is given when the family visits 
the rehabilitation units, or by regular visits 
to the child's home. The instructions 
follow the principles of Bobath and Vojta, 
and every child receives a personal training 
programme, which is subsequently revised 
in accordance with the child's development 
(Hochleitner 1977, Brandt et al. 1980). The 
families are also regularly offered advice 
by a special social worker for handicapped 
children and by an occupational therapist. 

The impact of the disabled or chronically 
ill child on the family has been extensively 
studied (e.g. Freeston 1971, Satterwhite 
1978, Judson and Burden 1980). A high 

degree of parental responsibility for the 
daily training program seems to be of 
advantage to the parents, and for family 
stability (Philipp and Sief ert 1979, Lucca 
and Settles 1981, Mayo 1981). As the 
organisation of the physiotherapy of 
motor-disabled children in the county of 
Norrbotten presupposes a high degree of 
parental responsibility for daily treatment, 
we decided to study parental attitudes 
towards such an active role. In a 
questionnaire, the parents also answered » 
questions about the intensity of training 
and special problems with different types 5 
of physiotherapy. 

Patients and methods _j 
The present organisation of physiotherapy g 
for handicapped children has "been in .2 
operation since 1975, so we focused on g 
children born between 1975 and 1981, who * 
were six years of age or younger at the time ;= 
of the study. There were 49 children in this 
age-group registered as motor-disabled „ 
and who had been treated with physio- | 
therapy. Among these 28 suffered from | 
cerebral palsy of varying degrees, 17 were ^ 
motor-retarded, and four were handi- 5 
capped as the result of myelomeningocele. | 
20 of these children were also mentally •§ 
retarded. | 

A questionnaire dealing with questions 
on social background, the disablement of 445 
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T A B L E I 

Frequency of contact with physiotherapist 

Frequency of contact No. families % 

Twice a week 1 3-0 

Once a week 8 20-0 

Once a fortnight 3 8 0 

Irregular (1-3 months' 
interval) 8 20-0 

Upon request 11 28-0 

No contact at present 5 13-0 

No answer 3 8-0 

Total 39 

T A B L E II 

Parents' opinions about causes of problems 

Problems Yes No 

Lack of time 4 20 

Poor instruction 2 22 

Unco-operative child 4 16 

Poor results 5 18 

Infrequent contact with 
physiotherapist 12 9 

the child and the practice of physiotherapy 
was answered anonymously by the family. 
Computerised analysis was used to process 
the data. 

Results 
The questionnaire was answered by the 
parents of 39 children (80 per cent). The 
non-answering families were contacted, 
and three did not respond because of too 
limited contact with the centre, two 
families refused to answer because of their 
negative attitude towards the unit, and five 
families promised to answer but never did. 

The mean age of the children for whom 
information was obtained was 49 months. 
Of these 39 families, 12 had only one child, 
19 had two children and eight had three. 
The handicapped child was the youngest in 
all but three families, and 33 (85 per cent) 
of the children lived with both their 
biological parents. In Sweden 93 per cent 
of children in the same age-group live in 
complete families (Swedish official statistics 
for 1975). 

Questions about the parents' occupations 
revealed that 19 (49 per cent) of the 
mothers worked outside the home, 
compared with 45 per cent of all mothers in 
the country, but only two mothers worked 
full-time. 26 of the 39 children (67 per cent) 
spent at least some part of the day in a 
nursery or in some other form of day-care 
with special services for handicapped 
children, compared with 52 per cent of 
children in the same age-group in the 
general population. 

At the time of the study 31 children were 
receiving active physiotherapy. The other 
eight children either had completed a 
training programme for the time being, or 
therapy had been stopped for a period 
because of the child's poor co-operation. 
Physiotherapy had started at a mean age of 
13 months (range one month to four 
years), and the mean delay from diagnosis 
to start of therapy was six months (range 0 
to 24 months). Both parents were involved 
in the training of all but three children, the 
mother being the sole therapist in those 
cases. The physiotherapist was involved 
with 24 children, and other personnel 
participated in 15 cases. 26 Children were 
receiving therapy every day, two three 
times a week, two twice a week and one 
once a week. The frequency of contact with 
the physiotherapist is shown in Table I . 

The parents of eight children reportea 
general difficulties in performing the 
physiotherapy: their reasons are given in 
Table II . In relation to specific types of 
physiotherapy, difficulties were reported 
in the training of walking ( N = 10), cycling 
on special bicycles and tricycles (N = 8), and 
crawling (N = 6). Relatively fewer problems 
were reported with pool-training (N=5), 
contracture prophylaxis (N = 4) and rising 
to stand (N = 2), but no problems were 
reported in training the children to stand. 
21 of the families considered that the 
number of tasks given to them by the 
physiotherapist was adequate, five thought 
them inadequate and five thought there 
were too many tasks. 

Several factors, such as the sex of the 
child, delay in diagnosis, frequency of 
contact with the physiotherapist and the 
child having more than one handicap were 
studied for their possible effect on parental 
experiences and attitudes. The only 
significant finding was that parents 
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experienced more problems when diagnosis 
had been delayed until the age of seven 
months or more (x2, p<0 -5). 

Discussion 
This limited study seems to support the 
suggestion that a high degree of parental 
involvement in the daily training of their 
handicapped children is compatible with 
intensive training (Mac Keith 1976). It has 
been stressed that there are definite 
psychological advantages in involving the 
parents in physiotherapy, but if it reduces 
the mother's time for her own personal 
care too much, the social maturation of the 
child is delayed (Schaffer 1964, Mac Keith 
1976, Dupont 1980, Holland and Hattersley 
1980, Lucca and Settles 1981). 

Relatively few parents reported diffi
culties in performing the treatments, which 
seems to speak for good adjustment of 
most families to their role. The comments 
by the families who did not return the 
questionnaire generally were fairly favour
able as regards the physical therapy of the 
rehabilitation unit, so it is probable that 
the loss of answers did not alter the general 
picture of parental attitudes. The interval 
from diagnosis to the start of therapy in 
most cases was not due to any inefficiency 
of the organisation; the main reason was 
hesitation about the need for active 
therapy, whereas therapy for obvious cases 
was started without delay. 

To cope with the burdens of being 
primarily responsible for therapy, the 
parents need continuous support by family 
counsellors or support groups (Dupont 
1980, Holland and Hattersley 1980). In the 
Norrbotten model, the role of family 
counsellor is adopted by the physio
therapist. Society's support for these 
families appears to be functioning well, as 
the mothers' occupational involvement 
was equal to that of mothers in the general 
Swedish population. 

Though it is a crude measure of the 

psychological stability of the families, the 
very few broken homes indicate that the 
families have not experienced unbearable 
stress. This is of interest, as Tew et al. 
(1974) reported a doubling in the 
frequency of divorce in a group of parents 
with handicapped children. The children in 
our study are rather young, but there 
seemed to be a tendency to limit the 
number of subsequent births after the birth 
of the handicapped child. Lonsdale (1978), 
in a study of handicapped children up to 12 
years of age, found that 30 per cent had 
younger siblings, and Lagergren (1981) 
reported a figure of 53 per cent for a group 
between four and 16 years old. 

Schaff er (1964) emphasized the import
ance of the father's active participation in 
therapy, and a high percentage of fathers in 
our families were engaged in the training. 
It is attractive to speculate that sharing the 
responsibility between both parents might 
contribute to the stability of the family and 
increase the ability to cope with the stress 
of the training programmes. 

Obviously caution is needed in drawing 
specific conclusions from this study, but in 
a sparsely inhabited area therapy for 
children with motor and other disabilities 
probably cannot be organised in any other 
way if the children are to stay at home and 
still have intensive physiotherapy. 
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S U M M A R Y 
A study was made of a parent-centred model for physiotherapy for a group of handicapped children in a 
sparsely inhabited region in northern Sweden. The parents were responsible for daily therapy, supervised by 
physiotherapists and occupational therapists. A questionnaire sent to all the parents showed that in 26 of the 
39 families who responded the child was receiving daily therapy. Both parents took part in all but three 
cases, but eight families reported difficulties with the training. The authors conclude that the parents were 
not overstrained by their high degree ot involvement, provided there was close supervision and adequate 
economic and emotional support. 
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R E S U M E 
Approche kinésithérapique par les parents chez les enfants handicapés 
Une étude d'un modele de kinésithérapie centrée sur Taction des parents a été effectuée sur un gioupe 
d'enfants handicapés dans une region å faible densité d'habitat de la Suéde du Nord. Les parents étaient 
responsables de la reeducation joumaliére sous la supervision de kinésithérapeutes et d'ergothérapeutes. Un 
questionnaire envoyé å tous les parents a révélé que chez 26 des 39 families ayant répondu, l'enfant recevait 
une reeducation joumaliére. Sauf dans trois cas, les deux parents participaient å la reeducation mais huit 
families ont souligné des difficultés dans l'apprentissage. Les auteurs concluent que les parents ne sont pas 
dépassés par le haut degré d'impiication pourvu qu'ils soient aidés par une supervision étroite, un support 
adéquat sur le plan économique et affectif. 

Z U S A M M E N F A S S U N G 
Eine auf Eltern ausgerichtete Physiotherapie für ihre behinderten Kinder 
In einer schwach besiedelten Region in Nord Schweden wurde eine Studie mit einem auf Eltern 
ausgerichteten Modell der Physiotherapie für eine Gruppe behinderter Kinder durchgeführt. Die Eltem waren 
für die tägliche Therapie verantwortlich, sie wurden von Physiotherapeuten und Beschäftigungstherapeuten 
überprüft. E i n an alle Eltern verschickter Fragebogen zeigte, daß bei 26 von 39 Familien, die geantwortet 
haben, das Kind täglich behandelt wurde. Mit Ausnahme von drei Fällen haben immer beide Eltemteile 
mitgemacht. Acht Familien jedoch berichteten über Schwierigkeiten beim Training. Die Autoren kommen zu 
dem Schluß, daß die Eltern durch ihren großen Einsatz nicht überfordert waren, vorausgesetzt daß eine 
laufende Kontrolle und eine angemessene wirtschaftliche und emotionale Unterstützung gewährleistet waren. 

RESUMÉN 
Aproximacién centrada en los padres a la fisioterapia para sus ninos con minusvalias 
Se realizd un estudio de un modelo centrado en los padres, de la fisioterapia a realizar en un grupo de ninos 
minusvalentes en una regiön con poblaciön esparcida del none de Suecia. Los padres eran responsables de la 
terapia diaria, supervisados por fisioterapeutas y terapeutas ocupacionales. Un cuestionario enviado a todos 
los padres moströ que en 26 de las 39 familias que respondieron, el nino recibia tratamiento diario. E n todos 
los casos excepto en tres el padre y la madre se encargaban por igual, pero ocho familias hablaron de 
dificultades en el aprendizaje. Los autores concluyen que los padres no estaban sobrecargados por el grado 
elevado de ocupatiön que ello significaba, siempre que hubiera una supervision muy de cerca y una ayuda 
econömica y emocional adecuada. 
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PHYSIOTHERAPY FOR YOUNG PEOPLE 
WITH MOVEMENT DISORDERS: FACTORS 
INFLUENCING COMMENCEMENT AND 
DURATION 

Lilly Ekenberg 
Anders Erikson 

Physiotherapy is currently the most 
common intervention for children with 
movement disorders (Palmer et al. 1988, 
Tirosh and Rabino 1989). There is an 
intense demand for the commitment of 
both physiotherapists and families. 
However, the efficacy of physiotherapy 
intervention has been called into question 
(Ferry 1981, Hourcade and Parette 1984). 
Shonkoff and Hauser-Cram (1987) 
published a meta-analysis combining the 
results of studies evaluating intervention 
for disabled infants and their families. 
Treatment effects were evaluated 
according to outcome, nature of disability 
and characteristics of intervention. 
Children with cerebral palsy or mental 
retardation showed little or no effect from 
physiotherapy intervention. However, 
programmes with extensive parental 
involvement appeared to have a greater 
effect than programmes in which this was 
limited or non-existent. 

All those involved in the physiotherapy 
treatment may have unjustified ex
pectations (Tirosh and Rabino 1989). A 
critical review of the literature published 
in English between 1973 and 1989 (Tirosh 
and Rabino 1989) revealed only nine 
group-comparison studies on the efficacy 
of jphysiotherapy for children with 
cerebral palsy. Of these nine studies, six 
reported positive results and three studies 
found no evidence for efficacy. At the 

International Sven Jerring Symposium in 
Stockholm in August 1991 on the 
treatment of children with movement 
disorders, the chairman Hans Forssberg 
concluded that we cannot treat the child's 
disability caused by cerebral damage, but 
we can teach the child to compensate for 
this disability with the non-damaged areas 
in the central nervous system. 

Various neurotherapeutic approaches 
were developed during the 1950s and 
1960s by pioneers such as Fay, 
Brunnström, Collis, Ay res, the Bobaths, 
Rood and Vojta (see Scrutton 1984 for a 
description of some of these methods). 
These approaches were devised for 
children with cerebral palsy, but many 
were used for the treatment of children 
with other motor disorders or develop
mental delay (Levitt 1982, Scrutton 1984, 
Gordon 1987). Although there are 
differences between them, there are 
strong similarities in the theoretical 
assumptions on which they are based 
(Gordon 1987). In Europe and Japan, the 
Bobath neurodevelopmental treatment is 
commonly used in conjunction with 
treatment according to Vojta (Bleck 
1987). Both of these approaches emphasize 
parent participation in the treatment of 
the infants (Harris et al. 1988). 

Parents of children with movement 
disorders consider physiotherapy services 
to be very important (Nordgren et al. 
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1988). The professionals involved, 
therefore, are likely to feel helpless when 
they cannot deliver a cure. This may lead 
them to develop new methods, promising 
not only improvement but also cure 
(Lagerheim 1988). According to Scrutton 
(1984), the therapist should consider 
whether the treatment is likely to be 
beneficial to the child or not. The decision 
of whether or not to treat should occur 
before decisions about particular treat
ment methods and approaches. 

The criteria for intervention seem to be 
routine. According to Jenkins and Sells 
(1984), decisions about a child's eligibility 
for physiotherapy services are influenced 
by a range of factors, including the 
amount of budgeted services, the intensity 
of parents' demands and professional 
judgement. Therapists may take account 
of one or more of the following 
considerations: the child's level of motor 
development, the degree of motor delay, 
and age and level of co-operation. 
According to Jenkins and Sells (1984), 
none of these factors has yet been shown 
to affect the outcome of therapy. 
Scrutton (1984) considered that there were 
difficulties in assessing the success of 
treatment as children develop. 

According to Palmer (1992), the age at 
which physiotherapy is initiated and its 
duration are areas needing research, 
especially for children with cerebral palsy. 
The desire to study early physio
therapeutic intervention conflicts with the 
difficulty of early diagnosis. Bleck (1987) 
suggested that 'when the child is outdoors 
playing with his/her peers, then this is the 
therapy and it is time to halt'. He also said 
that, for most children with cerebral 
palsy, physiotherapy ceases to bring 
improvements after the age of seven 
years. 

In the northernmost county of 
Norrbotten in Sweden, a parent-centred 
model for physiotherapy for children with 
motor disorders has been in progress since 
1975 (von Wendt et al. 1984). The 
physiotherapists work mainly as super
visors to the parents and school personnel 
in the children's daily treatment. This 
presupposes a high degree of parental 
participation and responsibility for daily 
treatment. 

As mentioned above, the Bobath and 

Vojta approaches emphasize family 
involvement, and these are the two main 
approaches that have been used in this 
area. They are based on the reflex/ 
hierarchical model of motor control, with 
the assumptions that sensory input 
determines motor output and that there is 
a stage-like development of motor control 
from low to high nervous system levels. 
The therapeutic aims for this reflex/ 
hierarchical model are to modify the C N S 
through stimulation and facilitation to 
normal movement patterns (Horak 1992). 
The physiotherapeutic approaches are 
chosen because they are supposed 
specifically to normalize motor patterns. 
According to Horak (1992), therapists' 
assumptions reflect a theoretical perspec
tive which is often held subconsciously. 

The aim of this follow-up study of 
young people with movement disorders 
was to examine who continued with 
physiotherapy and who did not. We 
wanted to discover the characteristics of 
each group with regard to family com
position, siblings, age, gender, diagnosis, 
mobility, communication, age at diagnosis, 
physiotherapy commencement/duration, 
parent participation and belief in the 
efficacy of physiotherapy. In this way, we 
hoped to determine the factors influencing 
the continuation or discontinuation of 
physiotherapy. 

Method 
Habilitation service description 
Norrbotten is a large county (100,000km2) 
with a low population density (three 
inhabitants per square kilometre). The 
habilitation services are provided by five 
multidisciplinary teams, each responsible 
for the children in a predefined geo
graphical area. The teams are assisted by 
a habilitation centre employing eight 
physiotherapists. 800 individuals with 
disabilities under the age of 20 are 
registered with the habilitation services. 
About 200 of these have movement 
disorders, many with associated dis
abilities (Molin 1987). 

Material 
The material consists of two samples used 
in two earlier surveys, totalling 112 young 
people with motor disorders (Dagis and 
Ekenberg 1982, Ekenberg and Myhr 
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1983). The first sample was collected in 
1981. This sample comprised all 49 
children with motor disorder born in 
Norrbotten county between 1975 and 
1981, and who had also been in contact 
with physiotherapists. The second sample 
was collected in 1983. This sample 
comprised all 63 children born between 
1969 and 1974 with motor disorder from 
Norrbotten and who had also all been in 
contact with physiotherapists. Seven of 
these 112 subjects had died since the 
earlier surveys, so altogether 105 children 
and young adults were located. Most of 
the 105 children (60 per cent) had a 
diagnosis of cerebral palsy, 14 per cent 
had motor delay of unknown aetiology 
and the remainder had a variety of 
disorders such as spina bifida, arthro
gryposis, muscular dystrophy and 
sequelae of traffic accidents. The children 
and young adults were aged between nine 
and 20 years; 63 per cent were boys and 37 
per cent girls. 

Procedure 
Questionnaires were sent to the parents of 
each of the 105 children. The questions 
were about 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 
parents' opinions of its efficacy (see 
Appendix). 

Ten days after the first dispatch, a 
reminder was sent to those who had not 
responded to the questionnaire. A second 
reminder was sent to those parents who 
had not responded at the first request, 
and a third was made by telephone. 

A plan for data analysis was estab
lished, with the following independent 
variables: family composition, child's 
age, sex, diagnosis, mobility and 
communication score, age at the start of 
physiotherapy and .its duration, and 
parents' participation and belief in its 
efficacy. The dependent variables 
were children who were continuing 
and children who had discontinued 
physiotherapy. 

Data were entered and analysed on the 
E P I - I N F O statistical programme from 
Centers for Disease Control in the U S A . 
Statistical analysis was performed with 

the use of the Kruskal-Wallis test for 
two groups, Mantel-Haenszel x2 test 
with Yates correction and Fisher exact test 
for groups of small numbers. 

Results 
Of the 105 questionnaires sent, 81 were 
returned (77 per cent response rate). 

Analysis of non-respondents 
Altogether 24 questionnaires were not 
returned, giving a non-participant rate of 
23 per cent. Three of the respondents 
could not be reached by telephone. The 
remaining 21 persons gave the following 
reasons for their reluctance to participate: 
six found the questionnaire too difficult; 
six were too disappointed with the 
habilitation and physiotherapy to answer; 
three participated too little in the 
physiotherapy to answer; two promised to 
answer, but did not; one child did not 
want the parents to answer; one wished to 
be anonymous; one said they already had 
returned the questionnaire; and one 
returned the questionnaire unanswered. 

The non-participants did not differ 
from the respondents with respect to place 
of residence, diagnosis, age or sex 
(p>0-05). Furthermore, according to a 
trend analysis, there was no effect 
(p>0-05) of how many reminders were 
made before the parents answered the 
questionnaire. Therefore, it was con
cluded that the non-participants probably 
had not systematically biased the results. 
However, all six sets of disappointed 
parents had children with cerebral palsy; 
five of the disappointed sets of parents 
had boys; and four of the disappointed 
sets of parents had children from sample 
1, bora between 1975 and 1981. 

Continuation/discontinuation of 
physiotherapy 
Table I summarizes the background 
variables for the young people with 
continuing and discontinued physio
therapy when their parents answered the 
questionnaire at the turn of the year 
1989/90. The total sample diminished 
from 81 to 80 because one subject had 
failed to say whether physiotherapy was 
continuing. Mobility and communication 
scores were defined according to the 
parents' rating on a six-point scale of 
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T A B L E I 
Comparison between family and child characteristics for children with continuing or discontinued physiotherapy 

Physiotherapy Total (%) 
<N=SO) 

Continuing (%) 
(N=4l) 

Discontinued (%) 
(N=39) 

P 

Family composition 
Intact 78 78 11 
Single/remarried parent 16 17 15 
Hostel/own living 6 5 8 

Siblings 
None 9 10 8 
1 41 39 43 
>2 50 51 49 

Children's age (yrs) 
Mean 15-2 14-7 15-6 NS 
(SD) (3-2) (3-1) (3-4) 

Sex of child 
Male 64 66 62 NS 
Female 36 34 38 NS 

Diagnosis 
Cerebral palsy 59 64 54 NS 
Developmental disorder 15 12 18 NS 
Spina bifida 6 10 2 NS 
Muscular dystrophy 4 7 0 NS 
Neuropathy 5 2 8 NS 
Malformation 5 0 10 NS 
Other 6 5 8 NS 

Mobility score 
Mean 3-6 3-1 4-2 <0-01 
(SD) 1-3 1-4 1-4 

Communication score 
Mean 4-6 4.4 4-9 NS 
(SD) (1-7) (1-8) (1-6) 

Physiotherapy start (mths) (N = 75) (N = 39) (N = 36) 
Mean 27-5 24-9 30-4 NS 
(SD) (27-4) (27-7) (27-1) 

Physiotherapy duration (yrs) (N = 58) (N = 38) (N = 20) 
Mean 10-8 13-2 6-4 <0-01 
(SD) (5-1) (3-6) (4-7) 

Participation in physiotherapy (N = 78) (N = 41) (N = 37) 
Both parents 60 76 42 <0-01 
One parent 40 24 58 

Parents' belief in efficacy of physiotherapy (N = 69) (N = 39) (N = 30) 
Yes 84 87 80 NS 
No 16 13 20 

the child's mobility and communication 
ability from no function to normal 
function (Bleck 1987; see Appendix). As 
shown in Table I , statistically significant 
differences were found between children 
with and without continuing physiotherapy 
with respect to the child's mobility score 
(/?<0-01), the duration of physiotherapy 
(p<0-01) and the parents' participation 
in physiotherapy (p<0-01). 

Effects of age and diagnosis 
Table II indicates that more children in 
the younger (65 per cent) than older (57 

per cent) age-group were continuing with 
physiotherapy. Older subjects with 
cerebral palsy had a greater tendency to 
discontinue the physiotherapy. All three 
subjects with muscular dystrophy were 
continuing with physiotherapy, while 
all those with malformations had 
discontinued it. 

Effects of age and gender 
Table I I shows that a higher percentage of 
children in the younger age-group were 
continuing the physiotherapy: in this 
group, more boys (69 per cent) than girls 
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T A B L E II 
Distribution of diagnosis and age-group with continuing or discontinued 
physiotherapy 

Diagnosis 9-14 years (N=31) 15-20 years (N= 49) 
Physiotherapy Physiotherapy 

Continuing Discontinued Continuing Discontinued 

Cerebral palsy 14 
Developmental disorder 3 
Spina bifida 2 
Muscular dystrophy 0 
Neuropathy 0 
Malformation 0 
Other 1 

Total 20 (65%) 

7 12 14 
2 2 5 
0 2 1 
0 3 0 
0 1 3 
0 0 4 
2 1 1 

11(35%) 21(43%) 28 (57%) 

T A B L E I I I 
Mean mobility scores for children with continuing or discontinued physiotherapy 
with regard to gender and age-group 

Physiotherapy p 

Continuing Discontinued 
Mean (SD) Mean (SD) 

Whole sample N = 41 N = 39 <0-01 
3-1 (1-3) 4-2 (1-4) 

<0-01 

9- to 14-year group N = 20 N = l l <0-01 
3-0(1-1) 4-5 (1-6) 

<0-01 

15- to 20-year group N = 21 N = 28 NS 
3-2 (1-4) 4-0 (1-4) 

NS 

Boys N = 27 N = 24 <0-01 
3-2 (1-3) 4-2 (1-3) 

<0-01 

Girls N = 14 N=15 NS 
3-0 (1-1) 4-1 (1-6) 

NS 

Boys 9- to 14-year group N = 11 N = 5 <0-05 
2-8 (1-2) 4-6 (1-5) 

<0-05 

Girls 9- to 14-year group N = 9 N = 6 NS 
3-2(1-1) 4-5 (1-8) 

NS 

Males 15- to 20-year group N = 1 6 N = 1 9 
NS 

3-4 (1-4) 4-1 (1-3) 
NS 

Females 15- to 20-year group N = 5 N = 9 NS 
2-6 (1-1) 3-9 1-6 

NS 

(60 per cent) were continuing with their 
physiotherapy. In the older age-group, 
more girls (64 per cent) than boys (54 per 
cent) had discontinued it. After excluding 
the three boys with muscular dystrophy 
(who were continuing with physiotherapy) 
there was still a difference between girls 
and boys. 

Mobility scores and physiotherapy related 
to age-groups and gender 
Table III shows that the mean mobility 
scores were lower for the young people in 
all continuing physiotherapy groups than 

in the corresponding groups which had 
discontinued physiotherapy. The dif
ference between those who were 
continuing physiotherapy and those who 
were not was statistically significant for 
all young people (jc><0-01), for all 
children aged nine to 14 years O<0-01), 
for all boys (p<0-01) and for boys aged 
nine to 14 years (p<0-05). 

Age at start of physiotherapy and its 
duration 
Table I demonstrates that young people 
who had discontinued physiotherapy had 
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T A B L E IV 

Mean age at start and duration of physiotherapy, and age of children 
with cerebral palsy 

Physiotherapy p 

Continuing Discontinued 
(N=26) (N=21) 

Age (yrs) 
Mean 14-2 15-2 NS 
(SD) (2-8) (3-3) 

Time duration (yrs) (N = 25) ( N = l l ) 
Mean 13-4 7-1 <0-01 
(SD) (3 -D (5-1) 

Age at start (mths) 
Mean 17-9 26-0 <0-05 
(SD) (15-1) (15-7) 

T A B L E V 

Distribution of one- and two-parent participation with regard to children's mobility 
scores* 

Mobility Parent participation 
score 

Both parents One parent 

Physiotherapy Physiotherapy 

Continuing Discontinued Continuing Discontinued 

1-4 24 (31) 9 (16) "I 9(10) 10(21) ~1_ 

5-6 7(31) 7 (16) _T 1(10) 11 (21) J 

•Values in parentheses are Ns. 

started it later and continued with it for a 
shorter duration. Table IV shows that 
the mean age for commencement of 
physiotherapy for the children with 
cerebral palsy who had discontinued it 
was eight months higher than for the 
children with cerebral palsy who were 
continuing with physiotherapy (p<0-05). 

Mobility scores and parent participation 
Young people with continuing physio
therapy had significantly lower mobility 
scores and significantly higher rates of 
two-parent participation than those who 
had discontinued physiotherapy (Table I). 
When analysing parent participation in 
relation to mobility scores, it was found 
that the participation of both parents led 
to a higher rate of continuing therapy in 
the low-score group of children (Table V). 
If only one parent participated there was 
a significantly higher likelihood of 

physiotherapy being discontinued in the 
high-score group than in the low-score 
group (p<0-05). Table V also shows that 
equal numbers of children in the high-
score group were continuing or had 
discontinued physiotherapy with the 
participation of both parents. 

Parents' belief in efficacy of 
physiotherapy 
Sixty-nine parents answered the question 
about whether they believed that 
physiotherapy had influenced their 
children's motor and/or other develop
ment. 58 of these (84 per cent) had a 
positive belief in the efficacy of 
physiotherapy (Table I). All five sets of 
parents of children with spina bifida 
considered that physiotherapy had 
positively influenced their children's 
development. Of four sets of parents of 
children with neuropathy, two answered 
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that they believed in the efficacy of 
physiotherapy and two did not answer. 11 
sets of parents did not believe in the 
efficacy of physiotherapy; their children 
either had cerebral palsy (N = 6), muscular 
dystrophy ( N = 2), a developmental dis
order ( N = l ) , malformation (N = l) or 
sequelae from an accident ( N = l ) . 
Parental belief in physiotherapy did not 
seem to influence its continuation or 
discontinuation. 

Of 58 parents who believed in the 
efficacy of physiotherapy, 47 made 
comments such as: physiotherapy has 
influenced the child's mobility (N=12), 
muscles and joints feel relaxed (N = 8), 
physiotherapy has influenced the child's 
strength and balance ( N = 5) and physio-
therapv has prevented deterioration 
(N = 2). 

Discussion 
The aim of this study was to identify the 
characteristics of young people with 
movement disorders who continue with 
physiotherapy, compared with the charac
teristics of those who discontinue it. 

The results indicate that children with 
lower mobility scores and children with 
both parents participating in physio
therapy'are most likely to continue their 
physiotherapy (p<0-01 and /?<0-01, 
respectively). 

The sex distribution in this study seems 
to be biased, but is in accordance with 
other studies (Nordgren et al. 1988). 
Epidemiological studies of children with 
cerebral palsy show corresponding sex 
distribution (Nelson and Ellenberg 1978, 
Stanley 1979), so our samples may be 
representative. The outcome that children 
with lesser mobility were continuing with 
physiotherapy was expected. Girls showed 
no statistical difference in mobility score 
(see Table III). We could find no studies 
about sex differences for physiotherapy 
services. A possible interpretation bor
rowed from the research about sex 
socialisation considers motor ability to be 
more important for boys than for girls 
(Bjerrum-Nielsen and Rudberg 1991). 

Surprisingly, we could find no studies 
about mobility as a criterion for 
physiotherapy. Jenkins and Sells (1984) 
discussed the criteria used to determine 
who qualifies for physiotherapy services. 

They considered that the child's level of 
motor development, degree of motor 
delay, age and level of co-operation 
should be used as decision criteria for 
physiotherapy. According to them, none 
of these factors has yet been evaluated in 
relation to therapy outcome. 

Continuing with physiotherapy was 
also influenced by the participation of 
both parents. When both parents were 
participating, even children with high 
mobility scores continued with physio
therapy (see Table V). Conversely, when 
only one parent had participated, even 
children with low mobility scores had 
discontinued physiotherapy (p<0-05). 
Studies of parent participation have 
reported significantly greater effects of 
physiotherapy for children under three 
years of age whose parents were 
extensively involved (Shonkoff and 
Hauser-Cram 1987). Our study indicates 
that parent participation might prolong 
the continuation of physiotherapy even 
for well and independent children. 

Scrutton (1984) considered it the 
therapist's responsibility to decide whether 
physiotherapy is of overall benefit to the 
child: 'The decision not to treat is a 
positive one which needs careful 
discussion with the parents' (p. 50). 
Palmer (1992) mentioned parent involve
ment as a very interesting area deserving 
further research. He asked whether 
parents could work as surrogate 
therapists, with the therapist as a 'coach'. 

It is difficult to comment on the effects 
of diagnosis because the samples 
examined had so few children with 
diagnoses other than cerebral palsy. For 
children with cerebral palsy, physio
therapy had started eight months earlier 
for the continuing than the discontinued 
group 0?<0-05). 64 per cent of children 
with cerebral palsy were continuing with 
physiotherapy (see Table I) and the mean 
duration time was 13-4 years, i.e. 10 
months less than the mean age of these 
children (see Table IV). This means that 
these children have been receiving 
physiotherapy for all but one year of their 
lives. 

Goldkamp (1984) evaluated a full 
therapy programme for 53 children with 
cerebral palsy over a follow-up period of 
six to 25 years. Treatment started at an 
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average age of 3-9 years. Those 
individuals who had not achieved 
independence in activities of daily living 
by the age of four were not likely to 
achieve it later. Bleck (1987) supported 
Goldkamp's findings and suggested that 
ambulant children with cerebral palsy, 
especially those with spastic diplegia, 
could stop physiotherapy at the age of 
seven years, since this is when motor 
improvement levels off. For non-
ambulant children with severe motor 
disorders, Bleck considered that goals 
may be set by the age of four years to 
achieve communication, optimum self-
care and mobility, many of which can be 
attained before the age of eight years. 

Parents' belief in efficacy was not an 
influencing factor for continuing or 
discontinuing physiotherapy. The high 
proportion (84 per cent) of parents 
believing in the efficacy of physiotherapy 
is very interesting because these parents 
have nine to 20 years experience as 
'assistant' physiotherapists. On the other 
hand, 11 parents did not believe in 

the efficacy of physiotherapy, and an 
additional 11 parents did not answer at 
all. 

A limitation of the generality of this 
follow-up study of these two samples was 
that they were selected and examined in 
two different periods of time. Children 
aged nine to 14 years old were selected 
when the children were six years old or 
less. This may be a reason why the 
diagnosis of muscular dystrophy is not 
represented in the younger group. 

The present study shows that mobility 
score and participation of one or both 
parents are factors influencing the 
continuation of physiotherapy. However, 
it is questionable whether physiotherapy 
should continue for as long as it has in 
many of the cases in this study. Research 
about criteria for the continuation 
of physiotherapy for children with 
movement disorders is of increasing 
importance at a time when the benefit of 
physiotherapy is being questioned and 
the demands from society for parent 
involvement are increasing. 

Appendix 
Questionnaire to parents of children with motor disorders 

(1) How many children do you have? 

(2) Where does the child mostly reside? (Tick where 
appropriate.) 
C J Lives alone 
C J With his/her mother 
• With his/her father 
L J With his/her foster mother 
• With his/her foster father 
LJ With his/her biological mother's cohabitant 
LJ With his/her biological father's cohabitant 
• With his her legally adoptive mother 
• With his/her legally adoptive father 
LJ With his/her grandparents (mother's side) 
LJ With his/her grandparents (father's side) 
LJ Other—please describe 

(3) Describe the child's movement ability. (Choose 
one category.) 
LJ No mobility 
LJ Has mobility but unable to use it effectively 
LJ Able to move about household only 
LJ Able to travel beyond the household within 

immediate neighbourhood 
LJ Able to travel everywhere in the community 
LJ Normal 

(4) How does the child communicate? (Choose one 
category.) 
LJ No ability 
LJ Ability to indicate 'yes' or 'no' by any means 
LJ Ability to express needs only (e.g. call for help) 
LJ Ability to engage in a dialogue of direct 

questions and answers only 

LJ Ability to initiate and sustain a conversation, 
retain information and communicate at a 
distance 

LJ Normal 

(5) How old was the child when physiotherapy was 
started? 

Years  
Months  

(6) How old was the child when you were informed 
that he/she may have a disorder? 

Years  
Months  

(7) What persons participated during 
physiotherapy? 

Mother/female guardian 
Father/male guardian 
Other 

S is physiotherapy continuing at present? 
Yes 

LJ No 

If no, when did your child stop physiotherapy? 

(9) Do you consider that physiotherapy has had an 
effect on your child's development, in terms of 
movement or otherwise? 
LJ Yes 
LJ No 
If yes, in what way? 
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S U M M A R Y 
A questionnaire sent to the parents of 105 patients aged between nine and 20 years with movement 
disorders was answered by 81 parents. 51 per cent of the patients were undergoing physiotherapy, 
and these had been having physiotherapy for almost all of their lives. Patients with lower mobility 
scores and those with both parents participating tended to continue with physiotherapy. Mobility 
scores were less of a determinant for girls than for boys for continuing or discontinuing 
physiotherapy. The diagnosis of cerebral palsy combined with an early start to physiotherapy also 
gave a higher continuation rate. 

R É S U M É 
Kinésithérapie chez des individus présentant des mouvements désordonnés: facteurs influencant le 
debut et la durée de la kinésithérapie 
Quatre-vingt un parents répondirent å un questionnaire adressé aux parents de 105 enfants ägés de 
neuf å 20 ans et présentant des mouvements d é s o r d o n n é s . 51 des patients bénéf ic ia ient de 
kinés i thérapie et en avaient bénéf i c i é presque toute leur vie. Les patients ayant des scores de mobi l i té 
bas et ceux qui avaient deux parents participants avaient tendance å continuer la kinési thérapie . Les 
scores de m o b i l i t é étaient moins déterminants pour les filles que pour les garcons dans la poursuite 
ou l'arrét de la k inés i thérapie . U n diagnostic d ' I M C / I M O C assoc ié å un début précoce de la 
kinés i thérapie entrainait éga l ement un taux plus é levé de continuation. 

Z U S A M M E N F A S S U N G 
Physiotherapie für Patienten mit Bewegungsstörungen: Faktoren, die Beginn und Dauer der 
Physiotherapie beeinflussen 
E i n Fragebogen, der an Eltern von 105 Patienten mit B e w e g u n g s s t ö r u n g e n im Alter zwischen neun 
und 20 Jahren, verschickt worden war, wurde von 81 beantwortet. 51 Prozent der Patienten 
bekamen Physiotherapie und hatten fast ihr ganzes Leben lang Physiotherapie gemacht. Patienten 
mit niedrigen Mobi l i t ä t s s cores und die, bei denen beide Eltern sich beteiligten, machten die 
Physiotherapie weiter. Mobi l i tä t s scores waren hinsichtlich der F o r t f ü h r u n g oder der Aufgabe der 
Physiotherapie bei M ä d c h e n weniger verläßlich als bei Jungen. Wenn nach der Diagnosestellung 
einer Cerebralparese gleich eine Physiotherapie eingeleitet wurde, so wurde diese auch bei den 
meisten we i terge führt . 

R E S U M É N 
Fisioterapia para individuos con alteraciones del movimiento. Factores que influencian el inicio y la 
duraciön de la fisioterapia 
U n cuestionario enviado a los padres de 105 pacientes de nueve a 20 afios de edad con alteraciones 
de la motilidad, fue contestado por 81 padres. E l 51 por ciento de los pacientes seguian una 
fisioterapia y la habian seguido präct icamente durante toda su vida. L o s pacientes con una menor 
movilidad en las piernas y con los dos progenitores participando en la tarea tendian a continuar con 
la fisioterapia. E l nivel de movilidad era un condicionante menor para las niflas que para los niflos, 
de cara a continuar o no con la fisioterapia. E l d i a g n ö s t i c o de parål is is cerebral en c o m b i n a c i ö n con 
un inicio precoz de la fisioterapia daba un porcentaje mayor de continuidad de la fisioterapia. 

References 
Bjerrum-Nielsen, H . , Rudberg, M . (1991) Historien 

om pojkar och flickor. Könssocialisation i ett 
utvecklingspsykologiskt perspektiv. L u n d : 
Studentlitteratur. 

Bleck, E . (1987) Orthopaedic Management in 
Cerebral Palsy. Clinics in Developmental 
Medicine, No. 99/100. London: Mac Keith Press. 

Dagis, D . , Ekenberg, L . (1982) 'Föräldrars upplevelse 
av behandlingsansvar vid sjukgymnastisk träning 
av motoriskt handikappade b a r n . U m e å 
universitet.' Specialarbete för kurs i grundläggande 
forskningsmetodik. 

Ekenberg, L . , Myhr, U . (1983) 'Föräldrars 
upplevelse av sjukgymnastisk träning av 
motoriskt handikappade barn. Uppsala 
universitet.' Specialarbete inom vårdlärarlinjen. 

Ferry, P. C . (1981) 'On growing neurons: Are early 

intervention programs effective?' Pediatrics, 67, 
38-41. 

Goldkamp, O. (1984) 'Treatment effectiveness in 
cerebral palsy.' Archives of Physical Medicine 
and Rehabilitation, 65, 232-234. 

Gordon, J . (1987) 'Assumptions underlying physical 
therapy intervention: theoretical and historical 
perspectives.' In Carr, J . H . , Shepherd, R . B . 
(Eds.) Movement Science. Foundations for 
Physical Therapy in Rehabilitation. Rockville, 
M D : Aspen. 

Harris, S. R . , Atwater, S. W. , Crowe, T . K . (1988) 
'Accepted and controversial neuromotor therapies 
for infants at high risk for cerebral palsy.' Journal 
of Perinatology, 8, 3-13. 

Horak, F . B . (1992) 'Motor control models 
underlying neurologic rehabilitation of posture in 
children.' In Forssberg, H . , Hirschfeld, H . (Eds.) 

79 



Movement Disorders of Children. Medicine and 
Sport Science, 36. Basel: Karger. 

Hourcade, J . J . , Parette, P. Jr. (1984) 'Motoric 
change subsequent to therapeutic intervention in 
infants and young children who have cerebral 
palsy: annotated listing of group.' Perceptual and 
Motor Skills, 58, 519-524. 

Jenkins, J . R . , Sells, C . J . (1984) 'Physical and 
occupational therapy: effects related to treatment, 
frequency and motor delay.' Journal of Learning 
Disabilities, 17, 89-95. 

Lagerheim, B . (1988) Att utvecklas med handikapp. 
Stockholm: Almqvist & Wiksell. 

Levitt, S. (1982) Treatment of Cerebral Palsy and 
Motor Delay, 2nd Edn. Oxford: Blackwell 
Scientific. 

Molin, P. Å . (1987) Habilitering av rörelsehindrade 
barn och ungdomar. (Riksförbundet rörel
sehindrade barn och ungdomar, R B U , 
Stockholm.) 

Nelson, K . B . , Ellenberg, J . H . (1978) 'Epidemiology 
of cerebral palsy.' Advances in Neurology, 19, 
421-435. 

Nordgren, I . , Esscher, E . , Lindkvist; A . (1988) 'Att 
vara förälder till ett barn med handikapp.' 
Socialmedicinsk tidskrift, 3/4, 130-136. 

Palmer, F . B . (1992) 'Effects of physical therapy 
and infant stimulation.' In Forssberg, H . , 
Hirschfeld, H . (Eds.) Movement Disorders of 

Children. Medicine and Sport Science, 36. Basel: 
Karger. 

— Shapiro, B . K . , Wachtel, R. C , Allen, M . C , 
Hiller, J . E . , Harryman, S. C , Mosher, B . S. , 
Curtis, L . M . , Capute, A . J . (1988) 'The effects of 
physical therapy on cerebral palsy.' New England 
Journal of Medicine, 318, 803-808. 

Scrutton, D . (1984) 'Aim-oriented management.' In 
Scrutton, D . (Ed.) Management of the Motor 
Disorders of Children with Cerebral Palsy. Clinics 
in Developmental Medicine, No. 90. London: 
S . I . M . P . , pp. 49-58. 

Shonkoff, J . P . , Hauser-Cram, P . (1987) 'Early 
intervention for disabled infants and their 
families: a quantitative analysis.' Pediatrics, 80, 
650-658. 

Stanley, F . J . (1979) 'An epidemiological study of 
cerebral palsy in Western Australia, 1956-1975. I : 
Changes in total incidence of cerebral palsy and 
associated factors.' Developmental Medicine and 
Child Neurology, 21, 701-713. 

Tirosh, E . , Rabino, S. (1989) 'Physiotherapy for 
children with cerebral palsy.' American Journal 
of Diseases of Children, 143, 552-555. 

von Wendt, L . , Ekenberg, L . , Dagis, D . , Janlert, U . 
(1984) 'A parent-centred approach to physio
therapy for their handicapped children.' 
Developmental Medicine and Child Neurology, 
26, 445-448. 

80 



We are not only treatmg a moving body, 

we are treating a child who is out to explore the world 

physically, to enjoy freedom of action and to confer 
his or her own meanings on the world. 

Karel Mulderij, 2000, p.49 



SUMMARY - L I C E N T I A T E THESIS 

HOW TO DESIGN PHYSIOTHERAPY F O R C H I L D R E N W I T H 

MOVEMENT DISORDERS - F R O M INFANCY TO ADULT-HOOD-

PARENTS' V O I C E S 

In Norrbotten, the northernmost county of Sweden, a parent-centred model 

for physiotherapy with a high degree of parental participation has been in 

operation since 1975. Norrbotten is a large county with low population den

sity. The implicit assumption in this study is that parents' points of view 

may contribute to the design of physiotherapy for children with movement 

disorders 

The aim of this study is to depict and make visible the experiences of the 

parents as co-workers in physiotherapy in co-operation with the habilitation 

services in Norrbotten. 

The parents (15 couples and 7 mothers) of 22 children aged from 15 to 25 

were interviewed. Nineteen of the children had cerebral palsy and 10 of 

these, in addition, mental retardation; two children had spina bifida and one 

child had neuropathy. Semi-structured interviews were 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 situa

tion, (4) the child and his/her future, and (5) physiotherapy for children with 

movement disorders in the future. These pre-determined themes turned out 

to be fairly accurate descriptions of the courses of the parents' lives. The 

first finding in these descriptions was that the participation in physiotherapy 

was an integral part of the parents' life situation as a whole. The second 

finding was that parents described their powerlessness but also a strength, 

created by this child. The third finding was that the physiotherapy was asso

ciated with strong emotions. Five themes crystallised from these descrip

tions: (1) the first confrontation with the health care and the disclosure of 
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the child's disorder - comprehension developing; (2) the confrontation with 

and continuous contacts with the habilitation services; (3) the commence

ment of intervention and continued contacts with the physiotherapy and 

physiotherapists; (4) the benefits of the physiotherapy to the child's devel

opment; (5) the visions of the parents for the physiotherapy and habilitation 

services. Most of the parents expressed dissatisfaction at the first confronta

tion with the health care, feelings of confidence and security at the start of 

the physiotherapy at the central habilitation centre, insufficient support and 

feedback from the local district physiotherapists during school years and 

non-existent support up to adult life. Furthermore, they expressed a percep

tion of inadequate local multidisciplinary teamwork co-ordination. The par

ents stated: that (1) the physiotherapy positively influenced mobility during 

the first years of the child's life, (2) that the physiotherapy prevented dete

rioration when the child was growing up, and (3) that the physiotherapy 

enhanced the child's sense of well-being. Those mothers who did not share 

the responsibility for the physiotherapy with the father expressed a wish to 

let the physiotherapist take over the responsibility for the child's physiother

apy. Parents who shared the responsibility for physiotherapy requested con

tinuous supervision by the physiotherapist. Parents, who at the time of the 

study still experienced the course of events relating to the discovery of the 

child's disorder as incomprehensible, made a strong point of the need for 

more physiotherapy. In the visions of the parents they make proposals for 

other tasks for the physiotherapists than treatment, such as parent education 

in physiotherapy, consultancy in sports for the disabled, and stimulating the 

children or young adults to take an interest in sports. For the last-mentioned 

task the physiotherapists need knowledge of pedagogy for the purpose of 

motivating the young adults to take the responsibility for their own physio

therapy. In the parents' visions I was able to identify a learning process (fig

ure 1). Factors positively influencing this process are: both parents actively 

participating in physiotherapy and continuous support from the physiothera

pist. Factors negatively influencing this process are: mother does not share 

the responsibility for the physiotherapy with the father, parents who still 

experienced the course of events related to the discovery of the child's dis

order as incomprehensible, and finally, deficient or non-existent support 

from the physiotherapist. The parents look upon themselves as a resource of 

knowledge and ask for better information about handicap and technical aids, 
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better co-operation with the professionals in the habilitation services, and 

better co-ordination of the teamwork. My conclusions are: it is of great 

value to consider the parents' competence in the design of the habilitation 

services; the importance of the father's role must not be forgotten; the edu

cation of physiotherapists has to be changed and supplemented so that their 

skills correspond to the requirements of the parents and the children. 

Physiotherapy - a learning process 

The physiotherapist's responsibility 

Empowering 
factors 

mother and father 

participation 

Hindering 
factors 

mother 

participation 

the child's 

disorder incom

prehensible 

The parents' responsibility 
support from the 

physiotherapist 

The child's responsibility 

Figure L Factors empowering, respectively hindering the child taking on 

the responsibility for the physiotherapy. 
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Abstract 

Parent training and physiotherapy has been in focus in habilitation services 

during the last two decades. The aim of this study is to learn about the 

parents' experiences of the phenomenon of doing physiotherapy. This case 

study is a part of a larger project involving 22 parents. Semistructured inter

views were conducted. One parent's experience was analysed for this paper. 

The parent's description of her experience of doing physiotherapy is de

scribed. Thematic analysis led to identification of separated meanings of 

being a parent and doing physiotherapy. On one hand, physiotherapy meant 

to adjust to the physiotherapist's demands of treating the body as an object. 

On the other hand, physiotherapy meant experiencing and interacting so

cially, experiencing the body as a subject. The findings indicate that 

physiotherapists need to be aware that viewing the body as subject leads to 

practical consequences for designing physiotherapy practice. Physiotherapy 

research needs to focus more on qualitative research and on human experi

ence to supplement the quantitative research in this field. This will improve 

habilitation services from the parents' and insiders' perspective. 

Keywords: Physiotherapy, parent participation, impairment, meaning 

INTRODUCTION 

About the time I finished my study in December "how to design physio

therapy for children with movement disorders from infancy to adulthood -

the parents' voices" (Ekenberg, 1996) a discussion flared up on Swedish 

television and in Swedish newspapers (Mullback, 1996) about physio

therapy for children with disabilities. Parent and disability groups attacked 

the National Board of Health and Welfare and the habilitation services in 

Sweden complaining the lack of opportunities to influence the choice of 
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physiotherapy methods. These events led to further research on the role of 

parents who are responsible for children receiving physiotherapy. I had al

ready acquired a feeling that physiotherapy was associated with strong emo

tions. Why is physiotherapy considered to be very important for parents of 

children with movement disorders? 

T H E PURPOSE 

The aim of the study is to learn about the parents' experiences of the phe

nomenon of physiotherapy. This study analysis one parent's experience, 

and is a part of a larger project involving 22 parents. 

Parent participation in physiotherapy 

The role of parents in the care of disabled children 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 treatment, 

make decisions and assess changes about the child's development was the 

health expert (Hanft, 1988). Bazyk, (1989) called this form of intervention 

"child-centered" with the therapists' goal focused on the child separate from 

the family. Family members were not expected to take an active role in the 

child's therapeutic program. According to Bazyk, (1989) this model encour

aged parents to become dependent on health professionals. 

Parent training and home programs have been discussed in the research lit

erature. Some parents have noted that they feel more confident and compe

tent in their role as parents while working with physiotherapists (Moxley-

Haegert & Serbin, 1983). Programs for disabled children younger than 3 

years of age, aiming for high levels of parent involvement, appear to be 

more effective than those that minimize the parental role (Shonkoff & Hau

ser-Cram 1987). Lagerheim and Humble (1987) interviewed 22 parents 

about their participation in physiotherapy. This study showed that almost all 

the parents were willing to take part in the training but few were willing to 

be responsible for all the physiotherapy treatment. Rodger (1986) raised the 

question whether professionals are expecting too much of parents who al-
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ready may be physically and emotionally stressed by having to care for a 

child with disability. 

The findings in Ross and Thomson's questionnaire study (1993) indicated 

that the more confident the parents were, the more they wanted to be in

volved in physiotherapy; the more anxious they were, the less they wanted 

to be involved. There is much more to be done in the collaboration between 

parents and therapists. Research about parent participation in physiotherapy 

for children with disabilities is limited especially about the father's partici

pation. I f there are reports of parent participation it is unclear i f the fathers 

are participating (Gajdosik & Campbell 1991; Ross & Thomson 1993). 

Parents doing physiotherapy 

Norrbotten is the northernmost county of Sweden. The habilitation services 

are performed by the habilitation center and by multidisciplinary teams, 

each responsible for the children in a defined geographical area. Norrbotten 

is a large county with a low population density: almost 100 000 square 

kilometers and 3 persons per square kilometer. This sparsely inhabited area 

with a scarcity of physiotherapists was forced to have parents actively com

mitted in the physiotherapy treatment at home. The physiotherapists work 

mainly as supervisors to the parents and the school personnel in the chil

dren's daily treatment. This presupposes a high degree of parental participa

tion and responsibility for daily treatment. This model for physiotherapy has 

been in progress in this area since 1975 (von Wendt, Ekenberg, Dagis & 

Janlert 1984). Consequently the parents in this northernmost part of Sweden 

have a long-term experience of the physiotherapy parenting (Ekenberg, von 

Wendt & Janlert 1994). 

T H E O R E T I C A L F R A M E W O R K 

Qualitative interviews are conversations of daily life with the aim of under

standing the world from the subjects' points of view. It is an encounter site 

for knowledge production, an inter-change of knowledge between persons 

conversing about a theme of mutual interest. Kvale (1996) says, the semis-

tructured life world interview is a research interview "whose purpose is to 
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obtain descriptions of the life world of the interviewee with respect to inter

preting the meaning of the described phenomena" (p.5-6). 

Van Manen (1990) argued that phenomenological research is the description 

of the experiential meanings as we live them and also says "scientific 

knowledge as well as everyday knowledge believes that it has already had 

much to say about a phenomenon, such as the phenomenon of parenting is, 

or what parents do or should do, before it has actually come to an under

standing of what it means to be a parent in the first place" (van Manen 1990 

p. 47). This is exactly what physiotherapists do when giving advice and 

supervising parents on how to do physiotherapy. A l l the specific physiother

apy methods developed since 1950s express the "how to do" view of the 

physiotherapy. The large amount of quantitative physiotherapy research 

focusing on measuring and weighting the outcome of the physiotherapy 

treatment mirrors the "how to do view". Therefore the physiotherapists need 

to reflect about the nature of parenting and come to grips with the meaning 

of physiotherapy parenting before offering specific physiotherapeutic meth

ods. 

METHOD 

Before I started this interview study I received the approval from the Ethical 

Committee for Medical Research in Sweden. The interviews were non-

structured conversations. A semi-structured interview guide provided a gen

eral framework and included exploratory questions. The interview guide was 

focused on five themes (Ekenberg 1996). (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) the physiotherapy for children with 

movement disorders in the future. 

In this study I focus on one parent's narrative about the child and physio

therapy. I red the interview with new eyes, looking for the parent's descrip

tion of situations about mothering, fathering and conducting the physiother

apy. I gathered the parent's description of real life situations and of the ex

periences of physiotherapy. I red the examples and wondered - what was 

going on here? What is the essence of "being parent and doing physiother-
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apy"? How can I capture the essence of the notion of "being parent and 

doing physiotherapy" by thematic reflection? According to van Manen 

(1990) themes are understood as experiential structures. They are not cate

gorical statements and "cannot be captured in conceptual abstractions" (p. 

79). 

T H E STORY 

This report deals with one participant: a mother of a 16 years old boy with 

serious mental retardation and totally dependent on his parents. The boy is a 

student at a special school and has one younger brother and one younger 

sister. The father shares the responsibility for the physiotherapy with 

mother. The interview took place daytime in a small village house in north

ern Sweden. The mother wanted to participate during the daytime when the 

children were at school and her husband worked. Before I commenced the 

interview, I told the mother that my interest in parents' experiences of 

physiotherapy was two-folded: I had been working as pediatric physio

therapist over 15 years and I was a mother of a daughter with a disability. 

She told me: 

We have stopped reflecting on the cause for A;s disability. He also 

has a brother with mental retardation. Our daughter is healthy. 

Perhaps it is something hereditary...I am always at home when A. 

returns from school. There must be somebody who is at home and 

cares for them... they want to have a human being who is present 

and has time for them. There is a lot to do and talk about when they 

return from school. 

The mother went on talking about parental responsibility and her gradual 

adjustment and her decision to stay at home: 

All parents are responsible for their children. We should have the 

overall responsibility and a general view of the situation. Both of us 

have been forced to participate. That's a process you work 

through... you have to accept that you have a child who is excep

tional. Finally you come to a phase... It didn't take us long... that's 

how it is and it will be... This was my choice, however, I was 

obliged to choose in this way. 
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Physiotherapy started at the habilitation service center when A. was Wt 

year. 

It was late... it should have been from the beginning but we didn't 

know that. Later on I took over most of the training at home... The 

present physiotherapist is very capable and engaged. She is con

trolling me and checking that I am doing in the right way, that I am 

doing the same exercises, that I am not manipulating in a wrong 

way. I think it's very good. She also has instructed the school per

sonnel. There are body exercises you are able to do with A... to 

train, to train, to train. 

Physiotherapy for mother is: 

a cooperation with everything - it should be an interchange socially, 

at the same time as you do something useful both socially and 

physically, for example, listen to music while training to stand. 

The mother then reflected upon the responsibility and knowledge between 

parents and the physiotherapist. 

The physiotherapist is capable of perceiving that we should do more 

with this or that. They have another view and are able to give us ad

vice. We have the responsibility for things to be done. The physio

therapists do their job. However, it is our child. We have to see it 

gets done. From the beginning you wondered...should we really do 

this? I don't want to do that. It is something you grow familiar 

with...this is good, we shall do this. The responsibility and knowl

edge go together. You realize that this is something good, you learn 

and the responsibility grows. The physiotherapist is a good aid for 

us. She helps us and supplements the school person

nel...Physiotherapy helps my son to be aware of having a body, to 

be aware of his arms, legs, take an active role in using his body and 

then he has to see what is happening around him. It's just like wak

ing him up from a sleep. He can't lock himself up. He has to open 

up. His life can't only be sitting in a wheelchair. 
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T H E M A T I C ANALYSIS 

I chose this mother's lived-experience description as the one to start to un

cover thematic aspects of the phenomenon "being parent and doing physio

therapy" because of its rich description. I distributed drafts' of the text (not 

identifiable) with the mother's description to participants in a qualitative 

research seminar group led by an experienced qualitative researcher. In this 

seminar group I "borrowed" (van Manen 1990, p.113) the other people's 

experiences and their reflections to come to an understanding of "being par

ent and do the physiotherapy." 

The seminar group was asked to read the text and say what struck them 

about the fundamental meaning. The following thematic formulations 

emerged from the research seminar group, (1) parents did things as they 

were told, (2) they needed this control from the beginning - later they took 

over themselves - a process, (3) the control makes the parents confident - it 

helps them see the purpose of the physiotherapy in a technical way, (4) they 

are indoctrinated, (5) it is not teamwork - it is a power relation, (6) the 

physiotherapists have the right view, (7) adjust to the therapists demands or 

find their own way, (8) the meaning is social interaction - instead of isola

tion. 

The most difficult point in thematic analyses is to differentiate between 

essential themes and incidental themes. In order to understand essential 

themes van Manen (1990) suggests asking the following questions: "Is this 

phenomenon still the same i f we imaginatively change or delete this theme 

from the phenomenon? Does the phenomenon without this theme loose its 

fundamental meaning?" (p. 107) I continued to savor each of the eight sug

gested thematic formulations and asked myself i f the phenomenon "being 

parent and doing physiotherapy" would be the same without the formula

tions above. Seven of the eight thematic formulations deal with control and 

power. 

Looking at the story the mother seems to be resigned to her fate in living for 

the children, meeting their needs and accepting the demands of an excep

tional child. The mother differentiates between the actual physiotherapist's 
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supervision and knowledge, and the meaning of physiotherapy for her. She 

seems to accept the authoritative and technical way of supervision. The first 

six thematic formulations f i t the mother's understanding of "doing physio

therapy". The physiotherapist is the expert, the one who is responsible for 

doing it the right way, and how much to do. The parents are performers of 

the physiotherapy. The mother says: "the physiotherapist is a good aid for us 

- she helps us very well".. The mother talks about the physiotherapist as an 

object, e.g. she talks about "the physiotherapist as an aid." And also talks 

about the physiotherapist treating her and the child as objects, e.g. the 

physiotherapist controls and checks me "that I 'm doing in the right way, that 

I 'm doing the same exercises, that I 'm not manipulating in a wrong way." 

Physiotherapy exercises are in some way fragmented and outside real life 

situations. On the other hand mother says: "The responsibility and knowl

edge go together. You realize this is something good, you learn, and the 

responsibility grow." In same way mother is ambivalent. Just as the seventh 

thematic formulation suggests, she adjusts to the therapists demands but in 

the same time she goes her own way. Her way is subjective and the opposite 

of being regarded as an object. The eighth formulation, social interaction 

instead of isolation is shown in this quote, "Physiotherapy helps him to be 

aware of having a body, to take an active role in using it and then he has to 

see what is happening around him". Van Manen (1990) says we are always 

bodily in the world and encounter another persons through our bodies. The 

mother describes the child's body as a subject, a person who is capable of 

acting in his lifeworld with his body as a whole. 

DISCUSSION AND CONCLUSION 

The meaning of being a parent and doing physiotherapy seems to be influ

enced by philosophical perspectives. The physiotherapist acts according to 

the traditional medical model as an expert. For the mother the phenomenon 

"being parent and doing physiotherapy" was on one hand to adjust to the 

physiotherapists demands and treat the body as an object when interacting 

with the physiotherapist, on the other hand physiotherapy meant experienc

ing and interacting socially. The mother was very experienced. She had 

about 15 years experience of parenting and doing physiotherapy and had 

learnt to adjust to take the best from the therapists. 
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The physiotherapist-centered view encompasses both the concepts authority 

and technicalism, pointing to the dualism which is tension of the physio

therapists encounters (Abrandt 1997). The dualistic view of the body ema

nates from Descartes vision of the body as passive tool of the mind. Ac

cording to Kielhofner (1995) Descartes provides the logic for modern scien

tific investigation of the body as an object among other objects. The body is 

explainable through the same analytical methods as other objects in the 

physical world. The expert directed view seems to create an object-object 

relationship. 

The physiotherapist-centered perspective seems unable to combine this ap

proach with reflection on the meaning of lived experience. Important 

changes are possible in rehabilitation when the insider's perspective and the 

logic of interaction are linked together (Peters 1995). The human experience 

becomes a legitimate focus of clinical research and theory. Peters suggests 

phenomenology as one theoretical model explaining the genesis of human 

experience from the insider's perspective. Mind and body are viewed as 

intertwined. We experience our bodies through sensory information. The 

sensory information has meaning for us. 

Different philosophical perspectives lead to practical consequences how to 

design treatment and habilitation services (Wulff, Pedersen & Rosenberg 

1988). It is important for physiotherapists and other health personnel to be 

aware of that. 

The most difficult part in my own process of searching for what it means to 

parenting physiotherapy was that I knew too much about this area. My pre-

understanding, the existing bodies of scientific knowledge hindered me to 

come to grips with the phenomenon. Van Manen (1990) refers to Husserl 

who used the term "bracketing" to depict how one must take hold of the 

phenomenon and then place outside of it. 
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Abstract 
The aim of this study is to explore how 

fathers and mothers creace meaning from 

their individual experiences of performing 

Vojta physiotherapy with their children 

who have movement disorders. The 

parents of seventeen children were inter

viewed. Most of the parents started Vojta 

treatment during the first and second year 

of the child's life and stopped before the 

child was eight years old. A hermeneutical 

phenomenological analysis led to the 

identification of five themes illustrating the 

parents' experiences of Vojta treatment: 

hard w o r k , change of the o r i g i n a l 

objective, break-related deterioration, 

hope and calling into question. The 

parents' experiences are discussed in re

lation, on the one hand, to the parents' 

dependence on physiotherapy as in

terpreted according to the normative crisis 

theory, and on the other hand to the 

physiotherapists' focus on their treatment 

techniques. 

KEYWORDS: Experiences, habilitation services, 

meaning, movement disorders, parents 

INTRODUCTION 

T h e V o j t a m e t h o d was i n t r o d u c e d d u r i n g the 1960s i n 

Czechos lovak i a . T h e V o j t a concep t is b o t h a m e t h o d 

fo r ear ly d iagnost ics o f c h i l d r e n at r isk o f b r a i n disor

der and a p h y s i o t h e r a p e u t i c t rea tment . Vac lav V o j t a . 

a n e u r o l o g i s t f r o m Czechos lovak ia , n o w w o r k i n g i n 

G e r m a n y , d e v e l o p e d the V o j t a concept f r o m the ideas 

o f T e m p l e Fay, R o o d a n d K a b a t (1 , 2) . I t was f i r s t used 

f o r " f i x e d c e r e b r a l pa l s ies , t h e n f o r p a t h o l o g i c a l 

n e w b o r n s a n d i n f a n t s " (3, p 85). V o j t a t r e a t m e n t a ims 

to act ivate pos tu ra l d e v e l o p m e n t a n d e q u i l i b r i u m re

act ions i n any h u m a n , n e w - b o r n or adul t , b y us ing 

m a n u a l pressure o n " t r i gge r zones" i n o rde r to e l ic i t 

" r e f l e x c r e e p i n g " and " r e f l e x t u r n i n g " - so-called "re

f l e x l o c o m o t i o n " (4). 

T h e V o j t a m e t h o d is m o s t used i n G e r m a n y . I t was 

i n t r o d u c e d i n Sweden i n the e n d o f the 1960s. T r a i n i n g 

o f V o j t a phys io therap is t s has t aken place i n the N o r d i c 

count r ies , A u s t r i a , Czechos lovak ia , France, H o l l a n d , 

I t a l y a n d Y u g o s l a v i a . O u t s i d e E u r o p e the m e t h o d has 

b e e n p r a c t i c a l l y unused , w i t h the e x c e p t i o n o f j a p a n , 

Sou th K o r e a and I n d i a (5). Therapis t s i n the U n i t e d 

States d o n o t f a v o u r V o j t a t rea tment , because " i t is 

u n c o m f o r t a b l e and causes c h i l d r e n to c r y " (6, p 56). 

A sof ter v a r i a n t o f the V o j t a t r ea tmen t has been deve l 

o p e d i n R o m e w i t h less res t ra in t and sof ter pressure 

o n the " t r igge r zones". T h e R o m e School va r i an t is di f 

f e ren t f r o m the t oughe r va r i an t d e v e l o p e d b y V a c l a v 

V o j t a i n M u n i c h , G e r m a n y , a n d is used i n Sweden (5). 

T h e V o j t a concep t has been ques t ioned because o f 

the d i f f i cu l t i e s to make an ear ly diagnosis w i t h cer ta in ty 

and w h i c h t h e r e b y lead to c h i l d r e n w h o d i d n o t de

v e l o p a m o v e m e n t d i so rde r b e i n g t rea ted unnecessar

i l y b y phys io therapis t s (5, 7). T h e Swedish neurophys i -

o logis t H a n s Forssberg ques t ioned the theore t i ca l ba

sis o f V o j t a t h e r a p y a n d the i n c o m p r e h e n s i b i l i t y o f 

the t e r m i n o l o g y , even to researchers special ised i n 

m o t o r c o n t r o l . H e c o n c l u d e d that t r a i n i n g o f the re

f l e x - l o c o m o t i o n m a y p r o b a b l y act ivate an o l d neuro

na l n e t w o r k i n the b r a i n s tem and that there is n o sci

en t i f i c ev idence o f the m e t h o d i m p r o v i n g the devel 

o p m e n t o f w a l k i n g ab i l i t y . I t seems imposs ib l e to ex

p l a i n t h e o r e t i c a l l y h o w the t r a i n i n g o f r e f l e x - l o c o m o 

t i o n c o u l d i n f l u e n c e the u p - r i g h t i n g m e c h a n i s m and 

pos tura l c o n t r o l (81. 

T h e V o j t a m e t h o d has also been c r i t i c i sed f o r b e i n g 

psycholog ica l ly d e m a n d i n g o n the parents and the ch i l 

d r e n (6, 9). D o c u m e n t a t i o n o f parents ' exper iences o f 

the V o j t a m e t h o d is sparse. L a g e r h e i m a n d H u m b l e 

(10) i n t e r v i e w e d n i n e parents o f 2-8 y e a r - o l d c h i l d r e n 

i n Sweden. A l l the parents i n t he i r s tudy h a d d i f f i c u l 

ties i n c o p i n g w i t h the chi ld ' s c r y i n g . E v e n i f t h e y were 

i n f o r m e d tha t the t r e a t m e n t was n o t p a i n f u l , t h e y fe l t 

so r ry f o r the c h i l d . Seven o f t he n i n e parents we re sat

i s f i ed w i t h the m e t h o d . T h e y saw results f r o m each 

e n f o r c e d m o v e m e n t . A c c o r d i n g to the parents , the 

muscles became w e l l d e v e l o p e d a n d the m o t o r per

f o r m a n c e became m o r e o r less n o r m a l i s e d . For most 

o f the parents, V o j t a t r e a t m e n t m e a n t a hope , some

t h i n g to do , bu t also a b u r d e n . 

A c c o r d i n g to the i n v e s t i g a t i o n o f the V o j t a m e t h o d 

ca r r i ed o u t b y the Swedish N a t i o n a l B o a r d o f H e a l t h 
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and W e l f a r e (5), m a n y parents were sat isf ied, and thei r 

o p i n i o n was tha t the t r e a t m e n t gave results . H o w e v e r , 

there we re also parents w h o cons ide red tha t the t i m e 

a n d energy t h e y h a d d e v o t e d to V o j t a t r e a t m e n t were 

ou t o f a l l p r o p o r t i o n to the chi ld ' s d e v e l o p m e n t . O n e 

advantage o f the t r e a t m e n t was tha t the t r ea tmen t ses

sions were w e l l - d e f i n e d a n d t h e y k n e w t h e y had done 

w h a t they c o u l d do . A n o t h e r advantage w h i c h the par

ents m e n t i o n e d , was tha t the c h i l d w h o c o u l d n ' t use 

ce r ta in muscles was ab le to d o so thanks to V o j t a treat

m e n t . T h e d i sadvan tage was the h a r d a n d d e m a n d i n g 

w o r k and that i t was easy to get a bad conscience w h e n 

s k i p p i n g the t r ea tmen t . 

T h e o u t c o m e o f the research o n p h y s i o t h e r a p y has 

focused p r i m a r i l y o n i m p a i r m e n t . T h e effects o f physi 

cal therapy i n t e r v e n t i o n s o n f u n c t i o n a n d d i sab i l i ty are 

la rge ly u n k n o w n (6). B o w e r (2) emphas i sed that the 

t w o mos t i m p o r t a n t a ims o f t r e a t m e n t are: to delay 

d e f o r m i t y a n d to p r o m o t e the p s y c h o l o g i c a l w e l l -

b e i n g o f the c h i l d and h i s / h e r f a m i l y . To fac i l i ta te these 

a ims, research needs t o assess the r e l a t i ve mer i t s o f 

the va r ious approaches . She suggested t ha t m e t h o d 

ologies used i n p s y c h o l o g y and socia l sciences w o u l d 

be m o r e u se fu l t h a n those used i n t r a d i t i o n a l m e d i c a l 

research. 

I n the l i g h t o f the e x p a n d i n g legal m a n d a t e i n Swe

den and o ther coun t r i es w h e r e p h y s i o t h e r a p y services 

f o r c h i l d r e n w i t h h a n d i c a p p i n g c o n d i t i o n s i n c l u d e pa

ren ta l p a r t i c i p a t i o n , a be t te r u n d e r s t a n d i n g is needed 

o f the na ture o f parents ' l i f e w i t h a c h i l d w i t h a disabi l 

i ty . B y l i s t e n i n g to the parents ' accounts , phys io thera

pists c o u l d l e a r n m o r e a b o u t parents ' l ives and about 

t h e m as i n d i v i d u a l s (11). A p h e n o m e n o l o g i c a l s tudy 

w o u l d t he r e fo re be su i table , since such an approach 

focuses o n h o w the parents ' themselves exper ience this 

pa r t i cu l a r V o j t a t r ea tmen t . 

I n p h e n o m e n o l o g i c a l research, the ques t ion is n o t 

h o w parents p e r f o r m the exercises, b u t h o w the par

ents exper ience this p a r t i c u l a r t r ea tmen t (12). Phenom

e n o l o g y is c o n c e r n e d w i t h e l u c i d a t i n g the subjects ' 

perspect ives o n t h e i r l i f e w o r l d . I n p h e n o m e n o l o g i c a l 

studies, the a i m is to descr ibe the con ten t a n d the struc

ture o f the subjects ' consciousness a n d to grasp the 

qua l i t a t ive d i v e r s i t y o f t he subjects ' exper iences and 

the i r essential m e a n i n g s (13). 

I n most cases i t is the parents w h o ca r ry ou t the Voj ta 

t r ea tment . T h e phys io the rap i s t ' s ro le is m a i n l y as a 

supervisor. T h e parents are ins t ruc ted i n the t reatment . 

There fo re , the phys io the rap i s t needs to see the younger 

c h i l d w e e k l y a n d the o l d e r c h i l d once a m o n t h (5). 

V a n M a n e n (12) emphas i sed tha t t he large m a j o r i t y o f 

the l i t e ra tu re o n p a r e n t i n g b y specialists does n o t ad

dress the m e a n i n g o f p a r e n t i n g . Ins tead p a r e n t i n g is 

considered a " h o w to d o s k i l l " that can be taught. W h e n 

g i v i n g advice and superv i s ing parents , the physiothera

pists are focused o n h o w to teach the parents to ca r ry 

ou t V o j t a t r ea tmen t . A s th is pe rspec t ive is so p r e d o m i 

nant , i t w o u l d be i m p o r t a n t f o r phys io therapis t s to 

re f lec t ove r the m e a n i n g o f phys io the rapeu t i c parent

i n g be fo re o f f e r i n g spec i f ic phys io the rapeu t i c m e t h 

ods. 

I n the ear ly 1970s, V o j t a diagnost ics and t r ea tmen t 

were i n t r o d u c e d i n some parts o f Sweden, i n c l u d i n g 

the n o r t h e r n m o s t area o f the C o u n t y o f N o r r b o t t e n . 

T h e V o j t a concept , w i t h the 'parents as therapists ' was 

an attractive m o d e l i n this sparsely-populated area, due 

to the l o w f r e q u e n c y o f phys io therap is t s (14). T h e ha

b i l i t a t i o n services m a d e e f fo r t s also to get the fathers 

ac t ive ly i n v o l v e d i n the ear ly V o j t a t r ea tmen t o f the 

c h i l d , because the t r ea tmen t r e spons ib i l i ty was consid

ered to be t oo h e a v y a p s y c h o l o g i c a l b u r d e n f o r the 

mothers a lone . A specia l f a m i l y u n i t was established, 

w i t h a pa ren t hostess p r o v i d i n g a service to the par

ents, the c h i l d and h i s / h e r s ib l ings . T h e w h o l e f a m i l y 

h a d o p p o r t u n i t i e s to stay at the h a b i l i t a t i o n services 

f o r some days o r a week . T h i s was necessary because 

m a n y o f the f a m i l i e s l i v e d u p to 3 0 0 k i lomet res f r o m 

the h a b i l i t a t i o n service centre . T h e f ami l i e s r e tu rned 

p e r i o d i c a l l y ( two to f o u r t imes a year) to the special 

f a m i l y u n i t (15). T h i s s tud ied p a r e n t g r o u p has l o n g -

t e r m exper ience o f V o j t a p h y s i o t h e r a p y , since d u r i n g 

the 1970s, the V o j t a m e t h o d was a lmos t the o n l y phys i 

otherapeut ic a l ternat ive w h i c h parents i n this area were 

o f f e r e d . T h e r e f o r e this pa ren t g r o u p is un ique . 

T h e a im o f this s tudy is to e x p l o r e h o w these fathers 

and m o t h e r s create m e a n i n g f r o m the i r i n d i v i d u a l ex

periences o f V o j t a p h y s i o t h e r a p y . 

METHODOLOGY 

Research participants 

Parents (12 couples a n d 5 mo the r s ) o f 17 ch i l d r en were 

i n t e r v i e w e d (16). ' T h e c h i l d r e n we re 15-25 years o l d 

w h e n the i n t e r v i e w s we re c o n d u c t e d . Four teen o f the 

c h i l d r e n h a d ce rebra l palsy a n d 7 o f these, i n a d d i t i o n , 

m e n t a l r e t a rda t ion . T w o c h i l d r e n h a d spina b i f i d a a n d 

one c h i l d h a d neu ropa thy . O f these 17 y o u n g adults , 

t en were y o u n g m e n a n d seven y o u n g w o m e n . T h e 

d i s t r i b u t i o n o f the f u n c t i o n a l d isorders be tween ma le 

and f ema le y o u n g adults was a lmos t the same. T w e l v e 

1. The parent group was included in an interview study of parents of 22 children selected from an earlier follow-up study (Ekenberg and 
Erikson 1994). This study is a part of a larger study. 
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fathers a n d m o t h e r s p a r t i c i p a t e d i n the ch i ld ' s V o j t a 

t r ea tmen t . Ten o f the t w e l v e fa thers pa r t i c ipa t ed i n the 

i n t e r v i e w . Parents o f seven c h i l d r e n started w i t h V o j t a 

t r e a t m e n t d u r i n g the f i r s t yea r o f the ch i ld ' s l i f e , the 

same n u m b e r o f c h i l d r e n d u r i n g the second yea r and 

parents o f th ree c h i l d r e n d u r i n g the t h i r d year o f the 

ch i ld ' s l i f e . A c c o r d i n g to the parents ' accounts , the 

d u r a t i o n o f the V o j t a t r e a t m e n t va r i ed be tween h a l f a 

year a n d 15 years. M o s t o f the parents ceased V o j t a 

t r e a t m e n t b e f o r e the c h i l d was 8 years. 

Data collection 

Data we re col lec ted t h r o u g h in te rv iews . T h e in te rv iews 

were semi - s t ruc tu red , g u i d e d b y the researcher focus

i n g o n the paren ts ' p a r t i c i p a t i o n and p e r c e p t i o n o f the 

r e s p o n s i b i l i t y f o r t he i r ch i ld ' s phys io the rapy . A n inter

v i e w g u i d e p r o v i d e d a gene ra l f r a m e w o r k f o r the re

searcher a n d i n c l u d e d e x p l o r a t o r y questions. T h e i n 

t e r v i e w g u i d e was focused o n f i v e themes (17): 1. T h e 

c h i l d a n d the d i sorder ; 2. T h e ch i l d a n d the p h y s i 

o t h e r a p y ; 3. T h e c h i l d and h i s / h e r eve ryday s i tua t ion : 

4. T h e c h i l d a n d h i s /he r f u t u r e ; and 5. T h e v is ions o f 

p h y s i o t h e r a p y f o r c h i l d r e n w i t h m o v e m e n t d isorders . 

M o s t o f the in t e rv iews t o o k place i n the parents ' homes 

and lasted f o r 1 -3 hours . T h e recorded dia logue o f each 

i n t e r v i e w was t r ansc r ibed v e r b a t i m . T h e parents were 

asked to r e v i e w the t r ansc r ip t i ons f o r accuracy. T h e 

qua l i t a t i ve researcher is n o t in teres ted i n "the t r u t h " 

per se, b u t r a the r i n ascer ta in ing the in te rv iewee ' s o w n 

pe rcep t ions o f the s i tua t ion . I m p o r t a n c e is a t tached to 

the p o t e n t i a l o f each case i n a i d i n g the researcher to 

d e v e l o p theo re t i ca l ins igh t i n t o the p h e n o m e n a b e i n g 

s tud ied (18). 

Analysis of data 

T h e gene ra l s t ruc ture f o r analysis was d e r i v e d p r i n c i 

pa l ly f r o m t w o sources: v a n M a n e n (12) and K v a l e (13). 

First o f a l l , the t ranscr ibed in t e rv iews were read t h r o u g h 

to g a i n an o v e r a l l i m p r e s s i o n . T h e 17 i n t e r v i e w s were 

then r e w o r k e d b y the a d d i t i o n o f the parents ' ve rba 

t i m statements. Statements that i l lustrated or h igh l igh ted 

the paren ts ' desc r ip t ions o f t he i r experiences o f V o j t a 

p h y s i o t h e r a p y were i n c l u d e d . T h e stories were read 

ove r a n d o v e r again , and the ques t ion that arose was: 

W h a t is t he essence o f the parents ' n o t i o n o f p e r f o r m 

i n g V o j t a p h y s i o t h e r a p y ? T h e ob jec t ive was to ga in 

ins igh t i n t o t he parents ' p a r t i c u l a r exper ience o f V o j t a 

p h y s i o t h e r a p y . T h e ques t ion tha t came u p was: W h a t 

does a p a r e n t d o i n such si tuations? H o w do the par

ents unde r s t and thei r o w n e m o t i o n a l experiences w h e n 

t r ea t ing the ch i ld? T h e focus was p u t o n connec t ions 

and s t ructures s ign i f i can t f o r this s tudy b y n o t i n g pat

terns, b y c l u s t e r i n g and c o u n t i n g statements and b y 

m a k i n g contras ts /compar isons to c l a r i f y circumstances 

a n d p h e n o m e n a . F i n a l l y , those phrases were under

l i n e d w h i c h seemed p a r t i c u l a r l y essential and reveal

i n g a b o u t the p a r e n t s ' e x p e r i e n c e o f V o j t a phys i 

o the rapy . O n e o f the three approaches suggested b y 

v a n M a n e n (12) was used, n a m e l y the selective or h igh

l i g h t i n g approach . A c c o r d i n g to van M a n e n (12), there 

are m a n y f o r m a l a n d i n f o r m a l ways to seek col laborat

i n g assistance i n t h e m a t i c analysis. T h e themes were 

discussed and tested w i t h m y advisers - a paediatr ic 

neuro log i s t , a phys io the rap i s t and a social w o r k e r w h o 

a l l h a d l o n g - t e r m exper iences o f parents c a r r y i n g out 

V o j t a t r ea tmen t w i t h t he i r c h i l d r e n . T h e themes were 

r e d u c e d f r o m seven to f i v e number . Some o f the un

d e r l i n e d phrases were rep laced b y other phrases, richer 

a n d m o r e i l lus t ra t ive o f the respect ive theme. 

RESULTS 

The Emergent Themes 

F i v e themes were i d e n t i f i e d as b e i n g especial ly char

acterist ic o f the parents ' exper iences o f V o j t a physio

t h e r a p y : 1) h a r d w o r k , 2) change o f the o r i g i n a l 

ob j ec t i ve , 3) b reak- re la ted d e t e r i o r a t i o n , 4) hope and 

5) c a l l i n g i n t o ques t ion . 

I l lus t ra t ive phrases or quotes f r o m the interviews w i t h 

parents precede each t h e m e , w h i c h t h e n is descr ibed 

a n d e labora ted o n . T h e e m e r g e n t themes are n o t re

g a r d e d as i n d e p e n d e n t o r q u a l i t a t i v e l y separate. O n 

the c o n t r a r y , there are l i n k s w i t h i n a n d be tween the 

d i f f e r e n t themes. 

1) hard work 
M o t h e r : W e started w i t h phys io the rapy w h e n he was 

9-10 m o n t h s o l d w i t h 5 sessions a day , and 6 mon ths 

la ter 3 sessions a day , u n t i l he started school , w h e n 

i t was i n p r i n c i p l e eve ry d a y . . . F r o m school start 

once a day u n t i l he was 16 years o l d , u p u n t i l upper 

secondary s choo l . . . I t was h a r d w o r k w h e n he c r ied 

d u r i n g V o j t a t r e a t m e n t . . . I k n o w tha t e v e r y b o d y 

w o u l d n ' t have been able to g o o n t r a i n ing . . . j u s t 

l i s t en ing to his c r y i n g . 

M o t h e r : . . . and w h e n she b e g a n to protes t and y o u 

hadn ' t p e r f o r m e d the t rea tment . . . then y o u had a bad 

conscience. . .1 f o u n d this v e r y t r y i n g . . . I f o u n d i t ex

t r e m e l y t r y i n g . . . . 

For a lmos t a l l the m o t h e r s a n d some fathers , the treat

m e n t i m p l i e d e m o t i o n a l demands . W h e n they h e l d the 

c h i l d i n place, the c h i l d t r i e d to o v e r c o m e the resist

ance and had to w o r k ve ry ha rd . T h e mothers described 

the expe r i ence o f b e i n g f o r c e d to h o l d the ch i l d , to go 

o n h o l d i n g the c h i l d and t o l is ten to the c r y i n g , as b o t h 
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physically and emotionally demanding. And when they 
sometimes skipped the treatment they had a bad con
science because they didn't meet the physiotherapist's 
demands. Whatever they did, they felt bad. 

2) change of the original objective 
Mother: During the first 6 months I could see some 
effect from the physiotherapy...I realised when he 
was about 7 years that I couldn't expect him to make 
much progress...I went on practising with the aim 
of keeping his mobility. The solution was natural 
because I didn't have time when he was at school... 
He has maintained his mobility but progress? Wher
ever you lay him - there he remains lying, wherever 
you sit him - there he remains sitting... 
Father: The effect was very bad... Nobody can go 
on doing this year after year - you have to arrange 
things three months ahead - something like a con
tract. I don't think you can manage any more... And 
we saw deterioration - the ultimate goal has been to 
delay deterioration, perhaps not to get improve
ments, but to delay. Thanks to the fact that some 
doctors say that there's no point in doing lots of ex
ercises, we have got a clear conscience. Otherwise 
we would have had a bad conscience. It is hard work 
for parents when physiotherapists say: if you prac
tise this then you may succeed with that It is impor
tant to say: You need not do this - it does not work, 
do only this. In some way it's necessary to get the 
parents to comprehend and not to offer futile hopes 
for the future. 

The parents expected that the child's movement pat
terns would more or less become normalised. Indirectly 
they expressed the opinion that they got misleading 
information from the physiotherapists. Some parents 
of severely impaired children who had been extremely 
compliant with their home programme realised that 
Vojta treatment didn't increase their children's motor 
skills because they did not see any progress or devel
opmental gains. They therefore changed the aim of the 
treatment from improving motor skills to delaying the 
deterioration. One father described the relief when they 
got support from doctors for their changed objective. 
The father also questioned the physiotherapists' way 
of encouraging the parents to go on with the treatment 
instead of encouraging the parents to set limits to the 
treatment. 

3) break-related deterioration 
Father: One-two-three weeks' break in summertime 
when the daily routine wasn't followed - you saw at 
once that he became rigid. Absolutely. You observed 

this still more when he came into a standing posi
tion. He got very stiff legs.. .You noticed this still more 
if you had skipped the treatment... 
Mother: I thought... All the treatment I've performed 
over the years could be in vain within a few months 
if I stopped with the treatment ... how can I stand 
this? ... I noticed that he became stiffer in his legs 
and he was seized with panic... It was when I stopped 
with Vojta treatment the stiffness appeared. 

Some parents of children with spastic diplegia experi
enced the treatment as burdensome because they could 
not make a break in the treatment. The most difficult 
point was to discontinue Vojta treatment. If they 
stopped with Vojta treatment the children deteriorated. 
They noticed especially the deterioration as muscle stiff
ness. 

4) hope 
Mother: Before our son started school we had an 
assistant all the day. She was just like a mother to 
him. She had leamt the physiotherapy at the habili
tation centre, year after year. This was a lovely time. 
Our son was supple and had full mobility in all 
joints...we should have done creeping exercises 
much more and tried to do them on the floor and 
made him move spontaneously... 
Father: Just when we started with Vojta she opened 
her hands. It is thanks to that she is able to open her 
hands...The Vojta treatment you should have per
formed consistently and you should have trained 
even harder... However you heard about the ru
mours that Vojta wasn't a good treatment... Although 
it has been beneficial for her - she could open her 
hands.. .It is very important to start early and act in 
a consistent manner. This produces results, for ex
ample the "opening hands" movement... She feels 
that the movements are beneficial and tries to learn 
that movement It must be linked to the body move
ment when you try to do things. 

By performing the Vojta treatment and noticing the 
experienced effect of "full mobility" and ability to 
"open the hands" the Vojta treatment created a sense 
of hope and trust that the parents kept in their minds. 
The feeling of the "lovely time" and the visual picture 
of "open hands" in the past became a symbol of the 
hope for their child. They alternated between a) their 
hopes and expectations of gaining "full mobility" or 
"open hands" by doingthe Vojta treatment and b) their 
being and living with hope by recapturing the feeling 
"a lovely time" and the visual picture of "opened 
hands". 
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5) calling into question 
Mother: You go to the habilitation service centre, 
you learn a lot of movements, it looks so simple, 
things happen - this Vojta thing.. .When a practised 
physiotherapist does this, it looks very safe. So it is 
with all experts. ..And our daughter wriggled out of 
our grasp in spite of all these pin figures drawn on a 
paper... We learnt different movements and how to 
press, what should happen with another part of her 
body... We have not been skilled in Vojta treatment. 
I don't know if we are bad parents or if Vojta was 
not suitable for our daughter... From the beginning 
Vojta was Vojta. It was predominant at the habilita
tion service centre. We felt that it was Vojta and it 
didn't work. I felt that there was no alternative... 
We considered that it was fantastic to be in contact 
with the habilitation service - now we will start with 
physiotherapy, now it will come off ... but at the 
same time we realised our limitations... 

The example illustrates the parental experience of be
ing offered one single treatment method at this habili
tation centre. The mother reflects upon the experience 
of not being capable successfully to cope with Vojta 
treatment. Did the failure mean that she is a bad par
ent or that Vojta treatment was unsuitable for her daugh
ter? Did she have the right to question the physiothera
pist's choice of treatment ? 

DISCUSSION 

The families experienced Vojta physiotherapy in dif
ferent ways. Five themes were identified among the 
parents' experiences of Vojta physiotherapy: 1) hard 
work, 2) change of the original objective, 3) break-
related deterioration, 4) hope and 5) calling into ques
tion. 

For almost all the mothers in this study, the treat
ment was demanding, both physically and emotion
ally hard work. The child's crying was experienced as 
very trying in this and other studies of parents' experi
ences of Vojta treatment (5, 10, 19). In contrast to my 
study, the fathers in Lagerheim and Humble's inter
view study (10) were incapable of participating in Vojta 
treatment because they got into a state of anxiety lest 
they held too hard and hurt the small baby. 

In spite of the limited outcomes of the Vojta treat
ment, most of the parents in my study continued with 
Vojta treatment until the child was eight years old, and 
some parents until the child was fifteen and sixteen. 
Some parents with seriously impaired children gradu
ally realised that they had had too high expectations of 
the Vojta treatment and changed the original objective. They 
experienced that the child did not make improvements 

Parents' Experiences of Vojta Physiotherapy 

in his/her motor skills despite the fact that they had 
been compUant with the home programmes. One of 
the mothers realised when her son was seven years that 
she "couldn't expect him to make any progress". She went 
on "with the aim of keeping his mobility ". In Hinojosa's 
study (11), mothers of pre-school children believed that 
the more therapy the children received, the better 
progress. Hinojosa (11) wondered if this belief was con
veyed from the therapists to the mothers. One of the 
fathers in my study questioned whether the parents 
could go on carrying out Vojta treatment year after year 
and asked for "something like a contract". He also re
ceived support from doctors to change the goal to one 
of delaying deterioration, as the treatment did not im
prove the child's motor skills. This father recommended 
the physiotherapists to help the parents to limit the 
demands for more physiotherapy. One way to support 
the parents to limit the demands could be to clarify the 
goals for the services, which most branches of health 
care have done poorly (20). In physiotherapy, Bower 
etui. (21) demonstrated in a study of children with quad
riplegic cerebral palsy, that the factor more strongly 
associated with increased motor skill was selecting spe
cific goals for treatment rather than general aims. The 
limited results of the Vojta treatment that the parents 
demonstrated in my study have also been declared by 
the National Board of Health and Welfare (22) in Swe
den: there is a lack of systematic and scientific evidence 
for the efficacy of physiotherapy for children with cer
ebral palsy and this is also valid for the Vojta treat
ment. According to Forssberg et. al. (23), the traditional 
and routine low-intensive treatment during the child
hood, without precise aims and review dates, is now 
undergoing change in Sweden. 

Even if there is a lack of evidence for the efficacy 
of Vojta treatment, some of the parents of children with 
spastic diplegia experienced break-related deterioration. 
They noticed the changes as increased muscle stiff
ness that appeared when they stopped with Vojta treat
ment. In the investigation carried out by the Swedish 
National Board of Health and Welfare (5) and in a 
Norwegian report by Henriksen (19), the parents also 
experienced changes in muscle tension and, deterio
ration of the body stability when they made a treat
ment break. 

For some parents Vojta treatment had created a sense 
of hope in the beginning of the treatment, when they 
could initially observe how they could provoke "nor
mal" movement patterns during the exercises with 
Vojta reflex crawling and reflex rolling. One father, 
18 years later, still focuses on his very early experi
ence: 'Just when we started with Vojta she opened her 
hands." The father of a child with a severe movement 
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disorder could either be judged as "hooked" on the 
Vojta treatment and thus coping with anger and guilt 
according to the traditional way of thinking, or judged 
as possessed with the image of the child's "opening 
the hands" in Vojta creeping when he felt safe and 
hopeful, judged as a meaning that strengthens and 
builds up the father. The parents' daily life observa
tions and experiences give the parents belief in and 
hope for their child's possibilities just as the father 
demonstrates. It is a kind of approach towards and 
trust in life itself, being part of the experience of con
fidence that life is bearable even if the expected im
provement of the child's body ability does not occur. 
According to van Manen (12) this kind of hope differs 
from the parents' temporary expectations and desires 
that come and go with the passing of time when living 
with children. 

The difficulties for therapists in mterpreting the par
ents' hope may be due to the use of the psycho-dy
namic theory of crisis (24). This theory holds that par
ents of a child with a disability have to come to terms 
with their sorrow over the lost healthy child before they 
are prepared to adjust to the unexpected situation with 
the exceptional child. During the 1980s and 1990s, 
health care personnel in Sweden did learn to use this 
theory. They encouraged the parents to express their 
feelings for sorrow over the child. The disadvantage of 
this knowledge was that all parents were expected to 
grieve for the child in the same way. If this did not 
occur the parents were considered divergent When 
the professionals use the psycho-dynamic theory in a 
normative way it seems that they miss the opportunity 
to develop a better understanding of differences 
between the parents' experiences (25). 

Parents of children with less motor impairment even 
questioned the suitability of the Vojta treatment. They were 
neither informed of the aim and the objective of 
Vojta treatment nor offered any alternative to the 
Vojta method. One of the mothers described the "how 
to do" direction as a treatment which they failed to 
perform, because the daughter "wriggled out of the grasp 
in spite of all these pin figures drawn on paper". To leam 
the Vojta method had become the goal for the physio
therapy services, instead of its being the means to sup
port the child and family with physiotherapeutic com
petence. As early as 1984, Scrutton (26) stated that 
first of all the therapist has to ask whether or what to 
treat and not "how to do so". According to Scrutton 
(26), the problem is that very few clinics have thera
pists trained in more than one treatment technique. 
He considered that many therapists prefer to adopt an 
accepted approach, which provides personal security 
with a ready-made series of exercises. The Vojta treat

ment is a good example of ready-made exercises that 
for this above exemplified family created feelings of 
inadequacy. 

The parents' in this study all experienced that they 
were taught "how to do" Vojta treatment According to 
European Academy of Childhood Disability (EACD) 
the "services should be based on the needs and the 
aims of the family and child rather than on particular 
treatment orientations favoured by the professionals." 
(27, p 5). According to the findings of this study, the 
Vojta treatment orientation was favoured above the 
families' needs. 

The claims for the merits of Vojta treatment are 
still being reiterated. In the Norwegian Journal of 
Physiotherapy, Vojta physiotherapists asked for more 
and new courses in Vojta treatment (19). They real
ised that research is important, although they consider 
that the physiotherapists' practical and clinical expe
riences are more important than research. Harris (28) 
argued that the decision whether or not to use a spe
cific treatment is the ethical responsibility of all physi
otherapists including clinicians. She suggested six spe
cific criteria to evaluate the scientific merit of existing 
therapy. One of these criteria "the proponents of the 
treatment approach are open and willing to discuss its 
limitations" (p 179) seems to me to be one of the short
comings of the Vojta proponents. Instead of defend
ing the equipped neurophysiological theories, the Vojta 
physiotherapists should have presented the findings 
and more openly discussed the advantages and limi
tations (29). 

C O N C L U S I O N  

Considering that parents in this study have performed 
the Vojta treatment for many years, their experiences 
should be taken into account by the habilitation serv
ices. The parents' understanding and experiences of 
Vojta physiotherapy might therefore enrich the knowl
edge of the professionals in the habilitation services in 
order better to understand the parents' heavy commit
ment to physiotherapy treatment and how to individu
alise treatment to meet the needs and life-worlds of the 
families. The sparseness of research into how parents 
experience physiotherapy and what physiotherapy 
means to the parents may have increased the difficul
ties in assessing the outcome of the efforts of the physi
otherapy services in this respect. 
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Abstract 

The aim of this study was to explore the phenomenon of physiotherapy 

when fathering and mothering a child with impairment. Parents of 22 young 

adults aged between 5 and 25 years were interviewed. A hermeneutic phe

nomenological analysis was carried out in several steps by alternating be

tween individual analysis and reflection; collaborative group analysis and 

continued reflection. The meaning of physiotherapy could be understood by 

three relations: (1) the fathers' and mothers' experiences of their relation to 

the child, (2) their relation to the physiotherapists and (3) their relation to 

the physiotherapy practice. Within each relation a variety of aspects 

emerged. The parents perceived themselves as needed, and perceived that 

the physiotherapy services did not meet the parents' needs. Fathers and 

mothers experienced the lack of support in different ways and physiotherapy 

was taken for granted by almost all parents. 

KEY WORDS: Habilitation services - parent participation - movement dis

orders 

INTRODUCTION 

Physiotherapy for young adults 

Research into the provision of service and parents' views reveals consider

able problems, especially among families of older children with impairment. 

Parents and carers have expressed anxiety at the decreased service level 

when the children become older and by the consequently increasing de

mands on them as carers. Mothers especially have reported more care-giving 

stress than have fathers. The major difficulties reported by the parents were 

the persistent limitations of their personal life opportunities at a time when 
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most parents with 'normal' children experienced freedom from care-giving 

responsibilities (1, 2, 3). 

The physiotherapy services play an important role in the parents' support 

both when the children are younger (4) and when they become older (5). In 

the questionnaire study by Stevenson et al. (2) more than 50 % of the carers 

(mostly mothers) of the 74 young adults aged 15-22 years ranked physio

therapy as the most important service provision for the young persons with 

cerebral palsy. Even i f physiotherapists are held in high esteem, the parents 

show ambivalence about their participation in the home programmes. The 

parents do participate but at the same time they are anxious about the quality 

and quantity of their own involvement. Some parents also want more profes

sional support (6). 

Thomas et al. (7) maintained that young adults should be supported by par

ents and physiotherapists in performing regular physical training in order to 

stimulate their physical independence. They emphasised the importance of 

encouraging the parents to take active part in physiotherapy supervised by 

physiotherapist, due to the fact that young adults in Great Britain lose their 

service from the paediatric habilitation staff at the age of 16 years, and the 

support from physiotherapists decreases. 

Parent participation in physiotherapy 

A large body of research has been concerned with parent training and the 

home programmes of young children (8). The research into parents' experi

ences of participation in physiotherapy is contradictory. Some studies indi

cated that parents felt confident and competent in their role while working 

as "assistant" physiotherapists (6, 9, 10). Some studies indicated that parents 

did not have the time, energy or confidence to implement a therapist-led 

home treatment programme (6, 11). 

Only one study was found on the meaning of parents' experiences of spe

cific physiotherapy services for their children and young adults (12). Nine

teen parents of children aged from 6 to 57 years with mental retardation 

were interviewed. Several parents had been actively involved in physical 

training in co-operation with the physiotherapists. Saetersdal (12) showed 
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that the parents initially entered their role as trainer with joy and trusted the 

physiotherapists' assurances that the physiotherapy could help or even cure. 

Besides the training the physiotherapy was one way for the parents to ap

proach the child, because many parents originally had difficulties with that. 

Gradually the joyful training became a troublesome obligation. If the parents 

refrained from the training and the results were not forthcoming, they took 

the blame upon themselves. I f the children did not gain the skills the parents 

had dreamt of or those which the physiotherapists had promised, the parents 

became resigned. 

Besides the fact that the research into parental participation in physiotherapy 

is focused on the parents of young children, it is often unclear whether the 

fathers are participating (6, 13, 14). 

The habilitation services in the County of Norrbotten had made efforts to get 

the fathers actively involved in the early training of the child since the be

ginning of 1970s, because the training responsibility was considered to be 

too heavy a psychological burden for the mothers to bear alone (15). Eken-

berg and Erikson (16) showed that when both father and mother participated 

in physiotherapy with children aged from 9 to 20 years, they tended to con

tinue with physiotherapy training at a higher rate than when only the mother 

participated in the training. Fifty-one per cent of the children were under

going physiotherapy at the time of the study and these children had been 

receiving physiotherapy almost all their lives. In a comparison study exam

ining the experiences of parent participation in physiotherapy with children 

aged between 1 and 15 years in this northernmost area, and in Gothenburg in 

southwestern Sweden, the physiotherapists' contribution per child was con

siderably greater in Gothenburg than in the County of Norrbotten (17). 

In contrast the contributions of parents and school personnel were greater. 

By contrast to parents in Gothenburg, most of the parents in Norrbotten 

perceived the training amount to be just right, even though the parents' con

tribution in Norrbotten was much greater. Could the parents' more fre

quently shared responsibility for the child's physiotherapy training in 
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Norrbotten be one contributing factor to the differences between Gothen

burg and the County of Norrbotten (17)? 

The question was followed up by an interview study (18) that showed less 

need of regular treatment sessions by the physiotherapists when both father 

and mother were active participants. Instead, the parents wanted regular 

supervision and support from the physiotherapists. In order more openly to 

approach the fathers' and mothers' understanding and needs of physiother

apy services, I decided to continue to analyse the interviews in a phenome

nological way. 

Theoretical framework 

Phenomenology explores the subjects' perspectives on their life world by 

describing the content and the structure of the subjects' consciousness and 

by capturing the qualitative diversity of the subjects' experiences and how 

they shape meaning (19). Phenomenology is primarily a philosophy with 

continental traditions and consists of different schools: (1) the Duquesne 

school guided by Husserl's ideas and focus on description, (2) Heideggerian 

hermeneutics with focus on the interpretation of the phenomena and (3) the 

so-called Dutch school that combines both description and interpretation 

(20) . 

In this study, the Dutch school approach was chosen in accordance with Van 

Manen (21), who is an anthropologically-orientated representative of the 

Dutch school focusing on pedagogic research. He introduced a hermeneutic-

phenomenological approach with the notion that human science research 

could not be separated from the textual practice of writing. Van Manen's 

research method articulates the interrelationship of phenomenology, herme

neutics, semiotics and a research process of textual reflection that contrib

utes to understanding practical action (22, 23). According to van Manen, 

(21) phenomenological research aims to explicate the meanings as we live 

them in our everyday experiences in our life-world and to reflect on the 

experience that has already passed. Phenomenological research does not 

solve problems, because questions regarding meaning cannot be solved, 

merely better understood. The focus in this study is therefore, not on how 
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parents learn to perform the physiotherapy exercises, but how the parents 

have understood this particular learning (21). 

As physiotherapy is considered by the parents to be an important service, 

since parents of older children with unmet needs exhibit considerable prob

lems, and as there is limited research studying the parents of young adults, 

especially as regards fathers' participation, the aim is to explore how the 

phenomenon is experienced when fathering and mothering a child with im

pairment. Therefore the following questions are posed: 

How do the parents comprehend and create meaning from their experienced 

everyday practical concerns regarding physiotherapy training? Does the 

perceived physiotherapy support correspond to the parents' expectations and 

needs? 

M E T H O D O L O G Y 

Research participants 

The parents (15 couples and 7 mothers) of 22 children were interviewed. 

The children were between 15 and 25 years old when the interviews were 

conducted. Twelve were male and ten were female young adults. Nineteen 

of the children had cerebral palsy and 10 of these, in addition, mental retar

dation; two children had spina bifida and one child had neuropathy. The 

parents had been responsible for physiotherapy training for between 5Vi 

years and 22 Vi years, of whom 17 had had the responsibility for more than 

11 years. For fifteen children both parents had shared the responsibility for 

the physiotherapy. Seven mothers had had sole responsibility. The support 

from physiotherapists decreased when the children were between 7 and 16 

years old. Four of the young adults had moved from the parental home, two 

to independent living and two to special group accommodation at the time 

when the interviews were carried out. The parents of two young adults con

sidered that their children did not need physiotherapy. Seven totally depend

ent young adults lived at home with their parents, who still experienced 

responsibility for their child's physiotherapy. 
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The interviews 

The recorded dialogue of each the 22 interviews was transcribed verbatim. 

A semi-structured interview guide provided a general framework and in

cluded exploratory questions. The interview guide was focused on five 

themes (18): (1) the child and the disorder, (2) the child and the physiother

apy, (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. 

Analysis of the interviews 

According to the phenomenological hermeneutic analysis (21) the parents' 

lived experience has a temporal structure and can never be understood di

rectly but only reflectively as past presence. The parents' experiences were 

long-term and past experiences of parenting a child with physiotherapy 

training. Van Manen (21) considered that it is important to reflect and try to 

understand those things which are inclined be obscure and intelligible. One 

way van Manen (21) suggested was to interpret the text together with other 

researchers. Therefore the hermeneutic phenomenological analysis was car

ried out in several steps by alternating between individual analysis and re

flection as well as between collaborative group analysis and reflection. 

The design below illustrates the systematic attempt to reveal and describe 

structures of the parents' experiences of physiotherapy when fathering and 

mothering a child with disability. 

1) The 22 interviews were reworked and reconstructed in accordance the 

parents' life accounts. 

2) Case analysis of one parents' life story in a qualitative research seminar 

group 

3) Hermeneutic-phenomenological reflection on the parents' accounts in a 

seminar group with 12 persons of parents of abled and disabled children of 

different ages. 

4) Uncovering structural and thematic aspects 

5) Collaborative reflection over the identified themes of the phenomenon 

physiotherapy together with paediatric physiotherapists 

6) Isolating thematic statements by lifting appropriate phrases from the 

themes. 
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The six phases of the interview analysis of the phenomenon of physiother

apy when fathering and mothering a child with impairment, resulted finally 

in the emergence of three relations which occur in order of precedence. 

T H E E M E R G E N T S T R U C T U R E OF T H R E E R E L A T I O N S 

In this way the analysis of the parents' stories indicated that the meaning of 

physiotherapy could be understood by three relations, which are essential to 

the parents' lived experience of physiotherapy. The parents' perceptions of 

their relation to the child (1) precede their relation to the physiotherapists 

(2). The child's movement disorder was the reason why the parents got in 

touch with the physiotherapists. The physiotherapists guided the parents in 

how to carry out physiotherapy and through this the parents encountered 

physiotherapy practice (3). 

The collaborative group analysis and textual reflection contributed to the 

following understanding that 

• physiotherapists seemed to confirm parents' training input as being right 

and adequate 

• physiotherapists gave the parents great latitude without sufficient support 

• the lack of support from the physiotherapists together with the lack of 

improved mobility skills created uncertainty among the parents as to how 

much they were expected to train. The uncertainty was expressed as a 

bad conscience, especially among the mothers 

• the meaning of physiotherapy could be understood as making amends for 

the frustration that parents experience, when the child's disorder is in

curable. 

According to the collaborative group analysis and textual reflection with 

researchers, parents and paediatric physiotherapists, the discovered aspects 

reflected experiences within the parents' relation towards the physiothera

pists, and the parents' relation towards physiotherapy practice. 
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Each of the three relations is presented separately. Illustrative quotes from 

the fathers and mothers precede the aspects which highlight the relation. The 

quotes illustrating the aspects are then described and further elaborated. 

1. fathers' and mothers' experiences focused on their relation to the 

child 

The meaning of the fathers' and the mothers' physiotherapy experience was 

that the child was in need of the parents and that the parents perceived them

selves as needed. 

The child needs us and we are needed... 

I took leave from my work and later I resigned. I had a permanent and good job as a 

foreman. However, we agreed that I should stay at home so my wife could work 

outside the home... At home it is the mixture of daily life, exercises and physiother

apy. We consider that a human being is not a parcel. There must be security at home, 

which our daughter has... (the father of a 19-year-old daughter with spastic diple-

gia/developmental disorder, and with 17 years' experience of physiotherapy train

ing). 

It has been important to me to give him everything I could for his future. Free days 

and nights since he was born I can count on the fingers of one hand... Perhaps it 

would have been different if my husband had participated in the physiotherapy. It 

only turned out this way because I stayed at home (the mother of a 21-year-old son 

with spastic diplegia, and with 19 years' experience of physiotherapy training). 

The mothers adjusted their lives to the child's need by staying at home at 

least part-time when the children were small, which was not so unexpected. 

However, more unexpected was the fact that that almost all of the 15 inter

viewed fathers expressed how they adjusted their lives to the child's need by 

giving priority to the child even over their jobs. In spite of the fathers' ad

justment to the child, the mothers themselves took chief responsibility for 

the child. 

120 



2. fathers' and mothers' experiences focused on their relation to the 

physiotherapists 

After many years' experience of the physiotherapy training, the parents' 

relation to the physiotherapists became central. The most essential aspects 

when the parents reflected upon their relations with the physiotherapists, 

were the lack of support and service. This lack was expressed as a desire to 

have the physiotherapist check on the parents' training, and as a feeling of 

being deserted when the children grew older. 

We want be to checked and confirmed as capable... 

The physiotherapists wanted us to do the physiotherapy. We asked for more infor

mation. You did not know i f you were doing it right. We should have got the oppor

tunity to learn the exercises for a week - a single day was too little. Your own obser

vations were not worth much ... (the father of an 18-year-old son with spastic diple

gia, and with 17 years' experience of physiotherapy training). 

The physiotherapists should check how the parents are performing the exercises and 

not only demonstrate and tell them how to carry them out. Otherwise it is very dif f i 

cult to carry them out correctly ... I 'm afraid I might do something wrong. I try to do 

what I know I 'm able to do.. .1 have been told to do it in the right way... I do it in the 

right way but I reflect sometimes whether I am doing in the right way. I do as the 

physiotherapist says, however I do it in different way too... I wanted the physio

therapists to visit and check up in order to know if it was better or worse. I wanted to 

know i f I was working in the right way.. .(the mother of a 23-year-old daughter with 

spastic tetraplegia/developmental disorder, and with 20 years' experience of physio

therapy training). 

The insufficient support made the parents uncertain of how to perform the 

exercises in the right way. The fathers directed their uncertainty towards the 

physiotherapists and criticised the physiotherapists' supervision. They 

questioned being given the responsibility of doing the exercises without 

receiving opportunities to agree/disagree or make decisions regarding the 

training. The mothers directed their uncertainty towards themselves by 

making efforts to do the training in accordance with the physiotherapists' 

instruction in qjright way. Nevertheless the mothers were uncertain i f they 
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did the exercises in the right way and wanted the physiotherapists to confirm 

that they were doing things right. Thus the fathers and mothers created 

meaning in different ways that were manifested in different strategies in 

their relation to the physiotherapists. 

Why do the physiotherapists keep away from the older children? 

You receive more physiotherapy when you are young. After that, the physiothera

pists have not worked with physiotherapy. One physiotherapist did not touch our 

daughter at all...(the father of a 19-year-old daughter with spastic diplegia, and with 

17 years' experience of physiotherapy training). 

After discharge from the paediatric habilitation service there was nothing. It depends 

on whether the physiotherapists are interested in our children (the mother of a 25-

year-old son with spina bifida, and with 22 years' experience of physiotherapy 

training). 

Both fathers and mothers reflected upon why the physiotherapists kept away 

from the older children. They tried to understand why. The fathers directed 

their understanding towards the physiotherapists' choice of children de

pending on something measurable, for example on the child's age. The 

mothers tried to understand it as something relational, for example whether 

their older children are of interest to physiotherapists. 

3) fathers' and mothers' experiences focused on the physiotherapy 

practice 

For all parents but two, physiotherapy was a matter of course. About half of 

the mothers, who did not share the training responsibility with their hus

bands, expressed that the demands for taking responsibility for physiother

apy had given them a bad conscience. The other half of the mothers, who 

shared the responsibility with their husbands, expressed a joy in physiother

apy as a functional activity. 

122 



Physiotherapy is a matter of course... 

Without physiotherapy I don't know what the boy would look like... He became 

suppler in his muscles. I should have done more from the age of 10 ...(the father of 

24-year-old son with spastic diplegia, and with 14 years' experience of physiother

apy training). 

Now I am worried about the small amount of physiotherapy... you have a bad con

science when not carrying out physiotherapy (the mother of a 17-year-old daughter 

with spastic diplegia, and with 15 years' experience of physiotherapy training). 

Only two parents (one father and one mother) questioned the importance of 

physiotherapy practice. For all the other parents the physiotherapy training 

of the child was taken for granted. 

Demands to carry out physiotherapy training create a bad conscience 

My desire is that children should have physiotherapy every day...not me doing it but 

somebody who is able to do it. You have a bad conscience all the time (the mother of 

22-year-old son with/developmental disorder, and with 20 years' experience of 

physiotherapy training). 

The perceived focus on the training demands created the feeling of a bad 

conscience and a sense of inadequacy in about half of the mothers, mostly 

those mothers who did not share the responsibility with their husbands. The 

mothers wished to transfer the responsibility back to the physiotherapists, 

whom they considered more skilled in carrying out the exercises. The moth

ers did not question the physiotherapy training itself, they merely wanted to 

be relieved of the training responsibility. 

Physiotherapy is functional, useful and enjoyable activities 

The prevention of contractures makes him relaxed, the same as with swimming and 

horse riding. He gets warm and better circulation. There is a joy in that (the mother 

of a 16-year-old son with cerebral palsy/developmental disorder, and with 15 years' 

experience of physiotherapy training). 

The mothers who mostly shared the responsibility with their husbands went 

on doing those exercises and training that the children enjoyed in meaning-
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ful situations and contexts. They had experienced and performed the "right" 

exercises with hopes of results and realised that functional, useful and en

joyable activities are beneficial to their young adults. When the improve

ment failed to appear they changed the focus for physiotherapy to functional 

and enjoyable activities. 

DISCUSSION 

This study involved parents, fifteen couples and seven mothers of 22 chil

dren aged between 15 and 25 years with to date 5 to 22 years' commitment 

to their children's physiotherapy training in the northernmost county in 

Sweden, Norrbotten. According to the phenomenological analysis, the par

ents' experiences of physiotherapy could be understood by three relations: 

(1) fathers' and mothers' relation to the child, (2) fathers and mothers' rela

tion to the physiotherapists and (3) the fathers' and mothers' relation to 

physiotherapy practice. From the three relations, different aspects were dis

cerned, essential to the parents' lived experience of physiotherapy. 

The aspects within the fathers' and mothers' relation to the child were fo

cused on the child's need and characterised in such way that the parents 

experienced to be needed by their children. The fact that all the mothers 

adjusted to the children's need was not unexpected. More unexpected was 

that all the 15 interviewed fathers adjusted to their children's needs in dif

ferent ways. 

The efforts of the habilitation services during 1970s and 1980s to get the 

fathers actively involved in the early training of the child may have influ

enced the fathers' corrLmitment to their children's physiotherapy (14, 17). 

Davis and May (24) argued that efforts must be made to change the accepted 

social notion that fathers are not expected to play a major role towards their 

children. That change in the fathers' role had already occurred in the begin

ning of the 1980s in this northernmost area. At present, parental benefits 

encourage both fathers and mothers in Sweden to take parental leave from 

work for up to Yh years. As of 1995, at least one month must be used by the 

other parent and is not transferable to the other parent (25). Since 1974, 

fathers in addition have had opportunities for parental leave, and from the 
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1980s the opportunities improved with more time for parental leave. When 

this parent group had young children, parents in Sweden did not have the 

opportunity for parental leave that they have today. Yet 56 per cent of the 

fathers in this northernmost area were present at the commencement of 

physiotherapy training, compared with 21 per cent of the fathers in Gothen

burg (17). 

The fathers' and mothers' perceptions of their relation to the physiothera

pists indicated that the parents' needs did not correspond with their per

ceived support from the physiotherapists. Both fathers and mothers wanted 

to be checked and confirmed as capable to do the right training. The fathers 

put the main blame for their uncertainty as to how to do the exercises upon 

the lack of support from the physiotherapists. In contrast, the mothers solely 

responsible for the physiotherapy training blamed themselves when feeling 

uncertain and inadequate about the training. The mothers expressed similar 

perceptions to those presented by the parents in Saeterdal's study (12), 

namely, blaming themselves. The results in this study agree with the find

ings in Carlstedt and Forssén's doctoral thesis (26): mothers blamed them

selves if they had not taken the responsibility for their children, and this was 

often contributed to or caused by the attitudes of the health care personnel. 

Holm (27) argued that fathering and mothering are perceived in different 

ways, depending on different expectations defined by the society. The fa

thers' and mothers' different strategies could be interpreted as the fathers 

being permitted to call for better support and mothers not being permitted to 

call for better support. I consider that the fathers' active participation is im

portant not only for the child, the mother and the family, but also for the 

habilitation services, by making demands for better information and service 

from the physiotherapists. The fathers' could become the bridge builder 

between the mothers and the professionals, who are mostly women. In our 

society different demands are made upon males and females respectively 

(27). As indicated in this study, the fathers were permitted to make demands 

for support. This helped the mothers who shared the physiotherapy respon

sibility with their husbands to make demands for support and not blame 

themselves. Therefore it is important that physiotherapists pay attention to 

the fathers' need to be involved in the habilitation services and to how they 

125 



receive and treat fathers and mothers. Ross and Thomson (6) also reported 

on parents' uncertainty as to the quality and quantity of their involvement in 

physiotherapy. 

The fathers' and mothers' understanding differed also as regards the expla

nation why physiotherapists kept away from older children. For the fathers, 

the physiotherapists' choice was concrete and could for example depend on 

the child's age. Mothers interpreted the physiotherapists' absence as a rela

tional issue that might depend on the physiotherapists' lack of interest in the 

older children. The reason why the paediatric physiotherapists keep away 

from the older children according to Alinder, Johansson and Samuelsson 

(28) is because the most important gains with physiotherapy are made dur

ing early childhood and the need for physiotherapy is limited for young 

adults with disability. In contrast to the physiotherapists' opinion, there is a 

great demand for physiotherapy service from the parents/carers and the 

young adults who express anxiety about deterioration in bodily ability when 

the treatment is discontinued (2, 5, 29). 

Within the fathers' and mothers' relation to physiotherapy practice, the 

physiotherapy practice was considered a matter of course. Only parents of 

two children declared that their child had received enough physiotherapy. In 

Hinojosa's study (11) all the participating mothers seemed to believe that 

the more therapy the better. He asked i f this belief is conveyed from the 

therapist to the mothers. According to the parents' experiences in this study 

and my own experiences as physiotherapist in the habilitation field, I am 

inclined to believe that the notion of the more movement exercises the bet

ter for child, was conveyed from the therapists. 

For about half of the mothers' and mostly those who did not share the 

physiotherapy responsibility with their husbands, the training became a bur

den which gave them a bad conscience. They wanted to return the responsi

bility to the physiotherapists. When sharing the responsibility with their 

husbands the physiotherapy could become a joyful experience for the moth

ers. By actively involving others, in this example the fathers, the chances of 

adding new perspectives to the meaning of physiotherapy are increased. 
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Even i f physiotherapy scientifically indicates lacking efficacy (30), this and 

other studies showed that parental demand for physiotherapy is high. Not 

even the parents' belief in efficacy was an influencing factor in continuing 

or discontinuing physiotherapy (16). Therefore, new perspectives are needed 

towards the ways professionals try to handle the parents' understanding of 

physiotherapy. Rosenbaum (31) suggested that researchers should cross-link 

with professionals from other disciplines to increase new conceptualisation. 

In this study, reflections in a seminar group on the meaning of physiotherapy 

were cross-linked with parents of outsider and insider experiences of im

pairment and also with professionals from different fields and also profes

sionals outside the health-care field. 

Another interpretation was suggested: the physiotherapists gave the parents 

great freedom without enough support. The sparse support together with 

absent improvements created uncertainty among the parents concerning how 

much they were expected to train. This uncertainty was expressed as a bad 

conscience, especially among the mothers. These mothers desired to be re

lieved of the training responsibility. They expressed their feelings of inade

quacy, and their frustration at not meeting the physiotherapists' expectations 

regarding the training. 

The meaning of physiotherapy according to the six phases of the analysis 

could be understood as making amends for the frustration parents experi

ence when the child's disorder is incurable. In that case, from where does 

the parents' frustration emerge? Could the parents' frustration be an expres

sion of the perceived failure of the habilitation services to offer services that 

correspond to the parents' expectations? The uncertainty, especially among 

the mothers in this study, was expressed as a bad conscience. It may be 

questionable whether the habilitation services are acting ethically satisfac

tory when tacitly they give the impression to the parents that it is good to 

continue the training as a matter of course. Considering the heavy burden 

physiotherapy training implicates to the parents, and considering the well-

being of the mothers, it is important for the professionals concerned to be 

aware of the consequences of such indirect messages. One way to support 

the parents in limiting the demands could be to clarify the goals for the 

services, which most sectors of health care have done poorly (32). 
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CONCLUSION 

The fathers' active participation in the physiotherapy services from the out

set seemed to help the mothers to handle the demands for training from the 

physiotherapists. Physiotherapists therefore should pay attention to the dif

ferences between fathers' and mothers' expectations, and to the demands on 

their parental roles when participating in their child's training. The parents' 

understanding and experiences indicated that the meaning of physiotherapy 

is of a complex nature. The lack of research into and knowledge of how 

physiotherapy is experienced and what physiotherapy means to the parents 

may have influenced the difficulties to design the physiotherapy services in 

accordance with the families' needs. 
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Life is bearable - not in the sense that we can bear it, 
as we bear a burden which weighs us down, 
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- as in the living with hope. 
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