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International Spinal Cord Injury Quality of Life Basic
Data Set

S Charlifue1, MW Post2, F Biering-Sørensen3, A Catz4, M Dijkers5, S Geyh6, J Horsewell7, V Noonan8,
L Noreau9, D Tate10 and KA Sinnott11

Study design: Survey of expert opinion, feedback, and development of final consensus.
Objective: Present the background, purpose, development process and results for the International Spinal Cord Injury (SCI) Quality
of Life (QoL) Basic Data Set.
Setting: International.
Methods: A committee of experts was established to select and define data elements to be included in an International SCI QoL
Basic Data Set. A draft data set was developed and disseminated to appropriate organizations for comment. All suggested revisions
were considered, and a final version of the QoL data set was completed.
Results: The QoL data set consists of 3 variables: ratings of satisfaction with general quality of life, satisfaction with physical health,
and satisfaction with psychological health. All variables are rated on a scale ranging from 0 (completely dissatisfied) to 10 (completely
satisfied).
Conclusion: Collection of the International SCI QoL Basic Data Set variables should be a part of all future studies of SCI QoL to
facilitate comparison of results across published studies from around the world. Additional standardized instruments to assess other
aspects of QoL can be administered based on the purpose of a particular study.
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INTRODUCTION

Following the onset of spinal cord injury (SCI) or development of a
spinal cord lesion caused by a disease process (SCI/D), an individual
is likely to experience varying degrees of body impairment. Such
impairments are liable to be permanent and can change a person’s life
significantly, because of the psychological impact of the loss of body
function, and because they may result in activity limitations and
participation restrictions. As a result, perceived quality of life (QoL) is
likely to change, usually for the worse. Many researchers have
investigated QoL following SCI/D, but there has been variation in
study design, inclusion criteria, and measures used.1 More
disagreement exists on the definition and measurement of QoL
than on any other construct that plays a critical role in medical,
rehabilitative, social and psychological research.2 There is as yet no
single definition of QoL on which everyone agrees, in spite of
plentiful efforts directed at clarifying or defining this concept. QoL
has been defined to include both subjective appraisals of one’s
situation as well as objective and observable aspects, such as
limitations imposed on an individual by environmental barriers.3

Three approaches to operationalize and measure QoL are suggested
by the body of literature, including (1) health related quality of life
(HRQoL), (2) well-being, and (3) QoL as a superordinate construct.4

HRQoL describes difficulties in functioning caused by poor mental or
physical health,5 whereas well-being (or subjective well-being)6 is
commonly described as consisting of three components: positive
affect, negative affect, and life satisfaction. The superordinate
construct of QoL includes both HRQoL and well-being.

The evaluative or subjective approach defines QoL as a judgment
on and reaction to the (in)congruence between aspirations (wishes,
desires, goals, plans, etc.) and accomplishments (possessions, statuses,
roles, etc.) as perceived by the person involved. Research in this vein
may explore life satisfaction, feelings of well being, morale and
happiness. In the social sciences, subjective QoL (or well-being) is
generally thought to consist of a cognitive and an affective part. The
cognitive part is the evaluation of one’s life, mostly measured as
the satisfaction with one’s life as a whole or with particular domains.
The affective part consists of both positive (joy, positive mood) and
negative emotions (depressive feelings, anxiety, etc).7 Following this
approach, subjective QoL can be defined as ‘reflecting an individual’s
overall perception of and satisfaction with how things are in their
life.’8

Clearly QoL, even if defined simply as well-being, is a multifaceted
concept. Because the concept involves reactions to the circumstances
of life, studies have explored relationships of QoL with many factors
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inside and outside the person, including social support, personality,
perceived physical health and psychological health, to name a few.
Assessing these determinants may be useful in order to capture a
general picture of an individual’s QoL. In addition, it is important to
recognize the effect of cultural factors in shaping QoL. The World
Health Organization addressed this issue in their WHOQOL project,
defining QoL as ‘an individual’s perception of his/her position in life
in the context of the culture and value systems in which he/she lives,
and in relation to his/her goals, expectations, standards and con-
cerns.’9 Although not explicitly stated in this WHO definition, the
environment is yet another factor influencing perceptions of QoL—as
may be evident comparing the life of someone with SCI in a fully
accessible urban environment vs. in an agricultural setting.

Measurement issues
By definition, a rating of subjective QoL can only be provided by the
person him or herself. Such self-ratings are often mistrusted as being
inherently unstable and invalid. Although there certainly are problems
with self-ratings, specific approaches to questions may minimize these
issues. For example, the danger of reflecting only momentary moods
that might change quickly may be reduced by asking people to
describe how they have felt ‘during the past few weeks’, instead of how
they feel ‘now’.

The selection of appropriate QoL measures needs to take into
account the psychometric properties of these measures as well as their
content and purpose. There are many ways of ensuring that measures
are appropriate and have strong psychometric properties. For
example, response bias caused by reluctance to express negative
emotions or dissatisfaction to others can be reduced by using self-
administered measures and by using a series of indirect questions
instead of one question with an obvious target. Measurement error
can be reduced by using multi-item questionnaires, although single
items perform quite satisfactorily.10 Research has shown that
responses to measures of happiness, mood, and other aspects of
well-being usually correlate strongly with each other, indicating
substantial concurrent validity. Non-response and ‘don’t know’
responses tend to be infrequent. Within-person variability of life
satisfaction ratings is much lower than variability in mood.11 Most
people claim to be satisfied, and perceive themselves as happier than
average, and it is quite possible that most people truly are satisfied
with life, and that we underestimate satisfaction of others because
misery is more salient than prosperity.10

To address the many different ways QoL can be measured while
reducing measurement error and maintaining consistency in these
evaluations, the International SCI QoL Basic Data Set was developed.
This data set is part of the International SCI Data Sets project which is
an effort by the International Spinal Cord Society (ISCoS) and the
American Spinal Injury Association (ASIA) to create internationally
recognized and endorsed standard data sets relevant to SCI that
clinicians and researchers can use in their practice and investigations.
This data set development process will allow data to be easily
combined and compared to improve our understanding of SCI, its
sequelae and natural history, as well as the impact of various
interventions. Basic data sets are intended for use in clinical settings
as well as research; to date, a core data set has been published,12 as
well as International SCI Basic Data Sets for lower urinary tract
function,13 urodynamics,14 urinary tract imaging,15 bowel function,16

female sexual and reproductive function,17 male sexual function,18

pain,19 cardiovascular function,20 and metabolic and endocrine
function.21 Extended data sets are intended to be used in research

and to date include data sets for bowel function22 and external causes
of injury.23

Thus, the purpose of the International SCI QoL Basic Data Set is to
standardize the collection and reporting of a minimal amount of
information necessary to merge and compare results of published and
unpublished studies on QoL. Like all basic data sets, it was designed
to include a minimal number of data elements, which together can be
collected in routine clinical practice. For the purposes of this data set,
and to ensure its international applicability and comparability, we use
the definition of QoL provided by Wood-Dauphinée et al.8 The
International SCI QoL Basic Data Set therefore reflects subjective QoL
and not other definitions of QoL. Thus, each person is asked to assess
his or her own QoL from a personal perspective and utilize his or her
own internal standards and evaluations to do so. In this assessment,
people may consider all factors that they feel contribute to their QoL,
whether these are related to health, finances, family or other factors.

METHODS
The first draft of the International SCI QoL Basic Data Set was created by a

working group consisting of members selected by the group’s chair (Charlifue)

based on their expertise in the field of QoL research, together with

representatives of the Executive Committee of the International SCI Standards

and Data Sets (Biering-Sørensen, Post, Noonan). The development process for

the International SCI QoL Basic Data Set involved the following steps:

(1) The working group developed a first draft data set during a 3-day meeting

in Copenhagen in October, 2008. This data set was further refined with

frequent e-mail communication among the group members and subse-

quently included development of a syllabus for the data set.

(2) The draft data set was reviewed by members of the Executive Committee

of the International SCI Standards and Data Sets project.

(3) Comments from the Committee members were discussed among the

working group via e-mail and appropriate changes were made to the

data set.

(4) Members of the ISCoS Scientific Committee and the ASIA Board of

Directors were asked to review the data set.

(5) Comments from the Committee/Board members were discussed among

the working group via e-mail and further adjustments were made to the

data set.

(6) Relevant and interested international scientific professional organizations

and societies as well as interested individuals were invited to review the

data set. In addition, the data set was posted on both the ISCoS and ASIA

websites for 3 months with a request for comments and suggestions.

Comments were received and reviewed by the working group: it was

determined that based on feedback, no further changes were necessary.

(7) The data set was finalized May of 2009, having undergone essentially no

changes from the originally proposed draft.

(8) Standard naming conventions for the variables of the data set were

completed in collaboration with the National Institute of Neurological

Diseases and Stroke (NINDS)/National Institutes of Health (NIH)

Common Data Element (CDE) project in the United States and KAI

Research, Inc. This process is described elsewhere.24

(9) Endorsement of the final data set will be sought from additional relevant

international organizations and societies.

The International SCI QoL Basic Data Set is applicable to adult individuals

with traumatic or non-traumatic spinal cord lesions. To ensure that data are

collected in a uniform and consistent manner, each variable has been

specifically defined. Use of a standard format is essential for combining data

from multiple investigators and locations. Because of the relative simplicity of

the International SCI QoL Basic Data Set, it is recommended that the proposed

format is adopted. Additional questions can be added at the discretion of the

clinicians or investigators if they wish to explore other factors related to QoL.

The use of standardized instruments assessing subjective well-being such as the
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Diener Satisfaction with Life Scale,25 measures of depressive symptomatology,

stress, or other instruments to assess other constructs can be at their discretion.

RESULTS

The complete data set form is included in the Appendix. The data
syllabus and data sheet are available on the ISCoS website
(www.iscos.org.uk).

Date of data collection
As the collection of QoL data may be carried out at any time
following SCI/D, the date of data collection is needed to compute
time since injury and to identify the data collected in relation to other
data collected on the same individual at various time points (that is,
using the International SCI Core Data Set).12 The working group
recommends administering the questions from the International SCI
QoL Basic Data Set only after an individual has left the acute setting
and is in inpatient rehabilitation or has been discharged to a
community setting.

Satisfaction with general quality of life (overall well-being)
This variable is a numeric self-rating that documents how the
individual with a SCI/D subjectively rates his or her general QoL in
the past four weeks on a 0–10 scale, with 0¼ completely dissatisfied
and 10¼ completely satisfied. While a consistent definition of ‘general
QoL’ would be ideal, the working group (supported by the literature)
determined that no single definition fits all individuals in all settings.
Therefore, each individual being queried should consider what factors
contribute to his or her QoL and what standards she or he has for
QoL, and answer within that context.

Satisfaction with physical health
This variable is a numeric self-rating that documents how the
individual with a SCI/D rates his or her satisfaction with his or
her physical health in the past four weeks on a 0–10 scale, with
0¼ completely dissatisfied and 10¼ completely satisfied.

Satisfaction with psychological health
This variable is a numeric self-rating that documents how the
individual with a SCI/D rates her or his satisfaction with her or his
psychological health, emotions and mood in the past four weeks on a
0–10 scale, with 0¼ completely dissatisfied and 10¼ completely
satisfied.

DISCUSSION

To keep this data set as useful as possible and for ease of
administration, we have kept the number of variables as small as
possible. The working group came to consensus regarding the 3 items,
which are felt to address the most relevant components of subjective
QoL. It is recommended that the International SCI Core Data Set12 be
completed and used in conjunction with the International SCI QoL
Basic Data Set. The Core Data Set includes information regarding
date of birth, date of injury/onset, gender, etiology of lesion and
neurologic status. These variables are necessary to facilitate any
analyses, for instance correlating QoL with various demographic or
injury/lesion-related factors.

The QoL data set has not yet undergone psychometric testing, but
its use is recommended based on experience with other, similar
instruments that request rating subjective states or experiences (for
example, life satisfaction, pain) on a 0–10 numeric rating scale. It
provides clinicians and researchers information regarding an indivi-
dual’s satisfaction with their general, physical and emotional health,

and when used over time, can track changes in those perceptions.
However, psychometric criteria like, for example, test-retest reliability
apply and should be examined in future research. This brief data set
further could be used as a screening measure to identify individuals
with SCI/D with possible adjustment problems, for whom targeted
assessments with well-validated measures is indicated. An Extended
SCI QoL Data Set, to be developed, might provide guidance on
standardized measures of choice.

Administration of the International SCI QoL Basic Data Set to
individuals with SCI/D whose primary language is not English will
require translation of the various components. The working group
recommends that a careful translation process be used that follows the
published guidelines for translating the International SCI Data Sets.26

While linguistic equivalence may be attained, further research has to
indicate to what degree there is functional equivalence in various
languages.

Having a standard way to consistently assess QoL across different
settings, cultures and environments will allow comparison of research
results and clinical data worldwide. While there may remain
differences in interpretation of QoL concepts, the International SCI
QoL Basic Data Set is a significant step toward unifying our ability to
record and report this important information.

Although the International SCI QoL Basic Data Set has been
reviewed by the international community, it is anticipated that the
data set will require periodic revisions based on findings from studies
utilizing the Data Set. Ideas for improvement of the Data Set are
welcome and should be forwarded to the corresponding author.
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