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The relationships between quality of life (QoL), participa-
tion, and environment are being studied within a multicen-
tre European study of 8- to 12-year-old children with cerebral
palsy (CP; Study of PARticipation of Children with cerebral
palsy Living in Europe [SPARCLE], www.ncl.ac.uk/sparcle/).
The international group was determined that children with
CP who also had intellectual impairment (IIm) should not be
excluded from the study, but the group realized that there
was little information available on how to assess subjective
QoL in children with IIm. This annotation reviews and discuss-
es the literature on conceptual and methodological issues in
relation to such assessment. 

The meaning of the concept of QoL is much debated. A criti-
cal notion is that there exists an underlying universal standard
of the quality of human life, even though each individual has a
unique perception of the quality of their life, influenced by
their cultural environment, past experience, personal values,
and aspirations. QoL is a multidimensional construct encom-
passing several core domains, generally identified as material
conditions, physical status and functional abilities, social inter-
actions, and emotional well-being.1 Each of these domains can
be considered from objective and subjective perspectives.
Broadly, an objective assessment of QoL focuses on the physi-
cal and social activity and material life conditions of an individ-
ual, whereas a subjective perspective places emphasis on each
individual’s perception of their quality of life. There is now
ample evidence that the relation between objective living

conditions and subjective well-being is weak,2 hence the impor-
tance of assessing both perspectives.

A number of specific issues arise in child QoL assessment
due to age and developmental level. Compared with adults,
children have less experience on which to base their inter-
pretation of events. Their less-developed cognitive skills make
comprehension and articulation of abstract concepts more
difficult and affect their ability to recall behaviour and emo-
tions from defined time periods, as required by most ques-
tionnaires. Furthermore, there is a need for instruments based
on children’s own interests and life values, rather than modi-
fied questionnaires developed by and for adults using adult
conceptualizations of QoL. 

Most recent studies aiming to assess the QoL of children
with CP are mainly concerned with functional assessment of
health status or objective QoL and do not pay specific atten-
tion to the difficulties of subjective assessment in children
with associated IIm.3–5 Only a few explicitly discuss the latter
issue and justify their choice of assessment methods.6–9 All
the studies (except Hodgkinson et al.4) used proxy reports to
evaluate QoL in children with CP, regardless of their intellec-
tual ability.

Subjective QoL in children with IIm (with or without CP)
has not been extensively assessed. A few studies have exam-
ined related subjective dimensions in children with IIm,
such as pain10 or emotional and behavioural problems,11

based on proxy reports. Self-reported fears12 and anxiety13
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were assessed and compared in children with and without
IIm. In both studies, a formal procedure was set up to evalu-
ate the children’s cognitive ability before the assessment
itself. The authors concluded that children with IIm can give
valuable feedback regarding subjective aspects of their life,
and that, consequently, they should be actively consulted
regarding their internal state. 

Methodological considerations for self-report in people with
intellectual impairment
COMPREHENSION, COMMUNICATION SKILLS, AND INTERVIEWING

TECHNIQUES

It is generally agreed that the order in which children without
IIm master various types of question is relatively consistent
(from factual ‘yes–no’ through pictorial and multiple-choice to
abstract open-ended questions) and depends on cognitive
development.14 Similarly, the responsiveness of adults and
children with IIm is a stable, individual behaviour positively
correlated with intelligence quotient (IQ) and highly depen-
dent on the type of question asked.15 Some individuals have
less difficulty dealing with simple formats, such as multiple-
choice questions, than they have when responding to open-
ended questions which require greater cognitive and linguistic
capacities. For instance, ‘yes–no’ and pictorial questions can be
answered non-verbally, by shaking the head or pointing.
However, though closed questions allow high response rates,
open and explorative questions obtain more valid responses.16

Content also influences responsiveness: questions involving
concrete situations usually obtain greater response rates and
more accurate information than abstract questions.15

Questions for children with or without IIm should be kept
as basic as possible, using simple terms and syntax and active
sentence constructions. Comprehension is further facilitated
by keeping to a single core idea per question, rather than ask-
ing children directly to provide comparisons. In terms of
readability, factors such as paragraph length, print size, clarity
of instructions, and attractiveness of layout are important.
QoL questionnaires should be administered in a familiar
environment where the child feels at ease, is not distracted or
under pressure, and is allowed ample completion time. QoL
assessment has frequently been simplified by providing picto-
rial representations of response categories or of analogue
scales (ranging from a very happy to a very sad face).17–20

Pictures engage children’s interest and increase their under-
standing, and, thus, may help to obtain more meaningful
responses. There is evidence that children as young as 4
years of age can provide reliable self-report data using such
devices.21 Furthermore, visual response categories can all be
viewed simultaneously, thereby avoiding premature acquies-
cence to the first of a list of alternatives. 

The responsiveness of people with IIm often depends on
external cues and care must be taken not to influence their
answers by careless interviewing techniques. Antaki and
Rapley22 showed that investigators frequently transform ques-
tions to adapt them to their respondents’ limited cognitive
abilities. One type of question distortion is the tendency to
paraphrase linguistically complex terms, which introduces
interrater variability and may alter the original meaning of the
question. Second, for certain difficult questions, interviewers
may feel the need to ask a preliminary question before com-
ing to the ‘real’ question, which can be confusing for respon-
dents with IIm. Third, questions are often followed by a list of

possible alternatives that the interviewer must enumerate,
the problem being that people with IIm often speak after each
alternative is given and thus give several different answers to
the official question. There may also be conversational dynam-
ics that cause interviewers to distort what they understand to
be the answers to those questions. Where the respondent has
correctly understood the question and answers immediately,
an interviewer who continues to list the other alternatives will
prompt the respondent to believe they have given the ‘wrong’
answer and, thus, change what they have said. Another source
of distortion arises when the respondent replies with terms
other than those stated in the QoL instrument or starts talking
about some apparently irrelevant subject. In both cases, inter-
viewers tend to continue to question the respondent and
often distort the information offered. Antaki23 also found that
interviewers reformulate questions not only to lower the cog-
nitive difficulty of the interview but in such a way as to increase
the probability of the respondent obtaining a higher score.
Although it is unintentional, this attitude goes against respon-
dents’ interests, as they may end up with high QoL scores on
modified unambitious questions which would not be posed
to people without IIm.

FORMAL COMPETENCY EVALUATIONS

Evaluating competency to comprehend and respond to ques-
tions is a difficult but necessary prerequisite of QoL assess-
ment. In a comparative study of subjective QoL judgements of
people with and without IIm,24 interviewers explained the
study procedure to each person before asking them five ques-
tions in order to establish understanding and consent: (1)
What will I be talking to you about?, (2) How many times will I
want to talk to you?, (3) Are there any good things about talking
to me?, (4) Are there any bad things about talking to me?, (5)
What can you do if you decide you don’t want to talk to me any-
more? People who did not respond appropriately to at least
three of these questions were not considered able to partici-
pate. The issue of formal consent is different in the case of
children, as it is the guardian’s legal responsibility to make
this decision for them. However, ensuring that the child
understands and accepts the general process of the QoL eval-
uation is an important way of showing respect and encourag-
ing cooperation. Cummins’ Comprehensive Quality of Life
Scale17 includes a formal pretesting protocol with three graded
tasks designed to determine whether completion of the subjec-
tive axis is likely to be valid. First, the respondent has to order
five wooden cubes according to size. The second task involves
matching cube size to a visual ladder. In both tasks the protocol
starts with two cubes and if the step is successfully completed,
the task difficulty is increased to three then five cubes. Finally,
the person is asked to identify something that is important to
them and rank it on an importance scale (the ladder) in order
to demonstrate their ability to use this scale in an abstract man-
ner. Thus, the participant’s ability to deal with a two-, three-, or
five-step scale to measure importance is determined and the
highest level of complexity successfully reached is adopted for
the whole questionnaire. Only individuals who perform cor-
rectly on all three phases of the pretest are considered able to
proceed with the subjective axis of the questionnaire. The pos-
sibility of adapting the scale complexity of the questionnaire
according to the person’s abilities is potentially problematic
from a methodological point of view. 

Although further research is required for paediatric



populations, this type of competency testing seems an essen-
tial procedure and should make it possible to obtain reliable
and valid assessment for a significant proportion of children
with IIm with sufficient communication skills. However, for
children with profound IIm, proxy report remains the only
realistic alternative. 

Use of proxy reports
DIFFERENCES BETWEEN SUBJECT AND PROXY RATINGS

Various categories of ‘significant others’, such as family mem-
bers, caregivers, and medical staff, have been asked to pro-
vide indirect assessments of a person’s QoL. When proxy
ratings are compared with those provided by the subjects,
the assumption is that the subject is the ‘truest’ source of
information regarding their QoL. Most studies find that rela-
tives and clinicians have a tendency to underestimate a child’s
QoL compared with how the child rates it; also, there seems
to be a lower level of agreement between proxies and chil-
dren when dealing with the more subjective dimensions of
QoL, e.g. social or emotional functioning and psychological
domains, compared with more observable aspects, e.g. phys-
ical activity, functioning, and symptoms.25–30 Men, fathers
(versus mothers), grandparents (versus parents), and older
proxies report fewer chronic health conditions and fewer
accidents.31 Compared with mothers, fathers rate their chil-
dren as having fewer behavioural or psychiatric problems;32

in addition, mothers (but not fathers) who rate their own
health as poor also tend to rate their child’s QoL as poor.33

Stancliffe34 studied agreement between self-reports and
caregiver proxy responses in 63 adults with IIm; he found
substantial positive correlations and no significant difference
between self and caregiver reports. However, a recent study
of 93 adults with mild or moderate IIm showed that though
the life-satisfaction reports of residents and caregivers were
positively correlated, caregiver ratings were significantly high-
er than subject ratings.20 As no such divergence was found
between parents’ and subjects’ reports, it was suggested that
parents should be selected in preference to caregivers when
assessing life satisfaction. 

One study reports that the level of concordance between
child and proxy ratings of QoL tends to diminish with
decreasing health status of the child.27 However, a study of
adults suggests that concordance of proxy ratings may be
better for patients with very high or very low QoL than for
patients with intermediate QoL, suggesting a U-shaped rela-
tion between the degree of subject–proxy agreement and
QoL.35 The authors suggest that this may also apply to those
with severe impairment in whom we have to rely on proxy
ratings. However, this makes the unlikely assumption that
those with severe impairment necessarily have low QoL.

Measurement issues, such as the timing of assessments
and varying interpretations of questions and response cat-
egories, may act as ‘noise’ and artificially deflate the level
of subject–proxy agreement. Eiser and Morse29 note that
the terms used to describe social and emotional function-
ing domains vary greatly, whereas physical functioning is
assessed with more homogeneous terms. Thus, lower levels
of agreement between child and proxy ratings for subjective
dimensions could be an artefact resulting from the way in
which these domains are measured. Furthermore, concor-
dance between parent and child ratings has most frequently
been gauged using Pearson’s product–moment correlations.

However, a good Pearson correlation does not necessarily pro-
vide an indication of actual agreement, as it disregards any sys-
tematic bias. To overcome this problem, intraclass correlation
and comparison of group mean scores should also be used to
determine the direction and magnitude of any such bias.

INTERPRETATION OF DIFFERENCES BETWEEN SUBJECT AND

PROXY REPORTS

Interestingly, studies of people without IIm have a tendency
to attribute divergence between subject and proxy reports to
bias in the proxy ratings, whereas for people with IIm such
differences are often interpreted as evidence of bias in the
subjects’ responses.20

The difference between proxy and subject responses may
be ‘false’ or erroneous and reflect biased information. Proxies
may provide valid but incomplete accounts of QoL, as chil-
dren’s behaviour varies depending on the environment in
which they operate. Professional staff may be influenced by
prior hypotheses concerning children’s well-being and conse-
quently have a tendency to over-report behaviours that con-
firm their beliefs. In our own studies, we observed that
caregivers of children with profound impairments noted
changes in function and mood more precisely than staff
working with children with a broad range of impairment lev-
els, who tended to compare those with severe impairment
with those with mild impairment. The impact of the subject’s
disabilities on the proxy respondent is also likely to have a
strong influence on proxy reports;36 parents’ anguish may
colour their perception of their child’s life and lead them to
over-report difficulties. However, children may also be
responsible for ‘false’ differences. Children with chronic ill-
nesses or long-term impairments may minimize reports of
their symptoms of distress in the process of adapting to their
illness or in order to avoid further medication. It has been
shown that adolescents rated their own QoL substantially
higher than their evaluation of a scenario describing their
health status, whereas in a control group of healthy adoles-
cents there was no significant difference between the self-rat-
ing and the scenario.37 Hence coping strategies can also distort
children’s responses.

Discrepancies between subject and proxy ratings are not
necessarily evidence of inaccuracy or bias in either data source.
The differences may be ‘real’ and valid, reflecting each respon-
dent’s perspective. One study reported that health profession-
als placed greater value on children’s mood, behaviour, and
child and family function than on mobility and self-care, where-
as parents and the general adult population had opposite
views.38 Therefore, it may be an advantage to obtain ratings
from several proxies for an overall impression of a child’s life.
However, collecting multiple ratings raises methodological
problems. For example, averaging scores defeats the purpose
of obtaining different viewpoints, as precious information is
lost. Another possibility is to determine the domains for which
each respondent provides the most ‘reliable’ information and
to combine these responses for an overall estimate of QoL. But
again, how does one define reliability? Furthermore, if each
person’s QoL is assessed by different people for different
domains, intra-individual variability is introduced and the
interpretation of group differences between various domains
becomes impossible. In considering ‘real’ differences between
proxy and child, it is also a specific difficulty that children do
not share the same perspectives, life standards, or expectations
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as adults. Poor agreement between subject and proxy ratings
should not be a criteria of rejection when assessing a QoL
instrument as it might stem from a genuine difference in opin-
ion between the two parties on certain issues.29,34 Eiser39 has
even suggested that ‘very close parent–child agreement is
indicative of poorer quality of life; childhood is about gaining
autonomy and independence from parental views’ (p 351). We
are not aware of attempts to use other children as proxies but it
could be an interesting way to overcome this problem. 

Despite the obvious limitations and potential biases involved
in proxy assessment, particularly in children with IIm, such
reports provide at least a partial view of a child’s QoL. 

Conclusion
There is continuing debate about how to evaluate QoL in
people with IIm and from whom to obtain the information.
Table I summarizes the characteristics of the articles concern-
ing subjective QoL assessment reviewed in this paper.

The history of QoL assessment in those with IIm has
moved from the evaluation of exclusively objective dimen-

sions to the acknowledgement of the necessity for subjective
assessment as well, reflecting the view that all individuals
have their own experience of their life’s quality and should,
therefore, be given the opportunity to voice their percep-
tions. However, some authors have reservations concerning
the relevance of assessing subjective aspects of QoL in people
with IIm, and particularly question the use of satisfaction as a
reliable indicator of QoL.40–42 They believe assessing only
subjective QoL disadvantages vulnerable people, such as
those with IIm, as they may express high enjoyment of their
lives within a poor environment. People with IIm may be
unaware that better quality is possible or consciously aware
that they must limit their expectations because of their present
circumstances. Furthermore, most people maintain a feeling of
satisfaction and well-being at a fairly constant level over the
longer term due to various processes of adaptation, selective-
attention, and social comparison.43 This relative permanence of
satisfaction emphasises the importance of an objective assess-
ment to complement the subjective perspective.

We think there are fundamental conceptual and method-
ological reasons for applying universal standards of life qual-
ity to all people, regardless of impairment, and that both
subjective and objective dimensions of QoL should be assessed
to provide a complete perspective on an individual’s life. The
challenge is to present questions on universal concepts in a
way that is understandable and answerable by all, and partic-
ularly by children with IIm. 

Whenever possible the children themselves should be
asked for their opinion on their life. Although QoL instru-
ments should be chosen according to the underlying con-
ceptual hypotheses, simplicity, clarity, length, and the use of
pictures should also be taken into account, as they are likely to
improve interest, comprehension, accuracy, and responsive-
ness in children with IIm. The implementation of a formal and
systematic competency test similar to Cummins’ procedure17

is an important methodological recommendation as it is a sim-
ple means of evaluating the child’s comprehension and ability
to respond adequately. In the case of children with insufficient
communication skills, the use of proxy respondents becomes
inevitable. Further research is needed on proxy–subject and
proxy–proxy agreement for the assessment of subjective QoL
of children with IIm, bearing in mind that different people
have different perspectives and will provide valid and comple-
mentary information. However, it is important to remember
and explicitly acknowledge that a proxy response only pro-
vides an indirect account of a child’s well-being. Finally, if chil-
dren with and without IIm are to be included in the same
study, it is important to obtain proxy reports for all children,
including those who can complete a self-report, in order to
make valid comparisons of QoL across the ability range.
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Table I: Characteristics of subjective quality of life studies
analyzed in this papera

References Children Intellectual Self (S) and/or

impairment proxy (P)

report

Schneider et al. (2001)6 + + P
Liptak et al. (2001)3 + + P
Kennes et al. (2002)5 + + P
McCarthy et al. (2002)8 + + P
Wake et al. (2003)9 + + P
Rosenbaum and Saigal (1996)37 + S
Hodgkinson et al. (2002)4 + S
Ennett et al. (1991)25 + S/P
Varni et al. (1995)26 + S/P
Levi and Drotar (1999)27 + S/P
Parsons et al. (1999)28 + S/P
Eiser (1997)39 + S/P
Eiser and Morse (2001)29 + S/P
Britto et al. (2004)30 + S/P
Waters et al. (2000)33 + P
Antaki and Rapley (1996)22 + S
Felce (1997)40 + S
Antaki (1999)23 + S
Schalock et al. (2000)19 + S
Hensel (2001)41 + S
Hatton and Ager (2002)42 + S
Hensel et al. (2002)24 + S
Cummins (1993)17 + S/P
Stancliffe (1999)34 + S/P
Schwartz and Rabinovitz (2003)20 + S/P

aThe following databases were searched: PUBMED (Medline), Ovid,
BIOSIS, EMBASE PSYCHIATRY, CURRENT CONTENTS, and PASCAL
between 1977 and April 2004 using various combinations of the
following keywords: quality of life, well-being, child*, mental
retardation, intellectual disabil*, cognitive impairment. We also
searched recent contents pages (September 1999 to beginning
2003) in the following journals: ‘Quality of Life Research’;
‘Developmental Medicine and Child Neurology’; ‘Child: Care,
Health and Development’; and ‘Journal of Intellectual Disability
Research’. This was supplemented by cross-referencing with
reference lists in identified articles.
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