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Abstract Intensive professional testing of children with

disabilities is becoming increasingly prominent within the

field of children’s rehabilitation. In this paper we question

the high quality ascribed to standardized assessment pro-

cedures. We explore testing practices using a hermeneutic-

phenomenological approach analyzing data from interviews

and participant observations among 20 children with dis-

abilities and their parents. All the participating children

have extensive experience from being tested. This study

reveals that the practices of testing have certain limitations

when confronted with the lived experience of those who are

being tested. Testing seems to transmit the experts’ view of

what is important, correct and admirable, and the way in

which an individual child fulfills such requirements and fits

in with the predetermined standard. Regular testing may

result in insecurity on the part of the tested individual, and

possibly to a lack of confidence in their body and the way it

functions. For the individual being tested the meaning of

testing is primarily related to passing or not passing the test

requirements. Given the meaning of testing, children with

disabilities may experience repeated testing as an ordeal

that they are expected to put up with. By illuminating the

experiences of the ones exposed to testing, this paper offers

new insight for professionals to gauge more accurately the

quality of contemporary testing practice.
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Introduction

‘We live in testing times, but we need not be at the mercy

of them’ (Stobart 2008, p. 186).

In the western world, we ‘‘live in testing times’’

according to Gordon Stobart (2008). The culture of testing

is particularly evident in the field of rehabilitation, in which

standardized outcome measures occupy a preferential and

significant position (McCaffery 1996; Turner 1996; Keith

1993; Helders et al. 1999). Standardized outcome measures

are considered to be a key part of children’s rehabilitation

programs and are associated with quality in clinical deci-

sion processes and in research (Law et al. 1999).1 Even

though high quality and the use of tests are connected in

clinical decision processes and in research, Stobart’s

(2008) characterization of contemporary time as ‘‘testing

times’’ holds a critical tone. He raises the question, how

does testing practice affect the test participants? What is it

like for persons to undergo regular testing procedures

during life, and in particular how do they affect children?

Put differently, how does the current attention directed

towards children’s bodies and their (dis)functioning affect

the children themselves? Such questions are raised by
W. S. Bjorbækmo (&)

Institute of Health and Society, Department of Nursing

and Health Sciences, Norwegian School of Sport Sciences,

University of Oslo, P.O. Box 1153, Blindern, 0318 Oslo, Norway

e-mail: w.s.bjorbakmo@medisin.uio.no

G. H. Engelsrud

Institute of Nursing and Health Sciences, Section for Health

Sciences, University of Oslo, P.O. Box 1153, Blindern,

0318 Oslo, Norway

1 One example of this trend is the development of All about Outcomes

(Law et al. 1999), a self-directed multimedia software program for

practitioners in pediatric habilitation. The CD-ROM includes infor-
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designers state that use of standardized assessment contributes to high

quality in children’s rehabilitation services. The use of standardized

assessment is also recommended and promoted by the Norwegian

health authorities and in health legislation.

123

Med Health Care and Philos (2011) 14:123–131

DOI 10.1007/s11019-010-9254-3



researchers such as Petra Kuppers (2005), James Overboe

(1999) and Karel Mulderij (2000). Undoubtedly, tests and

test procedures are based on assumptions, interpretations

and theoretical approaches to children’s bodies and the way

they function, as Alison James2 (James 2000, p. 21) writes:

[] children’s bodies [and minds] have been and con-

tinue to be the medium through which the passage of

time in the early part of an individual’s life course is

charted and judged. [This is] Particularly apparent in

health, welfare and educational fields, []. It would be

surprising, then, if children’s understanding and

experiencing of their bodies did not reflect this

insistent attention to bodily change which they

encounter in their everyday lives.

In line with the above-mentioned researchers, our aim in

this paper is to examine testing practice from the first person

perspective of people with extensive and varied experience

of participating in testing. In the paper we explore these

experiences in order to question the inordinate trust placed

in the results of standardized outcome testing. By this we

hope to shed light on some of the less-seen and more subtle

‘‘outcomes’’ of testing. As little research has been done on

the actual experiences of persons with disabilities who

regularly participate in testing, this paper will contribute

with new and important knowledge.3

Critical perspectives on testing

As stated in the introduction, our intention is to examine the

experiences of people who are regularly exposed to testing

procedures and the effects of those procedures. Stobart4

(Stobart 2008) has pointed out that there are fluid transitions

between the concepts ‘‘examination’’, ‘‘test’’, ‘‘assessment’’,

etc., both within cultures and between cultures and countries.

He also describes testing as a social and value-laden activity

in which whatever is being measured is created and shaped

by the test itself. This contention is at odds with the faith in

test outcomes and results mentioned in the introduction.

When Stobart characterizes testing as a ‘‘powerful activity

which shapes how societies, groups and individuals under-

stand themselves’’ (ibid, p. 1) he defines the testing practices

as discourses that are capable of ‘‘making up people’’ (p.

185). He continues to problematize testing as a ‘‘powerful

activity’’ that originated due to a common belief that

examinations are necessarily fair. Even if some people are

excluded from society by not living up to the outcome

standards, the tendency has been for testing practices to be

seen as self-evident and to go unquestioned (ibid, p. 16).

Standardization is based on the idea that to be ‘‘fair’’ means

that everybody should be treated exactly the same. We pro-

pose, however, that this universalized idea should be con-

fronted with situational and individual factors, such as life

history, the person’s own sensitivity, identity and relations,

as well as the social context of assessments. Kuppers

(2005)—a sociologist and a woman who herself has a dis-

ability—characterizes the repeated encounters between

people with disabilities and the health service as ‘‘the med-

ical theater of our time’’. In this theater the role of the indi-

vidual with the disability involves being the object of ‘‘a gaze

that freely roams across the bodies of patients, and only

rarely acknowledges its intrusive and objectifying power’’

(ibid, p. 39). Kuppers points out that individuals with rare or

congenital impairments are among those with the most

extensive and intimate knowledge of this practice. Stobart’s

criticism is even stronger. He argues that current tests and

testing practices can be destructive in their attempt to cross

the boundary of measuring achievement and provide a

measure of the underlying ability that resulted in that

achievement (Stobart 2008, p. 173). He believes that an

ability test ‘‘carries with it a sense of biological determin-

ism’’ (p. 174) since it is understood to reveal some under-

lying, inborn quality of the individual tested. It is this

underlying assumption that is particularly interesting to

activate and explore in our meetings with children and their

parents who have been exposed to testing routines.

Methodology

In order to produce knowledge about the first person

experience with testing we have chosen to take a qualita-

tive (Denzin and Lincoln 2005; Fangen 2008), and more

specifically a phenomenological approach (van Manen

1990; Dahlberg 2006). According to Max van Manen

(1990, p. 5) research is ‘‘a caring act’’ that aims to reveal

2 Alison James takes school photographs as potent images of

childhood as her starting point to explore the ways in which bodily

changes are used as marker of child identity. She offers a theoretical

account of how the temporality of childhood has been and continues

to be mapped onto the body of the child as a process of embodiment.

She uses ethnographic data exploring how children in general

understand and experience their embodiment of time.
3 Most research literature is primarily concerned with the psycho-

metric properties of the various tests, such as validity and reliability.

Studies have also been made on the professional administration and

scoring of tests. Keith and Lipsey (1993) pointed out the lack of

research on the theoretical perspective and rationale of these

instruments and argued that more knowledge in this field would

greatly improve our understanding of what the instruments are able to

measure and our interpretation of the test results.
4 Gordon Stobart is an educationalist and writes about tests and

testing in the context of the educational system. He uses the terms

‘‘pupil’’, ‘‘teacher’’, ‘‘teaching’’, and ‘‘learning’’. When discussing his

ideas in this paper, which deals with children’s rehabilitation, we have

substituted ‘‘patient/child with a disability’’ for pupil, ‘‘health

professional’’ for teacher, ‘‘treatment’’ for teaching, ‘‘treatment

effects’’ or ‘‘change’’ for learning.
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that which is most important or essential to, in this case,

children’s own experience of being tested.

Referring to Fredrik Buytendijk as well as Emmanuel

Levinas, van Manen emphasizes that ‘‘love is foundational

for all knowing of human existents’’(ibid, p. 6). This deep

philosophical insight is of great importance to life in gen-

eral and especially for research and researchers. Working

in children’s rehabilitation and research often involves

meeting people in varying states of vulnerability and

weakness. When meeting children and their parents, we as

researchers feel a moral and ethical responsibility to con-

tribute to what van Manen calls ‘‘the good’’ (ibid, p. 6) of

those children, and also to the good of children with dis-

abilities more generally, through appropriate use of our

actual research. By illuminating the experienced aspects of

being tested, our aim is to broaden the prevailing view and

understanding of the possible benefits, burdens and dam-

ages of testing—aiming at providing a nuanced view on

testing practice in children’s rehabilitation.

Thus our research is, as Norman Denzin and Yvonna

Lincoln (2005, p. 6) write, not ‘‘value-free’’. Qualitative

research and its interpretative practice that aim to make

sense of and elaborate on, for instance the meaning of

being tested, is, as they emphasize, both artistic and

political. In our clinically oriented research we have cre-

ated some space where ‘‘the ones tested’’ have spoken, as

well as those close to them, and in this way we have

contributed to ‘‘mak[ing] their voices heard’’ (ibid, p. 26).

During the interviews we took care to be open to the

children and their parents’ concerns about their experiences

with assessments and testing. Van Manen (1990, p. 11)

states that a phenomenological approach ‘‘is a systematic,

explicit as well as self-critical and intersubjective study of

[the] subject matter. This challenged us, the researchers, to

constantly reflect on the intersubjective processes in all

parts and steps of our research. Van Manen (1990, p. 66)

says that, according to hermeneutic phenomenology, con-

versational interviewing is a process of developing a con-

versational relation with a partner in order to gather

experiential narratives. These conversational narratives aid

the researcher in exploring, for instance, the meaning of

being tested, and act as a resource for developing a richer

and deeper understanding of the actual phenomenon.

We wanted to learn from the children and their parents,

and as Fontana and Frey (2005, p 698) point out, inter-

viewing is not a neutral practice of gathering data about the

experiences of others—rather, it is an active interaction

between the child/parents and the interviewer negotiating

contextually based ‘‘results’’.

Based on these perspectives we have conducted con-

versational interviews with children who have disabilities

that in some way interfere with their mobility, restrict their

movements and/or make them unable to perform certain

movements.5 The focus of the interviews was on the chil-

dren’s experience with movement, physical activity, dif-

ferent treatment and exercise programs and interventions in

their daily life. We began the interviews by asking what the

child was doing just before or at the time of the interview.

Our aim was to give them the opportunity to participate in

shaping the dialogue. The children’s parents were inter-

viewed first; the children were not present during the

interview with their parents. All interviews were mainly

carried out in the child’s home and the child and their

parents decided for themselves whether or not the parents

would be present during the interviews with the children.

Most often the parents were present during the interview

with their child, at least at the beginning. Every interview

was audio recorded and later transcribed into written text.

The material includes interviews with 20 children (seven

girls and 13 boys, aged between four and 12 years) and

their parents. We also interviewed a man in his fifties who

since childhood had suffered from a chronic condition that

interfered with his functioning in daily life. The partici-

pants were recruited from two hospitals, one at a county

and the other at a national level. All those who gave a

positive response received written information with a

consent form to be completed.

All the children in our project act or move a bit differ-

ently from ‘‘normal’’ children. Several of them use a

walking aid and/or a wheelchair. Nine children have a

neurological diagnosis,6 while 11 children have extensive

scarring on their chests from heart surgery. These latter 11

children’s disabilities are not immediately apparent.7 A

relatively short time before being included in the present

study, these children with severe heart conditions had

participated in motor function tests as part of a larger

research project8. Although the participants’ disabilities

were different, all 20 children had extensive experience of

follow-up examinations where they had to undergo a

number of tests, including motor function tests. Both par-

ents and children were interviewed in order to record dif-

ferent perspectives, since children communicate their

experience in different ways than adults.

5 Before carrying out the project, approval was attained from

Regional Committee of Medical Research Ethics.
6 Five of the children were diagnosed as having cerebral palsy, two

were diagnosed having spina bifida and two were diagnosed having

hereditary spastic paraplegia
7 All these children had undergone a surgical repair with multiple and

complex corrections within the first year of life. Patients with simple

and moderate defects, such as single arterial septal defect, ventricular

septal defect, coarctation of aorta, aortic valve stenosis, and pulmonic

stenosis, were excluded.
8 The authors of this article were present as observers at the testing of

two of these children, as well as the testing of several children who

were not included in this study.
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Thus, we gained first-person perspectives on testing

from children, parents and the adult living with a chronic

health condition. The empirical material is rich and gives

insight into the life-world of those who are affected by the

‘‘testing times’’, as Stobart puts it. In our analysis of the

material we have based our work on van Manen’s (1990, p.

79) descriptions of thematic analysis as a process of

insightful invention and disclosure aimed at grasping the-

matic understandings and meaning, in this case, the

meaning of being tested. Additionally we are inspired by

the sociologist Fangen (2008) different degrees of inter-

pretation of empirical material. She presents a graded

interpretation process consisting of the researcher’s

immediate impression of what the participant has said and/

or done, and the participant’s own interpretation of her or

his experience. Then she tries to illuminate the unconscious

processes, ideologies, power relations and other factors that

might be relevant to understanding the first-person per-

spective in an extended context. In the words of Denzin

and Lincoln (2005, p. 6), by using different perspectives in

this paper we can be seen as ‘‘bricoleur theorists’’ working

between and within different perspectives.

Experiences of testing

We will now present four excerpts from the material. These

four excerpts and their varying perspectives shed more light

upon the impact of testing than one alone could do. The

excerpts are chosen because they illuminate some of the

nuances and differences in the interviewees’ experience of

‘‘being tested’’ that we have revealed and uncovered in the

interviews as a whole. We start with excerpts from inter-

views with the children Maria and Marcus, then with John,

the adult with a congenital chronic condition, and lastly

with Greta, who is the mother of a girl named Susanne who

has a disability that interferes with her movement.

Maria was 10 years old and Marcus eight when we

spoke to them. Both children belonged to the group with

less apparent disabilities, but the disabilities influenced or

hampered their movements during play and other activities.

The excerpts from their interviews, and the way they

expressed themselves, are typical of the main varieties of

ways all the children talked about medical examinations,

check-ups, follow-ups and being tested. The childrens’

experiences were similar irrespective of their medical

diagnosis, type of disability and tests.

It’s OK: its fun!

Maria is interviewed at home in the living room, on a

winter afternoon. She sits in an armchair with her legs

curled up under her, and Wenche sits beside her on a corner

of the sofa. Maria’s parents are also present. Coffee, juice

and sandwiches are served. During the conversation

Wenche mentions that she knows Maria has recently been

tested and asks what it was like. Maria looks at Wenche,

cocks her head a little and looks thoughtful for a minute,

and then says: ‘‘OK, fun!’’ ‘‘Fun,’’ repeats Wenche ques-

tioningly, ‘‘You thought it was fun?’’ Maria says nothing,

so Wenche continues: ‘‘Was there anything a bit difficult

about it?’’ ‘‘No,’’ says Maria quickly, without hesitation.

She expressed herself definitely and with certainty about

the test situation. However, Wenche continues, with a more

doubtful tone in her voice; ‘‘You got everything right?’’

Again Maria’s answer was a clear ‘‘Yes’’. The curt, firm

way she speaks cuts off any more questions from Wenche

about testing. Wenche was prepared to talk more about

testing, but the clear bodily and verbal message from

Maria ended the conversation. Wenche interpreted

Maria’s actions as implying that there was nothing more to

be said.

I know I couldn’t keep my balance!

Marcus is also interviewed at home with his family, on a

winter afternoon. Marcus and Wenche sit side by side on a

two-seater sofa, and his parents sit on a three-seater sofa.

During the conversation, Wenche asks Marcus if he can tell

her what it was like being tested, since she knows he has

recently had a test. Marcus hesitates, looks at Wenche and

asks: ‘‘D’you mean hopping on one foot and stuff?’’

Wenche nods and confirms that yes, that’s what she means.

Marcus then says: ‘‘Well, I know I couldn’t keep my bal-

ance when I had to stand on one leg.’’ Wenche immediately

asks: ‘‘You thought it was difficult?’’ Marcus says ‘‘Yes,’’

and goes on: ‘‘I stood—almost had to hold on, and I was

almost falling over all the time.’’ While he is talking he

waves his arms, half stands up and shows how difficult it

was to keep his balance in the test situation. Later during

the interview Marcus explains that he had to first hop on

one leg for a certain distance, and then hop back again on

the other leg. He says: ‘‘But then I couldn’t hop on this leg

[points to the left leg].’’ ‘‘Oh, right,’’ says Wenche, and

continues: ‘‘So you had to hop on the one you couldn’t hop

on?’’ Her voice was inviting. Marcus replies: ‘‘Not if I used

this one [points at the right leg] to get there and this one

[points again to the right leg] to get back.’’ ‘‘No,’’ says

Wenche, watching Marcus, who is now half-lying on one

arm of the sofa and stretching out his legs at a slight angle

so as not to kick her. Wenche was inspired by Marcus’

ways of engaging in the conversation and his practical way

of showing her how it was smart to use the same leg for

hopping both there and back.
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To be able or not able

In the interviews Maria and Marcus talked without hesi-

tation about their experience of being tested. Their con-

versations illuminated the themes of being able or not able

to pass the individual tasks they were required to perform

in the test situation. Maria stated briefly and clearly in her

own way that the test had been OK and fun. She had been

able to do what she was asked. She did not tell any details

about what she had to perform in the test situation. Marcus

on the other hand described a couple of the tasks, and

talked about what he was not able to do.

In spite of the differences, like the other children in the

study, both Maria and Marcus only talked briefly about

their test experience. They did not share Wenche’s interest

in talking extensively about the tests, examinations or

check-ups. Instead, they spoke enthusiastically and in

detail about movement during play, at home and in con-

nection with different leisure activities.

Every year, the same question

John is in his mid-fifties. He was born and still lives with a

chronic condition that affects his mobility and functioning

in daily life. Since John could look back on a long life filled

with testing routines, his experience was close to the crit-

ical voices we already have mentioned from the literature.

During the interview he reflected on all the medical con-

sultations, check-ups and follow-ups he had had to undergo

throughout his life. ‘‘Every year’’, he said, ‘‘there were

these check-ups.’’ Recalling them, he continued: ‘‘Always

the same question: will I get through it this time, will I pass

this time.’’ This was said quietly, with a cautious smile. His

memories of testing experiences were expressed with res-

ignation as well an ironic distance and he made a strong

impression on Wenche.

John’s experiences and choice of words focused on his

own experience of the testing situation as he addressed the

question of passing or not passing the test. The words he used

and the way he talked about this gave the impression of a

sense of insecurity, of being handed over as an object of the

health professionals’ endlessly repeated assessments. He

repeatedly experienced anxiety over whether or not he would

pass the tests. Every year he underwent new tests, always

accompanied by the same insecurity and the same anxiety.

I do not know how I would have felt being regularly

tested

Much of our understanding of testing is gained from the

parents of children with disabilities. We interviewed Greta,

whose daughter Susanne has severe problems with moving

like other children. Her legs often hurt when she has to walk

a lot, and running and climbing are difficult for her. Susanne

herself told us she had been teased by some of the first grade

children, who had imitated the way she walks. But she said

she didn’t care, and explained, ‘‘The first graders haven’t

learned about not bullying yet.’’ Even though the child was

a ‘‘strong’’ one, her mother was insecure about how the

extensive testing influences her daughter.

The interview with Greta took place on a morning in late

spring, while Susanne was at school. One of the main

topics of the interview was all the follow-ups, check-ups,

examinations and tests Susanne has to undergo at regular

intervals. While we were discussing this, Greta said

thoughtfully, ‘‘I don’t know how I would have felt if I was

constantly being examined by new and strange people.

But,’’ she adds, ‘‘Susanne seems to manage all right. She’s

very brave.’’ She then said, ‘‘Still, considering the way

things are, I’m glad it’s Susanne and not her sister who has

the disability.’’ Wenche listened, nodded and said: ‘‘Yes?’’

without a clear understanding of what she had nodded at.

Greta, however, continued to say that Susanne’s sister was

much more sensitive and vulnerable. She wouldn’t have

coped so well. ‘‘No?’’ said Wenche, continuing to try to

follow Greta’s reasoning. Greta thinks carefully a bit, and

then says: ‘‘But maybe Susanne’s just had to be like this.

Maybe she’s got to be brave, get used to it all. She might

not have been like that if…’’ She does not finish the sen-

tence, which remains hanging in the air. She and Wenche

talk about how, in addition to suffering from the disability,

these children have to undergo repeated routine examina-

tions and treatments that other children do not need, and

that this affects them more than they are able to express.

To be brave: to have to be brave

Greta’s reflections indicated that following her daughter

through testing practices has had an emotional effect on her

relationship with her daughter. She also thought Susanne

was affected by the testing. Greta first described Susanne as

brave, braver than her sister. She then reconsidered and

wondered whether the fact was not that she was braver but

that she had become braver. Become braver in order to be

able to cope with the repeated testing and examination

situations in which her skills are put on trial, often by

professional people she has never met before.

Testing and the experience of passing or not passing

In this part of the paper we discuss the subjects’ experience

of being tested as reported above in the light of
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phenomenological theories and the critical perspectives on

testing that have already been presented.

Testing: a procedure with bodily affections

Drawing on the theories of the philosopher Maurice Mer-

leau-Ponty (2005) and the philosopher and ecologist David

Abram (2005), we can understand the experiences related

by Maria, Marcus, John and Greta as fundamentally

affective, rooted in the dimension of sensory experience

and born of the body’s ability to attune to other bodies and

landscapes. According to Merleau-Ponty and Abram, the

individual being tested will be aware, often before a word

has been said or the test results are available, of how their

movements and performance have been assessed. The

experiences of Maria, Marcus and John indicate that, dur-

ing the testing, they had noted how their performance was

assessed by the tester. All of them had experiences of what

it is like to be aware of, in Merleau-Ponty’s words ‘‘being

my body for me and my body for others’’ (Merleau-Ponty

2005, p. 122).

In the case of the children, they are not able to articulate

how ‘‘being a body for others’’ is affecting them emo-

tionally, as John is able to. However, they have to ‘‘face’’

whether they do or do not meet the test requirements in

relation to a particular standard of performance. They are

aware that they are being judged. They are also aware of

whether they have been assessed as having passed or not

passed. Passing is what occupies them in their verbal

expressions and the chance that they might not pass makes

them feel insecure.

From the perspective of the health professionals, as

indicated in the literature (Turner 1996), testing movement

means investigating various aspects of the child’s ‘‘motor

functioning’’ in order to describe, compare and or predict

or foresee the possible development of a child. However,

‘‘motor functioning’’ plays only a peripheral role in the

life-world of Marcus, Maria and the other children being

tested. From their point of view they are performing in the

test situation in response to what the professional says and

does. They find solutions to the tasks they are specifically

asked to perform in the situation in which they find

themselves at the time.

According to Stobart, the fact that Marcus was unable to

hop on the left leg was made into a problem by the test

itself. Marcus himself indicated that hopping was not

necessarily a problem for him. He hopped both there and

back on his right leg.

Tests of motor function may be compared to what Sto-

bart (2008, p. 173) calls ability tests, and as such are

generalized achievement tests. Marcus’s creative solution

to the problem, hopping both ways on the same leg, does

not count as a solution if the test requires his hopping skills

on the left as well as the right leg to be assessed. In Mar-

cus’s case, what are being measured are not his general

hopping skills. On the contrary, according to Stobart the

requirement of the test, in which a one-legged hopping skill

must apply to both legs, seems to be based on a theory that

measuring individual skills will indicate an underlying

ability, impairment or disability that shapes the child’s

performance of the required task. It is also important to

note that, for the individual being tested, there is a risk of

seeing oneself with the gaze of the tester or of the test

itself. Thus the question is, how does it affect an individual

to be seen as someone at risk of failing to pass the test?

To embody the gaze of the other

According to Kuppers (2005), one of the main features of

being tested is being exposed to the gaze of the tester.

According to Leder (1990, p. 94), such a gaze may have

two results; either the subjectivity of one of the individuals

forces the other into the position of object, or coexistence

and cooperation prevail between several subjects, a coex-

isting subjectivity. Leder calls the first situation a ‘‘dys-

appearance’’ of the body, and the second situation a ‘‘dis-

appearance’’ of the body.

For Marcus, what he was unable to perform in the test

situation was extremely clear and seemed to be the primary

feature of his experience. For Maria on the other hand, the

experience of passing the test was the primary feature. The

way she talked about being tested, describing it as ‘‘OK’’

and ‘‘fun’’, may indicate the same feeling of relief at

passing that John talked about. Relief at having passed may

therefore be the primary feature of her experience of being

tested. In John’s case the primary features of testing were a

constantly recurring tension and a sense of insecurity about

passing or not passing. One source of John’s tension and

insecurity could be the possibility that the health profes-

sionals would discover something he was not aware of,

something dangerous about his body or its functioning that

he did not know about, but that the professionals, with their

expertise and technology, might reveal.

Since the gaze of the tester and the test is inherent in the

testing situation as a whole, dys-appearance is likely to

arise (Leder 1990, p 98). As we have already indicated, this

could make the individual being tested especially and

explicitly aware of their own body and its ability to func-

tion, as the body itself becomes the object of both the test

and the patient’s own attentive assessment of themselves.

By the way in which he expressed himself, John indi-

cated that his primary experience when he was tested was

the feeling of being observed. Others feel that the test

emphasizes that they do not function or perform as

expected by the professionals. Like Leder, we believe that

this gives the individual a feeling of being regarded as an
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alienated Other. For Marcus, what he could not do became

a distinctive aspect of his character, not only in the eyes of

the tester, but in his own eyes as well. This interpretation

and this feeling remained with him afterwards. The danger

here is that the tested individual identifies primarily with

the inability to perform a task, and that for them the main

feature of the testing is to show what cannot be done.

Being tested can mean being exposed to the risk that

something one does not know or cannot do will reveal to

oneself and to others a previously undetected weakness.

Such an interpretation may become fixed if the experienced

categories of passing or not passing are used and main-

tained in repeated test situations. Through such an inter-

pretation and use of concepts, the tested individual may

experience a strong feeling of relief at passing, but not

passing would then arouse a correspondingly strong sense

of disappointment.

Maria’s use of the words ‘‘OK’’ and ‘‘fun’’ to describe

her experience of being tested raises the question of what

‘‘fun’’ refers to. Was it the individual tasks of the test that

were fun? Was it the situation itself? Or was it fun being a

person who passed the tests? On the other hand, by not

mentioning any of the tasks in the test, and not saying

anything about how she tackled them or anything about the

test situation itself, Maria does reveal something about her

experience. Not saying anything also has a meaning.

Silence may indicate that the individual passing the test

does not see any meaning or significance attached to the

testing other than the fact that they have passed.

Like Stobart, James (2000) focuses on the idea that

children’s self-understanding and sense of identity are

created and shaped in an interaction between the social and

the cultural interests in their bodies, and that testing is an

expression of this. However, she points out that children are

not passive recipients of cultural theories and ideas about

what the body should be like, but that they themselves are

‘‘engaged in particular forms of body work’’ and thus take

part in creating these theories and ideas (James 2000, p. 30).

Children’s ‘‘body work’’ relies on looking at the bodies

of others and using this information to judge the status of

their own body. The body work also includes making their

own body look as if it were another kind of body (ibid, p.

34). She illustrates the latter point by describing the

classroom situation, where

children who wish to gain favor from their teachers

straighten their backs, fold their arms, look straight

ahead and sit still: they present their bodies for view

as if they are the bodies of those who are orderly and

well behaved. These are the same bodies that in the

playground must be made to look as if they can run

fast, jump high, fight well, skip quickly or strut

boastfully (James 2000, p. 34).

James explains that the as if activity is about bodily

negotiation (James 2000, p. 33). Bodily negotiation is

especially marked in children whose bodies do not fit into

the unwritten or unspoken definition of what a body should

be like (ibid, p. 32). For children whose bodies show signs

of illness or disease, this as if activity may involve addi-

tional work and the work of making and masking the body

may become more emotionally intense (ibid, p. 34).

The central position that James attributes to the body in

forming children’s sense of identity and self-understanding

is echoed by Merleau-Ponty’s theoretical approach to the

body as fundamental to existence. He states that: ‘‘The

body is the vehicle of being in the world, and having a

body is, for the living creature, to be intervolved in a

definite environment, to identify oneself with certain pro-

jects and be continually committed to them’’ (Merleau-

Ponty 2005, p. 94). In other words, a human being’s

existence is a bodily, permanently situated existence, and

all experience is bodily experience. Thus, experience is

always personal and at the same time contextual and

relational. In test situations, the personal seems to be at

risk, especially if we take John’s experiences into

consideration.

According to Merleau-Ponty, every meeting between

people, and every situation involving a body or person,

implies an understanding that the individual, others and the

world are fundamentally interwoven and at the same time

delimited. The individual’s existence consists of ‘‘being

given to oneself’’ and finding ‘‘oneself already situated in a

physical and social world’’ (Merleau-Ponty 2005, p. 419).

Karin Dahlberg (2006) points out that Merleau-Ponty is

providing us with ‘‘ontology of adequate evidence of how

the world is in the individual as much as the individual is in

the world’’.

Leder (1990, p. 69) also believes that the body is central

to our existence, but raises the question: ‘‘Why, if human

experience is rooted in the bodily, is the body so often

absent from experience?’’ He points to the unawareness,

the taken-for-granted presence of the body when every-

thing is functioning as usual, so that it disappears. Only in

the case of breakdown or problematic performance do I

‘‘experience to my body, not simply from it’’ (p. 83–84).

He terms this the principle of dys-appearance (p. 84). Dys-

appearance tends to arise when our day-to-day health is

damaged (p. 87). Inspired by the theories of Merleau-

Ponty, Mulderij (2000) has expressed concern that the

increasing tendency towards intensive professional testing

and assessment of the bodies of children with disabilities

means that they risk forming relationships with their bodies

that are directed more outside–in than inside–out. The

result, he says, is children who are dominated by an

objectifying, evaluating point of view directed at their

bodies.
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If we turn back to the writing of Kuppers (2005), we find

a theoretical framework for John’s experience. She writes

that the constantly recurring experience of being tested,

with the accompanying risk that something unknown will

be revealed, may be experienced as a never-ending ordeal.

Testing is an integral part of annual, biannual and other

follow-up routines in children’s rehabilitation programs. In

many cases the person being tested does not know whether

the next follow-up session will involve known tests and/or

known professionals or new tests and/or unknown profes-

sionals. In both cases the individual is on trial again and

again. According to Stobart (2008), the rationale for the

test is always that it should provide information about an

important feature of the individual being tested, for

example the presence or alteration of a skill or a change in

their body and/or functioning. Overboe (1999), a sociolo-

gist and researcher with personal experience of living with

a disability, supports this view and provides the following

insight:

While undergoing a physical examination, the head

orthopedic surgeon told the observing medical stu-

dents that I failed to reach the recovery levels

expected of cerebral palsy patient. I was shattered

because not only was I not ‘normal’ but now I was

judged to be a ‘freak’ among people who experience

cerebral palsy (Overboe 1999: 26).

The experience of not meeting the standard, even of the

cerebral palsy population, was extremely upsetting. He felt

that he was being judged as abnormal twice over, that he

was an outsider even among his own group of people with

cerebral palsy.

To be able to put up with repeated testing

As the material indicates, repeated testing leaves harmful

traces in a person’s way of being, especially their way of

being in contact with the health service. Greta describes

this when talking about her daughter Susanne. Susanne has

become brave; she is able to put up with the recurring

examinations and tests. Being brave and able to put up

with, are words or ideas that are considered to have neg-

ative effect both from Stobart, Kuppers and our informants.

When the parents in our material described their children as

being ‘‘good’’ and ‘‘brave’’, they use these words as a way

of giving honour to the children. They recognized that their

children undergo a lot of pressure as a result of their fre-

quent examinations. John called repeated testing a strain

and an ordeal. The children, however, were all very reticent

about their feelings and did not say explicitly what it was

like being examined or tested. As children they do not have

any comparative perspective and the immediate impression

was that being tested left them indifferent, unaffected and

uninterested. However, we believe that this apparent

indifference may be a way of indicating bravery. In such

cases, ‘‘being brave’’ may be a strategy developed to cope

with the strain of repeated testing, which may function as a

form of self-protection.

One of the questions that arise here is whether the

children, who know that we are health researchers, talk to

us about being tested using language that reflects their

interpretation of testing as a professional practice in which

there are certain expectations about their participation and

behavior. Their own perception of being tested is not

considered to be important in, and is not part of, the

rationale and logic of testing. This could be the reason why

the children did not talk explicitly about what it is like to be

tested. They have undergone the test. They have done what

the adults, both the professionals and their parents, have

asked them to do and thus fulfilled their obligations.

The children’s brevity, and the fact that they treated

testing as a rational means of determining whether or not

they could perform the requested tasks, may indicate that

the children are aware of the point of the tests. They accept

and follow the rules of the game. As Kuppers puts it, the

children have accepted and taken on their role in ‘‘the

medical theatre of our time’’ as the object of the expert’s

inquiring gaze. According to James, living the role of the

tested individual within such a paradigm means performing

‘‘body work’’ with the aim of appearing brave, putting on a

brave mask as if they were brave and unaffected by the

situation. The child has participated, done what was asked,

and put up with it. From this perspective, the children’s

behavior can be interpreted as their efforts to present

themselves to the professionals and to their parents ‘‘as if’’

they are the bodies of people who in this case are brave,

good, and stoically unaffected by testing. In fact, it seems

to boost the children’s self-esteem to be able to put up with

the testing, to overcome the difficulty of participation and

their fear of not passing. The individual’s self-confidence

and view of themself, their body and their ability to

function are at stake. Leder (1990) has pointed out that it

should be taken into account that dys-appearance on the

organic and the social levels may be intertwined and

mutually reinforcing. Thus the widespread practice of

testing as part of children’s habilitation may support and

reinforce the experience of dys-appearance in children with

disabilities.

Final remarks

On the basis of interviews with our informants and our

reflections on their experiences, we, like Stobart, Kuppers,

Mulderij and Overboe, question whether regular testing

may result in greater self-consciousness and insecurity on
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the part of the tested individual and possibly lack of con-

fidence in their body and function. Frequent, continual

testing with the use of standardized outcome measures as

recommended by McCaffery 1996, Turner 1996; Keith

1993, Helders et al. 1999 and Law et al. 1999 is revealed to

have serious flaws when one takes into consideration the

lived experience of those who are exposed to testing.

Frequent testing’s association with high quality health care

must be called into question in light of the feelings of

insecurity and vulnerability that it instills in those being

tested. High quality has a different meaning for those who

undergo testing than it does for the people who are in

charge of children’s rehabilitation programs and clinical

decision processes. Often the consequences of follow-up

programs and other forms of testing can be experienced as

more harmful than is assumed or intended by the health

care professionals who administer them.

Based on our material, we contend that the real purpose

of testing is to test only what the experts view as important,

correct and admirable, and how closely the individual child

can fulfill the requirements of this predetermined standard

or ideal. For the individual being tested, the meaning of

testing is primarily related to passing or not passing the test

requirements. The test makes certain demands, and the

assessment of competence or incompetence is made in

relation to the test standards. Given the symbolic meaning

of the test and the widespread use of testing, children who

are defined as having a disability may experience repeated

testing as an ordeal that they feel they are expected by

others, and also by themselves, to put up with. Insight into

the experience of the tested individual will enable health

professionals to assess more accurately whether their

institutions or their own test practices can be assumed to be

best practice. We have also raised the question of how

much significance can and should be given to tests, testing

and test results at the expense of children’s personal

experience of reality, sense of identity and self-awareness.

It is important that health professionals and researchers in

children’s rehabilitation engage in a serious discussion

about how to balance the possible benefits and harms of

regular testing.
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