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ASSESSMENT BY PROXY OF THE SF-36 AND WHO-DAS 2.0. A SYSTEMATIC

REVIEW
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Health Rehabilitation Group, University of Antioquia, Medellin, Colombia.

Background and objective: In some cases, for the
evaluation of the health status of patients it is not
possible to obtain data directly from the patient.
The objective of this study was to determine if the
instruments that cannot be applied to the patient
can be completed by a proxy.

Methods: A systematic review of the literature
was carried out and 20 studies were included. The
instruments reviewed in this synthesis were: Short
Form-36 (SF-36), Montreal Cognitive Assessment
(MoCA), WHODAS 2.0, Patient Health Questionnaire
9 (PHQ-9), State-Trait Anxiety Inventory (STAI),
Disability Rating Scale (DRS).

Results: The levels of agreement between the
responses of the patients and the proxies were
good, mainly when evaluating HRQoL and functio-
ning with the SF-36 and WHODAS 2.0 instruments,
respectively, with a higher level of agreement in
the more objective and observable domains such as
physical functioning and lower level of agreement
in less objective domains, such as emotional or
affective status, and self-perception.

Conclusion: In patients who cannot complete the
different instruments, the use of a proxy can help
avoid the omission of responses.

Key words: Proxy, Health-Related Quality of Life, HRQoL,
Depressive Disorder, Anxiety Disorders, Neurocognitive Dis-
orders.
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he evaluation of the health status of patients is

essential to provide a reference measure that allows
quantifying the variations over time, related to the pro-
gression of the disease or to the clinical interventions
that are carried out (1). Currently, the evaluation of the
perception that patients have of their health is carried
out with instruments called Patient Reported Outcomes

(LAY ABSTRACT )
People with certain mental or neurological ilinesses are
often unable to answer questions about their health sta-
tus, functional ability, or quality of life. In some cases,
a relative or a person who knows the patient can fill out
questionnaires to find out how affected he/she is, detect
changes in his/her condition and even evaluate the re-
sponse to the interventions performed. These people are
known as proxies. This research sought to assess which
questionnaires for measuring depression, anxiety, neu-
rocognitive impairment, quality of life, function, or disa-
bility can be answered by a proxy, when patients cannot
answer for themselves. For this, the medical literature
published on this subject was reviewed. Twenty studies
showing a good agreement between the responses of
the patients and the proxies were found, especially in
the assessment of quality of life and functional capa-
city. The use of a proxy can help avoid the omission of

responses.
N J

(PROs), which complement the traditional measures of
morbidity and mortality. These measures reflect how
individuals feel and function in their daily lives and
contain important aspects for patients (2, 3).

Many PROs instruments have been reported in the
literature that assesses general health status, Health-
Related Quality of Life (HRQoL), functioning, depres-
sive or anxious symptoms, and neurocognitive impair-
ment in different populations. Most of these instruments
are completed in a self-reported way (3-5).

Ideally, when applying an instrument or a survey
on the state of health and HRQoL, the patients them-
selves are the most appropriate to respond; however,
in some patients, their disease or comorbidities do
not allow them to provide information on their health
status, which makes it difficult to obtain data. In some
cases, it is even not possible to obtain it, such as in
patients with cognitive impairment caused by stroke,
multiple sclerosis, head trauma, Huntington’s disease,
Alzheimer’s disease, or in elderly people and critically
ill patients (1, 3, 6).
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Due to the above, the question has been raised about
whether it is reliable to use alternative sources of infor-
mation, as a proxy of the patient, for the application of
different instruments, in scenarios in which they cannot
be completed by the patient (3, 6, 7). Currently, the
proxy administered the instrument completely, without
the patient being present. This reduces the non-response
bias and missing data attributable to limitations in the
ability of patients to respond for themselves (2, 8).

In major Medicare surveys in the United States,
proxy responses constituted between 10% and 30%
of all responses (9). However, the results reported
by proxy may be systematically different from those
obtained directly from patients. The response bias of
the proxy is the difference between the responses of
the proxy and those of the patients, and it is a major
concern for researchers.

It has been suggested that the use of alternative infor-
mation, such as that provided by proxy, is preferable
to assess objective signs, such as physical function
and mobility. In the case of symptoms perceived by
the patient, such as mood and emotional functioning,
the agreement between patients and proxies is weaker
due to its subjectivity (5). In general, proxy appear to
provide better responses to more objective than sub-
jective information (3, 4).

Given the important role of proxy for study popu-
lations that have difficulty completing self-report
instruments, it is important to assess the degree of
concordance of the proxy’ responses with those of the
patients themselves and to measure any bias that may
be present (4).

The objective of this study was to evaluate the con-
cordance, correlation, and reliability of instruments for
measuring HRQoL, functioning, depressive symptoms,
anxiety, and cognitive impairment, when such instru-
ments can be completed by a proxy.

METHODS

Asystematic review of the literature was performed, which
was registered in PROSPERO (CRD42022318799) and
reported according to the preferred reporting items
for systematic reviews and meta-analyses (PRISMA)
statement.

Search strategy

A systematic search was performed in PUBMED,
BIREME-LILACS, OVID (Cochrane), and Science
Direct, Embase with the terms: Short Form-36, Mont-
real Cognitive Assessment, WHODAS 2.0, Patient
Health Questionnaire 9, State-Trait Anxiety Inventory,
Disability Rating Scale, Proxy, with their respective
medical subject title (MeSH) and synonyms. Searches

were conducted between September 2020 to October
2020 and updated in July 2021. Only Spanish or Eng-
lish language articles were included. The entire search
strategy can be found in Appendix S1.

Inclusion and exclusion criteria

In this review, we included studies that evaluated
adult patients with any condition, to whom any of the
following scales had been applied: For HRQoL, the
Short Form 36 Health Survey Questionnaire (SF-36);
for functioning, the World Health Organization Disa-
bility Assessment Schedule 2.0 (WHO-DAS 2.0) and
the Disability Rating Scale (DRS); for depressive and
anxiety symptoms, the Patient Health Questionnaire- 9
(PHQ-9) and the State-Trait Anxiety Inventory (STAI),
and for neurocognitive status, the Montreal Cognitive
Assessment (MoCA).The selection of these assessment
instruments for this systematic review was based on the
difficulties observed in evaluating a series of outcomes
in a cohort study of patients with traumatic brain injury
aimed at establishing the factors associated with the
occupational reinstatement of these patients.

It was also a criterion that the scale had been filled
out by both (the patient and a proxy) and that they
presented the scores or statistical measures for com-
parison. Articles in which the instrument filled out by
the patient is not the same as the one filled out by the
proxy to assess the outcome, as well as articles writ-
ten in a language other than Spanish or English, were
excluded from this review (10-15).

Identification and extraction of studies

After removing duplicates, a total of 271 articles were
identified. The articles were then selected by title and
abstract. Each article was independently reviewed by
two evaluators (MAS, JDH). Conflict of opinion re-
garding article selection occurred in 45 articles, which
was resolved by a third evaluator (AMP). Once this
first selection was completed, a total of 52 articles were
obtained and two independent evaluators (MAS, JDH)
reviewed the full texts of the 52 selected articles and a
third evaluator (AMP) resolved the conflicts. Finally,
20 articles that met the inclusion criteria were selected
(Appendix S2).

Data extraction was carried out by two researchers
(JDH, MAS). Collected data included author and year
of publication, title, journal, country, objective of the
study, population and health condition, instruments
used, results, conclusions, and quality review. In addi-
tion, a table was made for the 32 articles excluded
and the reason for their exclusion. The table with the
characteristics of the included and excluded studies is
found in Appendix S2.
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Quality evaluation

Since the included articles were cross-sectional and
cohort studies, the evaluation of the quality of the re-
views was carried out independently by two reviewers
with the tools developed by the Joanna Briggs Institute
(JBI) “Checklist for Cohort Studies” and “Checklist
for Cross-Sectional Studies” (16). These checklists
consist of 11 or 8 questions, respectively, each of
which must be answered as “yes”, “no”, “uncertain”
or “not applicable”. For each review, a mean score was
provided. The quality assessment score was not used
as a criterion for excluding articles.

We used JBI checklists for quality evaluation because
the included studies were only observational studies with
different designs (Cross-sectional and cohort) so we
decided to use a single tool that could assess these two
types of designs. The quality evaluations of each article
are described in detail in Appendix S4 (cohort evalua-
tion) and Appendix S3 (cross sectional evaluation).

Evidence synthesis

Concordance and reliability of responses between
the patients and their proxy were measured with the
intraclass correlation coefficient (ICC) and Cohen’s d
statistic. The ICC measures the proportion of the total
variability due to the variability between the respon-
ses of the groups evaluated, patients and proxy (17).
Cohen’s d quantifies the magnitude of the mean diffe-
rence between the responses of patients and their proxy
and was calculated when data became available (18).

ICC values<0.4 represent poor reliability; values
between 0.41 and 0.70 represent moderate to good
reliability and values>0.70 represent excellent relia-
bility (19). Cohen’s d was categorized as follows: 0.0
—0.19: minimal effect, 0.20 — 0.49: small effect, 0.50 —
0.79: Medium eftect and >0.8: large effect (20). In this
analysis, what is sought are minimum or small effect
sizes, which indicates a smaller difference between the
responses given by the patient when compared to the
responses obtained from the proxy.

RESULTS

Description of the studies

Fifty-two studies were found and 32 were excluded
because they did not evaluate the same instrument
between the patient and the proxy or there was no mea-
sure of the correlation between the responses of both
groups. Of the 20 studies included, 12 articles were
from the SF-36 scale, seven from WHODAS 2.0, one
from PHQ-9 (See figure 1), and no articles were found
related to the STAI, DRS, and MoCA instruments (See
table 1). These 20 articles were then categorized by
health conditions. Ten articles were found related to
neurological conditions (21-30), three with psychiatric
conditions (31-33), three on the elderly (3, 4, 34), two
about heart conditions (1, 35), one in intensive care
unit (ICU) patients (36) and one in relation to other
conditions (6) (See Table 1).

Study selection

Records identified through
Database searching
(n=341)

A 4

Records after duplicates
Removed (n = 271)

A (n=219)
Full text articles evaluation

Records excluded after
Title/abstract review

(N = 52)

T Studies excluded (N = 32)
v | Intervention (n = 32)

Studies included
(n=20)
SF-36 (12)
WHO-DAS 2.0 (7)
PHQ-9 (1)

Fig. 1. Flow diagram of the literature search and selection
of articles. SF-36: Short Form-36; WHO-DAS 2.0: World
Health Organization Disability Assessment Schedule 2.0;
PHQ-9: Patient Health Questionnaire 9.
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Table I. Articles categorized by health conditions

Condition Specific condition Instrument n
Neurological (n=10) Huntington’s disease (26) WHODAS 2.0 1
People with disabilities (24) SF-36 1
Stroke (27, 30) PHQ-9/WHODAS 2.0 2
Alzheimer’s disease (22) SF-36 1
Dementia (23) SF-36 1
Multiple sclerosis (21) SF-36 1
Spinal cord injury (28, 29) WHODAS 2.0 2
Brain trauma (ECT) (25) WHODAS 2.0 1
Psychiatric (n=3) Schizophrenia (32) WHODAS 2.0 1
Bipolar disorder/schizophrenia (31) SF-36 1
Mental iliness (33) WHODAS 2.0 1
Older adults (n=3) Older adults (3, 4, 34) SF-36 3
Heart disease (n=2) Heart disease (1, 35) SF-36 2
ICU patients (n=1) ICU patients (36) SF-36 1
Other conditions (n=1) No specific disease (6) SF-36 1

ICU: intensive care unit; SF-36: Short Form-36; WHO-DAS 2.0: World Health Organization Disability Assessment Schedule 2.0; PHQ-9: Patient Health

Questionnaire 9.

Of the 20 articles included, 14 were cross-sectional
studies and 6 were cohort studies. The study quality
was variable. There were 13 studies considered to be
of moderate to good quality (score greater than 4/8 for
cross-sectional studies or greater than 6/11 for cohort).
Regarding the cross-sectional studies, it was found that
the greatest flaw was in points 5 and 6 of the JBI instru-
ment, which corresponded to the confounding factors.
Most of the studies did not take into account factors
that could create bias in the presence of some difference
between the groups, for example, the time that the proxy
spent with the patient, if they were close, if they lived
together or the frequency of visits to the patient.

SF-36 Patient — Proxy

In multiple sclerosis, all the domains presented an
agreement between moderate to excellent, the domain
that showed the highest reliability was the physical fun-
ctioning (PF) with an ICC=0.91 (95% CI=0.87—-0.95)
(21). In patients with Alzheimer’s, role physical (RP)
was the one with the highest concordance with an effect
size d=0.07 (95% CI1=-0.27-0.41), and social fun-
ctioning (SF) was the one with the lowest concordance
level d=0.56 (95% CI=0.20—-0.90) (22).

In patients with dementia, all the domains have a
poor level of agreement in the answers provided by
the patients when compared with those of the family
and caregiver proxy. Although there was no moderate
correlation in any domain, the PF was the domain with
the highest agreement with an ICC=0.39 and in the SF,
there was no degree of agreement between the patient
and the caregiver (23).

In a group of people with disabilities, including some
patients with multiple sclerosis, Parkinson’s disease
and traumatic brain injury, there were different types of
proxy (best available proxy, family, friends, and health
personnel). PF, bodily pain (BP), mental health (MH),

and general health (GH) obtained moderate agreement
with all types of proxy. On the contrary, the RP, the
role emotional (RE), and the SF were dimensions that
showed a poor level of agreement (24).

In the studies that included patients with psychiatric
conditions, it was found that, in schizophrenia, when
comparing the responses between patients and proxy,
in general, all the dimensions had a poor to moderate
agreement, the summary of physical components was
the one that showed higher reliability with an ICC=0.7
(95% CI1=0.5-0.8) followed by the PF, BP and MH
domains. When analyzed by effect sizes with Cohen’s
d, all the domains and the summary of components
present a small difference between the responses of the
patients and the proxy, with the Role Emotional (RE)
having the smallest difference with a d= 0.00 (95%
CI=-0.5-0.5) which means a very good concordance
between both answers (31).

In patients with bipolar affective disorder (BAD), the
agreement between patients and proxy is moderate to
good in all dimensions, except for the dimension of vita-
lity (VT) ICC=0.3. The dimensions with the greatest
agreement were the BP with ICC=0.8 and the SF with
ICC=0.8 and when evaluating effect sizes in the dif-
ferences between both groups, the SF domain was also
the one that showed the least difference with a d=0.04
(95% CI=-0.56—0.66), the MH had the highest agre-
ement with d=0.01 (95% CI=-0.60-0.62) (31).

In cardiac surgery patients, the agreement between
patients and proxy showed that BP dimension and VT
had a poor agreement, and these were correlated with
time (follow-up from before surgery to 6 months after)
(1). However, this study showed at 6-month follow-up
that concordance was higher in the PF, RF, and MH
domains, as well as in the Physical Health Summary
(PHS) (1).

In patients who are in phase II cardiac rehabilitation
programs, when comparing the responses in HRQoL
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improvement reported by the patient with those of
their spouse, RE and GH were the domains with the
highest agreement with d = 0.05 (—0.37—0.48) in both
groups (35).

In a population of older adults, the correlation bet-
ween patient/health personnel and the patient/proxy
correlation indicated a poor concordance in the SF,
in the two scenarios evaluated: outpatient and inpa-
tient rehabilitation services (3). There was excellent
agreement on none of the dimensions. The dimension
with the best patient/proxy agreement was the PF with
ICC=0.55 (95% CI=0.26—-0.76), patient/health pro-
fessional was ICC= 0.45 (95% CI=0.18-0.67), and
patient/proxy in day hospital setting ICC=0.71 (95%
CI=0.28-0.87) (3).

In a group of elderly people with physical disabi-
lities who evaluated the concordance between the
patient/health personnel and the patient/reference
person, when evaluating HRQoL with the SF-36, it
was found that the BP dimension had the greatest
concordance with an ICC=0.69 followed by the
PF with an ICC=0.6 (9). The dimensions RE and
SF had a poor agreement in the two types of proxy.
Patient and proxy mean scores for all 8 domains of
the SF-36 were lower for proxy than patient scores,
except for the RP dimension. The mean scores of
the professional representatives in the eight dimen-
sions of the SF-36 were closer to the estimates of
the patients (9).

In another study where the correlation in the respon-
ses of the SF-36 in older adults was evaluated, the best
concordance was obtained in the PF with ICC=0.84
and in the RP when the effect size was evaluated with
ad=0.04 (95% CI=-0.45-0.53) while the domains
with the poorest concordance were BP with ICC=0.30,
DE with ICC=0.31 and SF with ICC=0.38, as well as
MH with d=0.52 (95% CI=0.02—1.01) (4).

When the SF-36 instrument is filled out by a proxy,
it can reliably assess the HRQoL of critically ill
patients upon admission to the ICU, the RE was
the one with the highest agreement with d=0.08
(95% CI=-0.18-0.34) and the domain with the
lowest agreement was GH with d= 0.43 (95%
CI=0.17-0.70) (36).

In a Medicare review that included more than 65,000
proxy responses from patients with various medical
conditions, all domains of the SF-36 had a small
effect size when comparing patient means to proxy
responses, which means an excellent concordance in
the responses of both groups, with summary values of
the mental component d=0.02 (95% CI=-0.03-0.07)
and of the physical component and d=0.11 (95% CI=
—0.11-0.15). For the domains of PF, VT, SF, and RE
a moderate effect size was found, and for the other
domains a small effect size (6).

TableIV. Effect size (Cohen’s d) between World Health Organization
Disability Assessment Schedule 2.0 (WHODAS 2.0) patients and
proxy

Cohen’s d

Author Population (confidence interval)

Neurological condition
Tarvonen-Schréder 2019 (28)  Spinal cord injury
Chronic back pain
Tarvonen-Schroder 2019 (29) Spinal cord injury 0.11 (-0.42-0.65)
Tarvonen-Schroder 2018 (25) TEC 0.02 (-0.24-0.28)
Downing 2014 (26) Huntington’s disease 0.18 (-0.02-0.39)
Psychiatric condition

Zhou 2020 (33) 0.05 (-0.16-0.26)
Pietrini 2021 (32) 0.01 (-0.46-0.47)
“Cohen’s d”: 0.0-0.19: Minimal effect, 0.20-0.49: small effect, 0.50-0.79:
medium effect, >0.8: large effect.

0.67 (0.30-1.03)
1.92 (1.44-2.41)

Mental disorders
Schizophrenia

WHODAS 2.0 Patient — Proxy.

Of the seven articles included in WHODAS 2.0,
five were related to neurological conditions such as
spinal cord injury, stroke, traumatic brain injury, and
Huntington’s disease (26—30), and two are related to
psychiatric conditions such as schizophrenia and other
mental disorders (32, 33). The concordance evaluation
in these studies was carried out by measuring the ef-
fect size with the mean difference with the “Cohen’s
d” (See Table 4).

In general, in neurological conditions, a small effect
size was found in the total values of the WHODAS 2.0,
which means that there is a larger concordance between
the patient’s evaluations when compared to those
applied by the proxy, mainly in patients who suffered
a stroke (25) with a d=0.02 (95% CI=-0.24-0.28)
and in patients with Huntington’s disease (26) with a
d=0.18 (95% CI=-0.02-0.39). Of the two studies that
evaluated patients with spinal cord injury, no similar
results were found in terms of concordance, however,
one of the articles referred to tetraplegic patients while
in the other study the type and level of the injury were
more variable. In patients with tetraplegia a good
concordance was found between patient and proxy
d=0.11 (95% CI=-0.42-0.65) (29). The only group
of all studies included regarding the WHODAS 2.0 that
showed a large difference in effect size was the chronic
back pain group, with worse concordance between the
responses of the patient and that of the proxy with a
d=1.92 (95% CI=1.44-2.41), whit latter being the
one that perceives the greatest alteration in functio-
ning above the perception of the patient himself (28).

In psychiatric conditions, two articles were included
about patients diagnosed with schizophrenia and other
psychotic disorders, mood disorders, and anxiety dis-
orders, among others (32, 33). In the group of patients
with a diagnosis of schizophrenia (32), when evalua-
ting the size of the effect between the responses of the
patient and the proxy, a good correlation was found in
the responses of the WHODAS 2.0 in its global score
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with a d=0.01 (95% CI=-0.46-0.47). Similarly, in
the group with different diagnoses of mental disorders
with a d=0.05 (95% CI=-0.16-0.26) (33).

PHQ-9 Patient — Proxy

Only one study was found that met the objective of
this review (35). The study evaluated the validity and
responsiveness of the proxy compared to the responses
of the patients. This cross-sectional study included
200 stroke patients. The PHQ-9 reported by the pa-
tient had a score of 6.0 (£4.9) and that of the proxy
had 7.0 (£5.4), with an effect size of d=0.19 (95%
CI= 0-0.39 ), with a good agreement between the
responses of the patient and those of the proxy. Finally,
this study concludes that the use of responses obtained
by proxy in patients with stroke with more than three
months of evolution is justified (30).

DISCUSSION

Different instruments for the evaluation of the HRQoL,
functioning, depressive symptoms, anxiety, and neu-
rocognitive impairment are widely validated in the
literature, but there are still some difficulties in their
application, as in the case when they cannot be comple-
ted by the patient and alternative methods must be used
to obtain this information, such as the application of the
same instrument by a proxy, caregiver, family member
or health personnel. Although some of the instruments
are designed to be applied by both patients and proxy,
there are others in which this has not been validated.

The selection of these assessment instruments for
this systematic review was based on the difficulties
observed in evaluating a series of outcomes in a cohort
study of patients with traumatic brain injury aimed at
establishing the factors associated with the occupa-
tional reinstatement of these patients.

The SF-36 and WHODAS 2.0 are the instruments
that provided the most results for the analysis; on
the contrary, no results were obtained with the STAI,
DRS, and MoCA instruments. About the STAI, two
articles evaluated in children were found that aimed
to validate modifications of this scale to be applied to
parents or proxy, however, in general, there was not
a good level of agreement between children and their
parents with these modified scales (37). The lack of
results of the DRS can be explained by the character-
istics of the instrument itself where the objectivity of
the instrument does not affect its reliability whoever
fills it out. In contrast, the MoCA, being a cognitive
assessment instrument, cannot be completed by a proxy
of the patient and the result of the instrument must
be established with what the patient has been able to
answer (11, 13).

In the evaluation of HRQoL, it was found that the
domains that evaluate the physical component, mainly
in neurological conditions are the ones that show the
highest level of agreement and greater precision. On
the contrary, a greater disagreement was found in
the domains of the mental component and in the SF.
This result coincides with what has been described in
the literature, and that is that there is greater patient/
proxy concordance in the domains or elements that
are more visible and observable, such as the physical
component. In contrast, the less observable and more
subjective domains and elements such as the social,
environmental, and self-perception domains have less
concordance in patient/proxy responses (6).

When comparing the SF-36 with other instruments
that assess HRQoL such as the WHOQoL-BREF in
neurological conditions such as head trauma, it is
found that with this instrument the level of concor-
dance proxy/patient was adequate, having a greater
level of agreement the domain of physical function-
ing than the domains that evaluate social aspects and
self-perception. Additionally, it is described that the
age of the patient, the severity of the injury, and the
relationship of the proxy with the patient can affect the
level of agreement (38).

The results obtained with the WHODAS 2.0, a
generic tool that measures activities and participa-
tion with more objective questions for the patient and
the proxy (25), found very good reliability between
patient/proxy responses in neurological and psychiatric
conditions.

In a study in patients who suffered a stroke (39), the
response was evaluated in both patients and proxy of
the modified Rankin (strength) (40), Barthel index
(activities of daily living) (41), Lawton assessment
(instrumental activities of daily living) (42), Folstein
Mini Mental State Examination (cognition) (43), and
the SIS (Stroke Impact Scale) (44) and found that the
indirect bias towards overestimation of the severity of
the patient’s condition tended to increase as the sever-
ity of the stroke increased, but when evaluating the
effect size between the responses given by the patient
and those given by the proxy were small (range, -0.1
to 0.4) with an intraclass correlation coefficient that
was between 0.50 and 0.83. They also clarify that the
degree of agreement was better for the observable
physical domains.

Regarding to the PHQ-9 instrument, only one article
was found, in this study the instrument was compared
between stroke patients and their proxy, with a good
concordance in the responses of both groups (30).
However, as it is a single study included in the evalua-
tion of this instrument, it is not possible to define if this
instrument is applicable to any population with the pos-
sibility of reproducing the same results and reliability.
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This review provides important results to clinici-
ans, researchers, and health professionals, in general,
to evaluate the HRQoL and functioning outcomes
through the responses to the instruments by the proxy
when they cannot be completed by the patients. For
this reason, there could be greater reliability, fewer
data losses attributable to limitations in the ability of
patients to respond for themselves, better control of
bias in research, and more comprehensive assessments
in clinical practice of patients in a most serious health
condition (9).

Limitations

The lack of inclusion of other instruments that evaluate
the same outcomes assessed in this review may limit
the generalizability of the results only to HRQoL or
functioning instruments. There could be specific instru-
ments with a greater possibility of agreement of the
outcomes reported by the patient and by the proxy, but
a greater number of studies with these characteristics
are needed.

This review would have been more precise if the
focus had been on a single health condition. However,
due to the lack of proxy information, it was decided
to carry out the systematic review including all health
conditions.

In most studies where the level of agreement was
evaluated with the ICC, the confidence interval was
not included, which is important to better define the
precision of the results. Furthermore, the methodolo-
gical quality of the primary studies included, the lack
of sample size calculations, and the variability of their
correlation measures affected the interpretation of the
results obtained.

Another limitation of this study was the selection of
the assessment instruments for this systematic review,
due to the fact that they were chosen based on the
difficulties observed in patients with traumatic brain
injury in a cohort study.

Implications for practice

The use of alternative sources to obtain information, as
a proxy, becomes a feasible solution to non-response
and missing data attributable to limitations in the abi-
lity of patients to respond for themselves in clinical
settings.

Using evaluation instruments that allow the use of
proxy to answer them when the patient cannot do so,
facilitates, and improves the quality of the data in an
investigation by better controlling the biases associated
with incomplete data.

It is important that in the validation processes of an
instrument the component of the evaluation by proxy

be included, for those situations in which the patients
have limitations to respond

Rehabilitation hospitals that use HRQoL and functio-
ning outcomes benefit from the results of this research
because it will allow them to better understand which
instruments and which domains can be used in the
evaluation of patients and in their follow-up, and in
this way improve intervention programs.

CONCLUSION

Overall, the levels of agreement between the responses
of the patients and the proxy were good, mainly when
evaluating HRQoL and functioning with the SF-36 and
WHODAS 2.0 instruments, respectively, with a higher
level of agreement in the more objective and observa-
ble domains such as physical functioning and lower
level of agreement in less objective domains, such as
emotional or affective status, and self-perception. In
patients who cannot fill out the different instruments,
the use of a proxy can helps avoid the omission of
responses and facilitate decision-making in clinical
practice by having more comprehensive and complete
information about the effects of an intervention or the
evolution of a given health condition.
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