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INTRODUCTION

The ultimate goal of palliative care is to optimize the quality of life (QOL) of people living with a life-
threatening illness and that of their families. Assessment of QOL is therefore necessary if we are to provide
the best care possible and ensure that we are eliminating unnecessary suffering. In this chapter we hope to
clarify the concept of QOL at the end of life, identify the questions that you must ask yourself before deciding
how to best assess QOL in your particular situation, and discuss the foundations of QOL instrument valida-
tion.

WHAT IS QUALITY OF LIFE?

The WHO Quality of Life working group defined quality of life as “individuals' perceptions of their position
in life in the context of the culture and value systems in which they live and in relation to their goals, expecta-
tions, standards and concerns” (1). Although this definition is much argued about across and within disci-
plines, there is general agreement that QOL is a perception. How else can we explain that we may have two
people in similar physical situations and close to death, but one judges their QOL to be good and cherishes
each day, while the other feels that life is not worth living? Healthcare professions consider QOL an important
outcome in many situations. However, a careful look at many of the QOL instruments used in healthcare re-
veals that health, which the WHO defines as “A state of complete physical, mental and social well-being, and
not merely the absence of disease,” (2) rather than QOL is being measured (3).

The term health-related QOL, which we and others consider a misnomer (3, 4), was developed to broaden the
prevalent focus on physical health at the time to also include physical and social functioning, as well as mental
health, and/or to exclude from concern domains perceived as unrelated to healthcare, such as spirituality and life
satisfaction. Whatever the reason for developing the concept of health-related QOL, it involves limiting the con-
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cept of QOL to certain aspects of the person whose QOL we want to assess. Whole person care is more than simp-
ly caring for all aspects of a person, it is also the recognition and understanding that all aspects of the person are
interrelated, affecting one another. For this reason we believe that the concept of health-related QOL was created
for the convenience of healthcare researchers with good intentions, but it is not a construct that has a match in re-
ality. We cannot separate the physical, psychologic, and social aspects of the person from other essential parts,
such as existential wellbeing or spirituality. Furthermore, good QOL is not simply the absence of problems, as it
is often defined in health-related QOL measures. Quality of life is determined by the evaluation of both the posi-
tive and negative aspects of one’s life, and the value or weight you put on each aspect (4-7). The complexity of
the concept of QOL, including but not limited to the fact that QOL is a perception of one's position in life, and
that contexts, goals, and expectations create that perception, means that QOL is created by the interaction of
external circumstances with who the person is. This complexity has implications for optimizing QOL and
measuring it. A few examples are given below.

il QOL is the discrepancy or gap between a person’s expectations and their actual situation (5, 8, 9). This pro-
vides us with two means of improving QOL (or decreasing the gap): we can improve the actual situation (e.g.
reduce pain) and we can decrease expectations where we cannot improve the actual situation (e.g. desire to re-
tain full physical functional status).

il Response shift or adaptation (5). People have an amazing capacity to adapt to new and even difficult circum-
stances. This is a powerful way of coping with a difficult situation which is in large part out of your control.
Response shift here refers to the situation in which the frame of reference, by which people appraise their
quality of life (or other patient-reported outcomes), changes over time. People may have (i) changed their in-
ternal standards (called recalibration), (ii) focused on areas in which they are doing better and de-emphasized
the importance of areas in which they are not doing well (called reprioritization); or (iii) changed what areas
they call to mind when they answer ‘How is your QOL?’ (called reconceptualization) (5). There is much evi-
dence for this response shift in people with a life-threatening illness, both early in the disease trajectory and at
more advanced phases (10-12).

Several studies have shown that ignoring response shift could lead to the inability to detect treatment ef-
fects on patient-reported outcomes, such as QOL (13). If we are truly interested in subjective wellbeing, and
recognize QOL as a perception, then the fact that response shift or adaptation is affecting our assessment of
QOL is not a problem. Response shift could be viewed as a therapeutic outcome. However, when we are de-
termining the effect of an intervention on QOL, then if there is differential response shift in two groups we are
comparing, it is often important to know how response shift or adaptation is affecting our assessment of QOL.
If the group that received the intervention improves a lot and therefore does not experience a response shift
(there is no need to adapt, as the situation has improved), but the group that did not get the intervention had a
large response shift over the month that the intervention was being given to the other group (e.g. they de-
emphasized the importance of the area in which they were not doing well), the two groups may assess their
QOL as similar. In the case of the intervention group, it will be because the situation has improved. In the case
of the control group, it will be because they have changed their expectations or evaluation of the situation.
Both are coping well, but this will hide the effectiveness of the intervention. Supporting this idea of differen-
tial response shift, Kvam and colleagues (14) found that response shift plays a greater role in evaluating QOL
when the condition of people with multiple myeloma deteriorates than when it improves.

Clearly the possibility of response shift must be taken into account when using QOL assessments in em-
pirical studies and to inform clinical practice. Although further study is needed, significant progress has been
made during the past decade to establish reliable statistical and research design approaches to detect, measure,
and accommaodate response shift in QOL assessment, and to identify people who experience response shift
(5). However, this needs to be done with care as each method has advantages and drawbacks. Items that di-
rectly measure change (e.g. "Has your social life changed for better or worse?", with responses ranging
from "a lot worse" to "a lot better") have been used to help interpret changes in scores on standardized QOL
measures. However, response shift has also been shown to affect these direct measures of change, and in
different ways depending on whether there is improvement or deterioration (15). Other approaches to re-



sponse-shift detection rely on statistical methods, including structural equation modelling (16). The choice
of method can lead to different results and interpretations. Although the research on response shift detection
is in development, palliative care practitioners and researchers need to be aware of the phenomenon and
take into account that longitudinal QOL difference scores cannot always be taken at face value.

il Individual differences in the meaning and interpretation of QOL appraisals. Whereas response shift pertains
to a change in the meaning of QOL within individuals over time, differences in the meaning of QOL can also
be present between individuals or groups. Such sources of population heterogeneity may be the result of cul-
tural, developmental, gender or personality differences, or because of differences in health and illness experi-
ences or life circumstances. People from different cultural backgrounds and with different life experiences
may not interpret the questions that we use to assess QOL in the same way. If ignored, these differences could
distort the comparison of QOL scores between individuals or different groups of people. A variety of ap-
proaches have been used to identify and accommodate these sources of heterogeneity in patient-reported out-
comes and QOL assessment in non-palliative contexts of care (17, 18). Although significant advances have
been made, we need to better understand the various factors that influence how people, particularly in con-
texts of palliative care, interpret and respond to questions about their QOL so as to be able to accurately inter-
pret observed differences in QOL assessments between individuals and groups with different backgrounds
and life experiences. When assessing QOL in palliative care contexts, it is important to recognize that differ-
ent people may not ascribe the same meaning and interpretation to the questions used in QOL assessment in-
struments.

STANDARDIZED VERSUS INDIVIDUALIZED MEASURES

Standardized measures of QOL have fixed questions and fixed response options. Depending on the question-
naire, answers can be combined to obtain either a score for overall QOL, separate scores for different domains
contributing to QOL, or both. Standardized measures can also include items asking people to rate the im-
portance to them of various items or domains. Weighting the responses by the importance assigned to each
area or question by each participant has not seemed to change the results when studying the QOL of groups of
people, and it therefore is rarely used as it adds to participant burden (19, 20). In contrast, individualized QOL
measures, such as the Schedule for the Evaluation of Individual Quality of Life (SEIQoL) (21), ask each person
to name the areas of their life that are most important to their QOL, how satisfied they are in these areas, and
the relative importance of each area named.

Which is best? It depends on the purpose of QOL assessment. While there are individual differences in the
meaning and interpretation of QOL assessments, there appears to be sufficient commonality among people in the
domains that are generally considered to be important in QOL assessment. For example, most people want to be
physically comfortable, be neither depressed nor anxious, be comfortable with their place in the world, etc. Differ-
ences in aspects of QOL that are relevant to particular disease populations can be accommodated using standard-
ized disease-specific QOL measures. Nonetheless, standardized measures remain limited in the extent to which
they accurately represent individuals' perspectives of their QOL. Individualized measures may therefore be more
informative if the purpose is to obtain a measure of an individual's QOL from his or her point of view. However,
individualized measures are limited in the extent to which the QOL scores of an individual can be meaningfully
compared with those of other people. Thus, to inform clinical practice, some combination of standardized measures
(to obtain accurate comparisons with a reference group) and individualized measures (to better understand the
meaning of QQL from an individual's point of view) may be most beneficial.

The utilization of QOL measures, some of which are composed of long lists of questions, has been constrained
by the time and energy required by people to complete them. Recent methodological advances, including item re-
sponse theory, item banking and computerized adaptive testing are increasingly being utilized to tailor QOL as-
sessments to individuals, thereby reducing the number of items. Computerized adaptive tests involve administering
items based on an individual's responses to previous items such that accurate assessment can be achieved while
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administering just a few items. Thus, different items from a common pool of items (an item bank) are administered
to different people to produce a standardized and yet individualized measure. Computerized adaptive tests thus
have the advantage achieving accurate assessments with reduced response burden by exposing to individuals to
fewer items and by avoiding items that are not relevant or applicable given responses to prior items. Although fur-
ther research is needed to validate computerized systems, they provide a promising approach to facilitate the utiliza-
tion of QOL assessment instruments with the least burden to respondents (22).

HOW CAN QOL MEASURES SUPPORT CLINICAL PRACTICE?

The clinical usefulness of measures of QOL and health status has been tested in many different health care
settings (23, 24). Despite variation in population and QOL instrument used, giving clinicians the results of a
QOL or health status measure completed by their patient just prior to their appointment has been reported to:
improve clinician-patient communication (25*); make the clinician aware of patient problems of which they
were otherwise unaware, especially psychological problems (26**); and change the care plan (26**, 27*). The
worse or more complex the patient’s condition, the more useful this assessment is for communication and
management (28*). Contrary to clinicians’ expectations, interviews in which the instrument information is
considered do not take more time (26**, 29**). In palliative care, use of QOL measures in practice aids in
detecting patient problems (27) and enhances collaboration among staff (25%).

HOW DO YOU MEASURE QUALITY OF LIFE?

Here are some questions you must answer in order to decide how best to assess QOL for your purpose.

I Am I interested in QOL or rather in a specific contributor to QOL? If the latter (e.g. symptoms), choose a
measure of that contributor rather than of QOL (although if you also expect overall QOL to be affected, or
QOL in several domains to be affected, you may decide to make these secondary measures).

I What level of QOL information do I need? You may only want an answer to the question: how is your
QOL? However, for many purposes, more detailed information is required, and you will want to know in
what domains the person is doing well, and in what domains they are doing poorly. This is especially im-
portant in palliative care, where there is an inevitable decline in some areas such as physical wellbeing, but
there may be improvement in others such as relationships or existential wellbeing. If you only measure overall
QOL over time, it may remain steady despite large changes in different domains. In this case you would se-
lect either an instrument that has well-established subscales for different domains (standardized measure
with psychometrically sound subscales) or one that allows the person to name the domains important to
their QOL and rate their status in each one (individualized measure).

I Am I interested in comparing groups of people? If yes, do these people have the same disease or different
diseases? If you are comparing groups of people with different diseases, do the contributors to QOL differ
at the level at which you want to measure QOL? If not, you can use a standardized measure. If the contribu-
tors to QOL differ for the two groups at the level you are measuring, the content of a standardized measure
will not be equally valid for both groups, and an individualized measure is required for validity. If the con-
tributors to QOL are the same for both groups, do you need to compare at the level of domains (in which
case you will need a standardized measure) or at the level of overall QOL (in which case you can choose ei-
ther an individualized or standardized measure)?

I Do I need information regarding everyone in the group, or is it acceptable to have only information re-
garding people capable of completing a questionnaire? If you are in the camp that agrees that QOL is sub-
jective, then it is clear that the person whose QOL is being measured is the best person to rate their own
QOL. However, the physical or cognitive status of many palliative care patients precludes them being able
to participate in rating their QOL. In this case, proxy measures may be considered. Ideally, someone who



knows the patient well will rate the patient’s QOL on his or her behalf. This may be a member of the staff
or the family. However, proxy measures are known to differ from the patient’s own ratings, and the differ-
ence tends to be greatest for areas that are less concrete (such as existential wellbeing) and where the pa-
tient is doing poorly. Many studies have been conducted regarding proxy measures, and the results are in-
consistent (30-32). There is no perfect solution in palliative care. You will have to balance the limitations of
using proxy measures against the limitation of assessing only those who are well enough to complete a ques-
tionnaire.

I How do I interpret a change in scores? What amount of change in the scale is clinically meaningful to the
patient? A statistically significant difference in scores between groups or over time is not necessarily an
important one. Some researchers suggest relying on statistically-determined measures of the minimal clini-
cally important difference, which appears to be similar across many QOL studies with different populations
and represents about 0.2-0.5 standard deviations, or 5-10 percent of the scale range (33). Others suggest
that anchor-based approaches are more appropriate for determining minimally important differences (34).
The ideal is to put the change in scores into a clinically meaningful context (e.g. an improvement in score
of 25 percent or 2 points on Psychological Subscale X corresponds to the difference between someone who
is clinically depressed and someone who is not really enjoying every day but is not depressed). Sometimes
relevant information about score interpretation is available for the instrument you are using. For example,
the difference in score between bad, average, and good days is known for the McGill Quality of Life Ques-
tionnaire (35). However, if you expect a more subtle change due to your intervention or difference between
groups, you may need to be creative and think of ways of asking the person completing the questionnaire to in
some way directly rate the importance of the change or indicate what it means clinically (e.g. if measuring
physical functioning, what can you do now that you could not do before?)(36-39). In addition, in some cir-
cumstances response shift must be taken into account.

| Do I want to assess QOL to help a particular patient or family caregiver? If so, do I just want an initial
assessment, periodic assessments, or do | want to track change in QOL over time? Will the answers to a
formal assessment be useful (e.g. the scores), or should I use the QOL instrument as a guide for what to ask,
without focusing on the numbers generated? For clinical purposes, QOL measures cannot replace a good,
thorough clinical interview. However, QOL measures are helpful as an initial interview guide or to flag ar-
eas that need further attention (27, 40-42). Although several studies suggest that QOL measures are useful
in clinical practice, much work needs to be done to address barriers to its use in this way (43).

I How much can | expect my participants to do? Can they complete the questionnaires on their own — do they
have the strength, concentration, sight, and reading skills? Or does someone need to read the questions to
them? Or is it too long even if read to them? You may want to consider using a short-form or a computer-
ized adaptive test specifically designed to reduce response burden when collecting QOL data. However,
further research is needed for such abbreviated instruments to be developed and validated for use in pallia-
tive care.

I Will response shift (adaptation) interfere with my interpretation of the answer, or is the extent to which it
occurs irrelevant to my question? If a response shift may greatly influence your conclusions, ideally you
would plan some way of measuring the degree of response shift to help you interpret your data (5). Includ-
ing a change question, or "then-test”, may be helpful, but it is important to consider that the same factors
that cause response shift may also influence individuals' interpretations and responses to the change ques-
tion. The then-test may also be influenced by recall bias. Other statistical methods may be required to relia-
bly detect and adjust for response shift if the purpose is to obtain an accurate evaluation of change in QOL
over time (e.g., intervention research).

| If assessing over time, how will | use the data from the different times of data collection? How will | handle
the inevitable missing data? There are many established ways of dealing with data missing completely at
random. However, in palliative care most of our missing data are not missing at random: usually data are
missing because the patient has become too ill to respond or has died, or the patient’s deterioration means
that the family caregiver no longer has time to complete the questionnaire. There is no perfect solution, but
it is an active area of investigation (44). If you are conducting a study we suggest you check the recent lit-
erature for new publications on the topic.



I What time-frame should the questions refer to? It is important that your questions clearly indicate the time
period that people are to consider when answering. QOL measures developed for the general population of-
ten refer to the past month, while those that are disease-specific often use a time-frame of the past week. Co-
hen feels that, because QOL often changes so rapidly near the end of life, a 2-day time-frame is better.

FOUNDATIONS OF QUALITY OF LIFE ASSESSMENT VALIDATION

Meaningful QOL assessment requires that we understand people’s responses to the questions or items that com-
prise QOL instruments. That is, the use of individual's responses to questions for QOL assessment requires that
we understand how these responses relate to the construct (e.g., overall QOL or a particular domain) that we wish
to measure. Zumbo (45) discusses four foundational elements of assessment validation theory for establishing
such an understanding: validity, psychometrics, utility, and social consequences.

Construct validity

Any assessment of QOL needs to have construct validity: you need to be assessing QOL, and not some other con-
struct (such as health status). To what extent can you legitimately make inferences about people's QOL based on
their responses that are used as assessment indicators of QOL? This includes establishing the various domains that
comprise QOL, the "why" and "how" of individual's responses to questions for the assessment of QOL, and un-
derstanding the factors that explain QOL (antecedents) and those that are influenced by it (consequences). There is
not complete agreement in the literature as to which domains are relevant to the QOL of palliative care patients,
but there is a general consensus that QOL comprises at least the physical, psychological, social/relationship, and
existential/spiritual domains (46, 47). Other domains such as cognitive functioning (48, 49), environment (48),
and communication have been found to be important in some but not all studies (46, 48). The experts as to what
content is most relevant to QOL are members of the groups of people whose QOL is to be measured (e.g. patients;
family caregivers for their own QOL). Consequently, when assessing QOL in different cultures, validity needs to
be established for each culture that differs in ways related to QOL and what is important to it. It is not enough to
know that the translation of the scale or interview is accurate and embraces the same concepts, it is necessary to be
sure that the interview or questionnaire includes all the relevant content and only relevant content.

Psychometrics

An important component of establishing assessment validation involves the use of statistics to examine the
statistical relationships between QOL and its assessment indicators. This includes the use of factor analysis
techniques to determine the dimensional structure of a set of assessment indicators (e.g., to create subscales)
and evaluation of the indicators' trustworthiness (test-retest and internal consistency reliability) (50). In addi-
tion, modern statistical approaches, such as item response theory and latent variable mixture modelling, are
increasingly used to establish assessment scales and evaluate the extent to which assessment properties might
be different for different groups of people. A foundational principle is that psychometric evaluation in one
population may not be directly applicable to another (e.g. people from a different culture or age group) and
should ideally be re-examined.

Utility

QOL instruments have been created for a variety of purposes. Some instruments are specifically designed to
evaluate changes in QOL in different groups (e.g., for use in clinical trials). Other instruments are more ap-
propriate for measuring QOL of larger populations (e.g., for epidemiological studies). Instruments have also
been developed for purposes of economic analysis. And some instruments are particularly appropriate for use
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in clinical practice (e.g., to monitor treatment effectiveness or identify particular areas of needs). Instruments
are typically developed to maximize the usefulness (utility) and accuracy (sensitivity and specificity) for the
particular purpose(s) for which it was developed. When using a QOL instrument, it is therefore important to
determine whether this is the most appropriate instrument for your intended purpose.

Any assessment of QOL needs to be acceptable to the person whose QOL is being assessed. The questions
must not be distressing. They may raise important feelings and even bring tears, but if these appear to be a
welcome opening by the person to discuss important issues with the assessor, then we do not consider it dis-
tressing, provided they are given the opportunity to discuss these issues. We and others have informally noted
that many palliative care patients find QOL assessments therapeutic. A formal study demonstrates this to be
true for family caregivers as well (51). The instrument must also be within the limits of the strength and other
capabilities (e.g. reading, or else the opportunity to have it read aloud) of the person whose QOL is being as-
sessed.

Social consequences

The use of assessment instruments can have both intended and unintended consequences (52). QOL instru-
ments are typically meant to make visible some aspects of QOL from the respondent's point of view so that
this information can be used to inform practice, policy, and research. However, the selection of QOL domains
that are made visible could have unintended consequences. For example, some QOL instruments include a
subscale measuring existential or spiritual domains, whereas others do not. If existential or spiritual domains
are important for an individual, then excluding an assessment of this domain could have detrimental conse-
guences. Clinicians may not adequately take existential or spiritual into account when such needs are not
made visible. Conversely, instruments that reveal complex existential or spiritual needs may cause clinicians
to address these needs without having adequate expertise to do so. As another example, some instruments may
reveal aspects of QOL that are important in particular cultural groups. This could lead to the needs of other
cultural groups being underrepresented. These types of social consequences must be taken into account when
using QOL instruments. Another unintended consequence could occur when people who have experienced
response shift are inadvertently penalized for not demonstrating a decline in quality of life scores over time,
for example by not being offered an intervention that would alleviate a problem (e.g. pain) so that they don't
have to adjust to it.

MEASURING QUALITY OF LIFE THROUGHOUT THE DISEASE TRAJECTORY

Since palliative care is appropriate from diagnosis on, ideally we would have QOL assessment instruments that
are valid throughout the disease trajectory. However, instrument properties such as construct validity and ability
to complete the instrument may vary along the trajectory, due to response shift and deteriorating physical status
as the disease progresses. For example, women with a recurrence of breast cancer describe their experience and
concerns now that the cancer has recurred as quite different from what they were when they were first diagnosed
and thought that they could be cured. They describe different kinds of adaptations needed and a reprioritizing of
various aspects of their life. They also now grieve for an anticipated future that won't be lived and experience
anxiety about the dying process (12). However, other studies suggest that while a re-prioritization may occur at
different disease stages, physical, psychological, social, and spiritual/existential well-being are contributors to
QOL at all stages (although they may be so named) (49, 53, 54). It may be that there is more inter-individual
variability in what is important to QOL than there is across disease stages.

Many instruments used at earlier stages of the disease and into long-term survivorship tend to focus primarily
(although not always exclusively) on physical symptoms and functioning (55, 56). Those commonly used further
along the disease trajectory tend to measure the social and spiritual/existential domains as well. Instruments
commonly used earlier in the disease trajectory tend to be longer than those used at later stages, when the pa-
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tient's capacity to complete the questionnaires becomes a central concern. Few studies have tried to follow pa-
tients throughout the disease trajectory, in part because the research questions of interest at different phases tend
to differ and in part because of feasibility issues. Another issue that will require study is whether a change in
scores has the same meaning at different stages of the disease trajectory. There is evidence that differences in
scores are larger when there is deterioration than when there is improvement in QOL (15, 35, 38).

One solution to the problems of re-prioritization and length of the instrument might be to use an individualized
measure of QOL, as the domains will always be important to the respondent. However, when the goal includes
assessment of change in one or more particular domains over time, individualized measures cannot be used since
the advantage that allows the instrument to account for re-prioritization also means that the domains measured
may shift over time.

QUALITY OF LIFE ASSESSMENT TOOLS

A full review of QOL instruments is beyond the scope of this chapter. Reviews and compendiums of QOL in-
struments in the palliative care setting are available (57, 58). All instruments to date have some limitations. Be-
low we briefly mention a few instruments that have been most commonly used for the assessment of the QOL of
patients and family caregivers in palliative care.

Patient QOL
The McGill Quality of Life Questionnaire (MQOL) (59, 60) is the most widely used QOL instrument for studies

of people near the end of life and was developed specifically for people with a life-threatening illness. The Euro-
pean Organization for the Research and Treatment of Cancer Quality of Life Questionnaire - Cancer, 30 items
(EORTC QLQ-C30)(56) and Functional Assessment of Cancer Therapy- General (FACT-G, later called FACIT-
G)(53) are widely used in studies of people undergoing anti-cancer treatment, the population for which they were
designed. In palliative care studies of the outcome of interventions aimed at physical symptom management,
they are the most often used QOL instruments, often with add-on modules for different cancer sites or diseases.
To make them more suitable for palliative care, the EORTC has developed a short form (EORTC PAL) (61) and
an add-on module has been developed for the FACT to create the FACIT-PAL (62), although neither has yet
been widely used. While standardized QOL instruments developed for people at the end of life measure the exis-
tential/spiritual domain, with MQOL having a validated existential well-being subscale, instruments developed
for use primarily with people undergoing anti-cancer treatment often do not. Because of the increasing recogni-
tion of the spiritual domain as important to QOL, modules measuring this aspect of QOL have been developed
for the FACIT (63) and the EORTC has developed a stand-alone measure (64). The FACIT spirituality module
is being used fairly frequently for research where spirituality is an important outcome, on its own or in conjunc-
tion with the FACIT-G. QUAL-E is another QOL instrument developed for people at the end of life (65). The
individualized QOL instrument Schedule for Evaluation of Individualized Quality of Life — Direct Weighting
(SEIQoL-DW) (66) can be used for patients or family caregivers. Interest in QOL assessment for people with
end-stage diseases other than cancer is more recent. Most use the SF-36 (67), even though it is a health status
measure, or disease-specific measures, although MQOL has been used for some, especially ALS (68).

Since palliative care is much less developed for life-threatening illnesses other than cancer, there is a concomi-
tant relative lack of QOL studies in those areas, although these are increasing. Unfortunately, the same mistake
regarding content validity is often made as when studies of "QOL" in cancer first began; the tendency to focus
mainly on physical symptoms and functioning or health (67), rather than the broader concept of QOL, is being
repeated with assessment of QOL for some other diseases (e.g. COPD, heart failure; (55, 69)). Fortunately, there
are exceptions (68, 70). We hope that a careful evaluation of the construct validity of QOL measures for all life-
threatening illnesses will be carried out in the near future.

Family caregiver QOOL




There has been much less research regarding the QOL of family caregivers. The Caregiver Quality of Life-
Cancer instrument (71), Caregiver Quality of Life Index (72), and Quality of Life in Life-Threatening liness-
Caregiver (73) have all been developed to measure the QOL of family caregivers of people at the end of life.
More experience in their use is needed to understand their strengths and weaknesses.

TO KEEP IN MIND WHEN INTERPRETING QOL SCORES

Just as with many medical tests, there are conditions that may invalidate QOL scores even from well-developed
instruments or make them difficult to interpret. These cautions apply especially if QOL scores are being used to
inform care plans, but also for research.

o ltems may not be interpreted as intended and different people may not interpret items in the same way.

o Construct validity is an important consideration as different instruments may not be measuring the same
QOL construct (e.g. some instruments might focus predominantly on symptoms and functioning where-
as others include questions pertaining to a broader understanding of QOL).

o Although some instruments use items that need to be reverse scored (i.e. the best QOL is not always at
the same end of the rating scale, in order to avoid the respondent developing a habit of checking off the
same answer without carefully considering the item), this can be confusing, resulting in the wrong an-
swer being selected. This is likely especially true when fatigue or medication decreases cognitive acuity.

o Response shift needs to be considered.

If possible when there are scores that are counter-intuitive, it is best to speak with the respondent to determine
their understanding of the item and their intended answer. Studies can be designed as mixed-methods studies,
with a qualitative component intended to inform interpretation of the QOL instrument scores.

THE FUTURE

Despite the need to interpret QOL scores carefully, QOL assessment has brought renewed focus in health care
to what is important to people whose QOL is in jeopardy. We look forward to a future where patients and
family caregivers will be understood and described not only in terms of their disease and symptom status, but
also in terms of their QOL. Only then can palliative care really be addressing whole person care.

Key learning points

I Improving QOL is the main goal of palliative care, therefore assessing it is critical if we want to understand
the extent to which we are achieving our goals.

I QOL assessment provides an Assessment of the whole person. QOL is a perception. It is not a specific set
of external circumstances, but rather the interaction of the person with external and internal circumstances.

| The ‘best’ way of assessing QOL will depend on your purpose in assessing it.

| There is no perfect way to assess QOL in palliative care. Choose the best way, or combination of ways, and
be aware of its strengths and limitations.
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