
https://doi.org/10.1177/0733464819866587

Journal of Applied Gerontology
2020, Vol. 39(6) 618–626
© The Author(s) 2019
Article reuse guidelines:
sagepub.com/journals-permissions 
DOI: 10.1177/0733464819866587
journals.sagepub.com/home/jag

Cognitive Health and Dementia

Introduction

Dementia constitutes a group of disorders with a great het-
erogeneity in terms of etiology, behavior, insight, judgment, 
and other symptoms such as psychosis, anxiety, or depres-
sion (Banerjee et al., 2009). The World Health Organization 
defines Health Related Quality of Life (HRQoL) as the per-
sonal perception about one’s own life position in terms of 
achievements, expectations, standards, and concerns 
(Sartorius, 1990). A recent meta-analysis including more 
than 37,000 patients with dementia of various etiologies 
showed the relevance of HRQoL and, at the same time, 
linked reported HRQoL to a wide range of variables that 
have to be explored further (Martyr et al., 2018). According 
to Landeiro et al. (2018), HRQoL is increasingly recognized 
as an important outcome measure in dementia research, and 
a detailed level of measurement and assessment will help 
improve information on disease progression and cost-effec-
tiveness models in this area. To date, a majority of studies 
conducted in this area have focused on the conceptual analy-
sis of HRQoL in dementia, as well as on the study of psycho-
metric properties of dedicated assessment instruments 
(Banerjee et al., 2009).

Although these assessment tools were developed recently, 
some have already shown evidence for the relationship 
between HRQoL and clinical variables such as cognition, lim-
itations in daily life activities, behavioral disorders, depres-
sion, or caregiver burden (Banerjee et  al., 2009). As a 
consequence and due to the range of symptoms shown in 
dementia syndromes, there is an increasing consensus with 
regard to the need of considering HRQoL with the same rele-
vance as cognition and behavior (Rabins & Black, 2007; 
Whitehouse, 2000). Difficulties arise from the way HRQoL 
information is collected, as the test-taker may show better or 
worse communication abilities when self-reporting about  
their own HRQoL, and may be willing to show compliance 
with the evaluator (Wlodarzcyk, Brodaty, & Hawthorne, 
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2004). However, despite difficulties with assessment,  
measures of HRQoL may help not only when assessing the 
impact of the disease on patients but also when it comes to 
clarifying and demonstrating objective intervention effects.

Concerns exist in relation to the use of generic quality of 
life measures when assessing individuals with dementias, as 
these generic instruments have not been specifically validated 
for these samples (Ettema, Dröes, de Lange, Mellenbergh, & 
Ribbe, 2005; Silberfeld, Rueda, Krahn, & Naglie, 2002). In 
fact, in the last 10 to 15 years, knowledge in the area has 
increased, so that studies now show that HRQoL data may be 
obtained by means of both subjective reports and proxy  
measures (Brod, Stewart, Sands, & Walton, 1999; Logsdon, 
Gibbins, McCurry, & Teri, 2002; Smith et  al., 2005). 
Instruments developed so far are quick and easy to administer 
to a wide heterogeneous variety of cases (Banerjee et  al., 
2009). The National Institute for Health and Care Excellence 
(NICE; 2006) shows the relevance of improvement in HRQoL 
when intervening in dementias. Other authors (Small et al., 
1997; Winblad et  al., 2001) had previously observed the 
importance of redefining the treatment success to incorporate 
additional parameters of the patient’s lifestyle, such as daily 
life activities, behavioral disorders, caregiver burden, 
HRQoL, or usage of existing resources in the community. 
Schwartz (2013) emphasized the need for these measures, not 
only in the design of services required by an individual with 
cognitive decline in the face of institutionalization in a nurs-
ing home but also in relation to its utility when establishing 
treatment priorities. For this reason, some criteria must be ful-
filled, such as a score higher than 10 in the Mini Mental State 
Examination (MMSE) general cognitive screening test 
(Folstein et al., 1975), although the scoring in this test does 
not seem to correlate with either HRQoL self-perception or 
with caregivers’ reports (Fuh & Wang, 2006; Logsdon et al., 
2002; Vogel, Mortensen, Hasselbalch, Andersen, & Waldemar, 
2006). Age may also influence the level of HRQoL in demen-
tia patients (Banerjee et al., 2006).

According to reports from both formal and informal care-
givers, HRQoL is influenced by the presence of behavioral 
disorders, but this relationship is not observed in patients’ 
reports, which show a differential impact from these behav-
ioral disorders or even a decrease in awareness and insight 
(Banerjee et al., 2009; Banerjee et al., 2006; Hoe, Hancock, 
Livingston & Orrell, 2006; Logsdon et al., 2002). HRQoL is 
also likely to be modulated by mood disorders (Logsdon 
et  al., 2002; Smith et  al., 2005), depression, and anxiety 
(Banerjee et al., 2006), so that an improvement in HRQoL 
may relate to an improvement in depression and communica-
tion skills (Woods, Thorgrimsen, Spector, Royan, & Orrell, 
2006). Scores in patients’ self-reported HRQoL can be pre-
dicted by depression and anxiety (34% of the variance), 
while professional caregivers’ opinion is only linked to 
behavioral disorders (43% of the variance) (Banerjee et al., 
2006; Hoe et  al., 2006; Samus et  al., 2006; Samus et  al., 
2005; Thomas et al., 2006). Effects of these variables are not 

causal, but they maintain over time and have an impact on 
the decrease of HRQoL. In a longitudinal study by Lyketsos 
et al. (2003) on reports given by patients’ proxies over time, 
scores decrease after a 2-year follow-up, with a Cohen’s d 
effect of .36, while half of the study subjects did not suffer 
any change or even improved, thus showing evidence that 
even with a progression of dementia, HRQoL does not nec-
essarily decay. The only predictor found was the baseline 
HRQoL score.

Based on caregivers’ reports, autonomy in Daily Life 
Activities, both basic and instrumental, has an effect on 
HRQoL, sometimes an effect even higher than the impact of 
cognitive decline (Karlawish, Lu, Logsdon, Whitehouse, & 
Aisen, 2004). When an early intervention takes place in this 
area, those with low baseline performance in Daily Life 
Activities may show significant improvement (Banerjee 
et  al., 2007; Zimmerman et  al., 2005). By means of the 
implementation of cognitive stimulation therapy on a group 
basis, some improvements in Daily Life Activities have been 
reported with regard to control groups (Spector et al., 2003), 
and maintaining this stimulation improved the performance 
from baseline to the post-intervention assessment; however, 
as MMSE scores declined, the HRQoL declined too (Orrell, 
Spector, Thorgrimsen, & Woods, 2005). In terms of gender 
differences, women seem to benefit most from the interven-
tion, while men without treatment perform worse (Woods 
et al., 2006).

In terms of differences between chronic conditions, demen-
tia gets the best scores in HRQoL (as compared, by a way of 
example, with diabetes or other chronic conditions), but when 
sociodemographic variables are taken into account, dementia 
is the condition showing the largest decrease in HRQoL. 
Moreover, quality of life tends to decline with age, while 
dementia onset is also related to late-life ages (Esteban y Peña 
et al., 2010). However, there are no previous studies pointing 
to how different types of dementia, and, more specifically, pri-
mary degenerative dementias, may influence the HRQoL 
scores, or how HRQoL may constitute a relevant differential 
measure for the diagnosis of specific subtypes of dementia.

With this framework, the goal of the present study was to 
compare HRQoL of people with different types of dementia 
with healthy cognitive aging individuals, as well as to com-
pare different HRQoL profiles among different subtypes of 
primary degenerative dementias. It was hypothesized that 
different HRQoL profiles would be found between dementia 
groups and controls, and between the different dementia 
subtypes.

Method

The study comprised an incidental sample of 163 partici-
pants divided into five groups: (a) 45 individuals with a diag-
nosis of Alzheimer’s disease (AD) dementia, (b) 27 
individuals with a diagnosis of Lewy body dementia (LBD), 
(c) 17 individuals with frontotemporal dementia (FTD), and 
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(d) 43 individuals with a diagnosis of mild cognitive impair-
ment (MCI). Moreover, a control group was available: (e) 31 
individuals with no cognitive decline, namely, healthy con-
trols (HCs). Individuals who attended a neurology clinic and 
fulfilled the inclusion criteria were invited to voluntarily par-
ticipate in the NeuroDemeNPsia study, in which cross- 
sectional measures of psychological and neuropsychological 
variables were taken, so the final sample and group sizes 
were shaped based on the availability of suitable participants. 
Inclusion criteria included the following:

1.	 Cognitive decline due to a degenerative primary 
dementia (AD, LBD, or FTD; with scores in the 
Reisberg et al.’s Global Deterioration Scale [GDS] of 
3 or 4) or due to a MCI but not dementia. Those scor-
ing 1 or 2 in the GDS and showing a regular cognitive 
performance (not above or below 2 standard devia-
tions from the mean in cognitive tests) were included 
as HC;

2.	 Individuals with a diagnosis of AD had to fulfill 
National Institute of Neurological and Communicative 
Disorders and Stroke and the Alzheimer’s Disease 
and Related Disorders Association (NINCDS-
ADRDA) diagnostic criteria (Dubois et  al., 2007); 
those with LBD had to fulfill Dementia With Lewy 
Bodies (DLB) International Workshop diagnostic cri-
teria (McKeith et al., 2005); and those with FTD had 
to fulfill the criteria from the Work Group 
Frontotemporal Dementia and Pick’s Disease 
(McKhann et al., 2001).

3.	 Individuals with MCI had to fulfill criteria from the 
Spanish Neurological Society (SEN; Robles, Del 
Ser, Alom, Peña Casanova, & Grupo Asesor del 
Grupo de Neurología de la Conducta y Demencias 
de la Sociedad Española de Neurología, 2002) and a 
score of 3 in the GDS;

4.	 All received a diagnosis by a neurologist from a pri-
mary care setting in the Greater Bilbao area (Spain);

5.	 All signed a consent form, with explicit authorization 
to participate given by the individual and, where 
required, from their caregiver.

Exclusion criteria followed in this study included the fol-
lowing: (a) suffering from conditions associated to decline in 
intellectual functions, such as cerebral infections, stroke, 
encephalic degenerative diseases, psychiatric disorders, or 
showing conditions affecting functionality to prevent their 
participation in the study (deafness, blindness, etc.), all of it 
confirmed by the clinical record and a check-up by a neurolo-
gist, and (b) those lacking a companion or informal caregiver 
who may respond as the main caregiver were also excluded.

HRQoL is measured by means of the 12-Item Short Form 
Health Survey, version 2 (SF-12-v2) questionnaire, developed 
by Ware, Kosinski, Turner-Bowker, and Gandek (2002). It 
comprises 12 items whose goal is to easily gather information 

about the level of well-being and functional capacity of an 
individual, defining positive and negative status of both physi-
cal and mental health by means of eight factors or subscales 
(Physical Function, Physical Role, Body Pain, General Health, 
Vitality, Social Function, Emotional Role, and Mental Health) 
and two summary composite measures (physical [PSC] and 
mental [MSC]). Some items read, “In general, would you say 
your health is . . .,” “During the past 4 weeks, have you had 
any of the following problems with your regular daily activi-
ties . . .,” or “During the past 4 weeks, how much did pain 
interfere . . .?” Response options are presented in a Likert-type 
scale (with options ranging from 3 to 6 points, depending on 
the item), which evaluate intensity and/or frequency of indi-
vidual’s health status. Scoring ranges from 0 to 100, where 
higher scores mean a better HRQoL. Research on this scale 
has shown internal consistency scores higher than 0.70, and 
significant correlations between the different versions of the 
scale (Jenkinson & Layte, 1997).

This measure was selected (in the absence of dementia-
specific HRQoL measures) as it was the most widely used 
measure for HRQoL. Both patient’s and an informant’s (i.e., 
relative or main caregiver) questionnaires were collected for 
all the groups (dementia, MCI, and HC). In this case, the 
informants needed to answer the questions as if they were the 
patients themselves.

Norms and weights from the American version were used 
in the absence of a full validation of the scale with a repre-
sentative older Spanish population at the time of the study. 
The questionnaire itself had already been validated to 
Spanish by other authors for a wider age range, with a 
younger, general population-based sample (Monteagudo, 
Hernando, & Palomar, 2011). Estimation of dimensions and 
summary composite scores was performed by means of the 
standard method that uses an algorithm with the mean scores, 
standard deviations, and factorial weights in the general pop-
ulation (Ware et  al., 2002), leading to comparable typified 
scores. Validity coefficients (test–retest) were 0.89 and 0.76 
for PSC and MSC, respectively. In addition, the MMSE was 
administered as a measure of global cognitive function.

Results

Sociodemographic and Clinical Features

Sociodemographic variables for each of the groups can be 
seen in Table 1. The MCI group was the youngest, while the 
highest mean age corresponds to the LBD group, followed by 
the AD group. There were no statistically significant age dif-
ferences between dementia subgroups, and only when com-
pared with the MCI group, these differences appeared, which 
seems to adhere to the logic of the MCI being a preclinical 
anterior state to the development of different types of demen-
tia (Feldman & Jacova, 2005; Feldman & Kandiah, 2008; 
Gabryelewicz et  al., 2007; Lambon, Patterson, Graham, 
Dawson, & Hodges, 2003; Petersen et al., 2001).
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In terms of gender, no statistically significant differences 
were observed between groups. In terms of years of educa-
tion, the AD patients group shows the lowest score, fol-
lowed by LBD, HC, FTD, and, finally, MCI group. The 
mean years for all the groups is 8.07 (SD = 4.35), in a range 
from 0 to 22 years of formal education, with a majority of 
individuals ranging from 6 to 12 years.

Table 2 shows the clinical features of the groups assessed, 
those having different neurodegenerative diseases, MCI, and 
HCs.

A comparison was performed between the level of func-
tional decline as measured by the GDS (Reisberg, Ferris, de 
Leon, & Crook, 1982) and belonging to a specific group. 
Thus, a statistically significant interaction was observed 
between the group (i.e., dementia, MCI, HC) and the level of 
functional decline (χ2 = 187.864; p = .000), with the AD 
group showing the highest percentage of patients within 
some level of functional decline, and significantly worse 
than those with LBD and FTD.

One of the key scores depicted in Table 2 is the amount 
of time since the appearance of first symptoms, as it may 
explain part of the variance of both psychiatric symptom-
atology and neuropsychological performance. No statisti-
cally significant differences were found between the three 
groups with dementia, neither when the fourth group with 
MCI was included in the analysis.

In terms of differences between MMSE scores, there were 
no statistically significant differences between the three 
dementia groups, and as expected, significant differences 
were found between these and the groups with MCI and HC. 
Moreover, significant differences appear between the MCI 
and HC groups (U = 294; p = .000). Using a qualitative 
group categorization for the MMSE based on cut-points for 
absence of cognitive decline (score ≥ 24), mild cognitive 
disorder (score from 18 to 23), and severe cognitive disorder 
(score from 0 to 17), differences were observed across all 
groups in terms of severity of cognitive decline distribution.

Interestingly, a correlation analysis between clinical and 
sociodemographic variables showed that there was a clear 
cohort effect in this sample (i.e., Spanish post-Civil War gen-
eration with lower access to education), because years of edu-
cation and age showed a highly significant inverse correlation 
(r = –.372, p < .01). Similarly, global cognitive status was 
related, to some extent, to years of clinical development (i.e., 
time since the first symptoms appeared; GDS vs. years since 
first symptoms: r = .442, p < .01; MMSE score vs. years 
since first symptoms: r = –.273, p < .01).

HRQoL Among Groups

Supplemental Table 1 shows the results for the SF-12-v2, 
administered both to participants and proxies (i.e., relatives or 

Table 1.  Sociodemographic Features of the Sample.

AD (n = 45) LBD (n = 27) FTD (n = 17) MCI (n = 43) HC (n = 31)
Statistics  

(chi-square test) p

Sex
  Male N (%) 20 (44) 13 (48) 8 (47) 14 (33) 9 (29) χ2(4) = 4.005 .405
  Female N (%) 25 (56) 14 (52) 9 (53) 29 (67) 22 (71)

 

Statistics
(Kruskal–Wallis 

H test) p

Age (M ± SD)
  All groups 77.18 ± 6.27

(56-90 years)
78.26 ± 7.26
(59-89 years)

74.35 ± 8.32
(53-83 years)

70.77 ± 11.49
(54-85 years)

75 ± 6.67
(62-91 years)

χ2(4) = 13.371 .010

  Dementia groups vs. 
control

— χ2(3) = 6.666 .083

  Dementia groups — — χ2(2) = 2.204 .332
  Groups with cognitive 

decline
— χ2(3) = 11.338 .010

Years of education (M ± SD)
  All groups 6.21 ± 3.48 7.72 ± 2.95 8.93 ± 4.62 9.67 ± 5.35 8.35 ± 3.35 χ2(4) = 12.314 .015
  Dementia groups vs. 

control
— χ2(3) = 6.179 .013

  Dementia groups — — χ2(2) = 4.947 .084
  Groups with cognitive 

decline
— χ2(3) = 11.932 .008

Note. AD = Alzheimer’s disease; LBD = Lewy body dementia; FTD = frontotemporal dementia; MCI = mild cognitive impairment; HC = healthy 
controls.
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caregivers), while Supplemental Table 2 shows post hoc anal-
yses comparing intergroup differences in HRQoL (as self-
reported by participants) and Supplemental Table 3 the post 
hoc analyses for intergroup differences based on proxies’ 
reports. Statistical comparisons carried out between the 
“patient rated” and the “relative rated” administrations of the 
HRQoL have been published elsewhere (Onandia-Hinchado 
& Diaz-Orueta, 2019) and show a high level of agreement 
between patients’ and proxies’ reports, even higher than 
between HCs’ and proxies’ reports.

In terms of self-reported Physical Function, dementia 
subgroups differed significantly. Post hoc analysis showed 
that LBD participants showed significantly lower scores than 
all the other groups, except with the FTD group, and these 
scores were consistent between self-reported measures and 
those reported by proxies. Additional linear regression anal-
ysis performed to rule out the influence of age, gender, years 
with symptoms, and years of education did not show any 
influence on Physical Function, neither for patients’ or for 
proxies’ reports.

Analysis of self-reported Physical Role showed signifi-
cant differences between groups with dementia alone, groups 
with cognitive decline (dementia and MCI), and across all 
groups. Highest scores, as expected, were shown by HCs, 
followed very closely by those with AD. Lowest scores were 
for the LBD and FTD subgroups. Post hoc Mann–Whitney U 
analyses for self-reported measures showed statistically sig-
nificant differences between AD and LBD (mean ranks 30.83 

vs. 19.58), AD and MCI (37.72 vs. 29.53), and LBD and HC 
(16.95 vs. 25.64). Consideration of proxies’ reports for the 
Physical Role ratings showed significant differences again 
not only between AD and LBD (34.80 vs. 21.31) but also 
between AD and FTD (29.01 vs. 17.19), FTD and HC (14.88 
vs. 25.69), and for LBD scoring significantly lower than all 
the other groups except FTD, which raises issues about the 
impact of LBD in caregivers’ burden. In a linear regression 
analysis, no sociodemographic variables showed any signifi-
cant effect on the variance of the Physical Role scores.

Body Pain only showed differences for self-reported mea-
sures between AD and LBD patients (29.88 vs. 22.62), while 
proxies’ reports did not show any statistically significant dif-
ferences. Scherder, Sergeant, and Swaab (2003) reported that 
patients with AD experience greater pain due to such factors 
as the presence of white-matter lesions, while there is a lack 
of experimental data on pain in other subtypes of dementia 
such as LBD.

In terms of General Health, once again, LBD patients 
showed statistically significant lower scores than all the 
other groups except FTD, and also between FTD and HC 
(12.00 vs. 20.50), according to self-reports. According to 
proxies, significant lower scores were present for LBD com-
pared with HC (19.74 vs. 31.08), and FTD compared with 
HC (16.12 vs. 25.18).

For Vitality, post hoc analyses showed statistically sig-
nificant differences in favor of AD (38.73) when compared 
with MCI patients (29.67) only in self-reported measures, 

Table 2.  Clinical Features of the Sample.

Clinical variables AD (n = 45) LBD (n = 27) FTD (n = 17) MCI (n = 43) HC (n = 31)
Statistics

(Kruskal–Wallis H test) p

GDS score (M ± SD; range)
  Dementia groups — — χ2(2) = 5.164 .076
  Groups with cognitive decline 3.73 ± 0.75   3.35 ± 0.49   3.76 ± 1.03   3.05 ± 0.58 — χ2(3) = 23.717 .000*
  All groups   1.1 ± 0.3 χ2(4) = 97.265 .000*
Qualitative Group Categorization GDS—N (%)
  No functional decline (1) 0 0 0 0 28 (90.3) χ2(4) = 187.864 .000*
  Very mild functional decline (2) 1 (2.2) 0 1 (5.9) 5 (11.6) 3 (9.7)
  Mild functional decline (3) 16 (35.6) 17 (63) 7 (41.2) 32 (74.4) 0
  Moderate functional decline (4) 23 (51.1) 9 (33.3) 5 (29.4) 5 (11.6) 0
  Moderate to severe functional decline (5) 4 (8.9) 0 3 (17.6) 1 (2.3) 0
  Severe functional decline (6) 1 (2.2) 0 1 (5.9) 0 0
  Very severe functional decline (7) 0 1 (3.7) 0 0 0
Years since symptoms started (M ± SD)
  Dementia groups 4.44 ± 2.65   3.59 ± 2.49   4.31 ± 2.80 — — χ2(2) = 2.238 .327
  Groups with cognitive decline   4.31 ± 2.76 — χ2(3) = 2.347 .504
MMSE scores (M ± SD)
  Dementia groups — — χ2(2) = 3.744 .154
  Groups with cognitive decline 19.71 ± 4.20 21.15 ± 5.43 20.71 ± 5.61 25.12 ± 3.41 — χ2(3) = 33.976 .000*
  All groups 28.03 ± 1.33 χ2(4) = 79.996 .000*
Qualitative MMSE (based on cut-points)
  No cognitive decline (≥24) 10 (22.2) 11 (40.7) 7 (41.2) 32 (74.4) 31 (100) χ2(8) = 58.762 .000*
  Mild cognitive disorder (18-23) 20 (44.4) 12 (44.4) 6 (35.3) 9 (20.9) —
  Severe cognitive disorder (0-17) 15 (33.3) 4 (14.8) 4 (23.5) 2 (4.7) —

Note. AD = Alzheimer’s disease; LBD = Lewy body dementia; FTD = frontotemporal dementia; MCI = mild cognitive impairment; HC = healthy controls; GDS = Global 
Deterioration Scale; MMSE = Mini Mental State Examination.
*p< .05
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and both participants and proxies were consistent in report-
ing differences between MCI and HC (25.41 vs. 34.70 
according to participants; 29.39 vs. 41.87 according to prox-
ies). Interestingly, Vitality is the only measure in which HC 
showed statistically higher scores than all the other groups, 
according to proxies’ reports.

For Social Function, no statistically significant differ-
ences were reported, either by the participants themselves or 
by proxies.

Emotional Role showed significantly higher scores for 
AD when compared with HC only in participants’ reports 
(30.52 vs. 23.11), and between LBD and HC both in self-
reports (18.45 vs. 23.20) and proxies’ reports (20.98 vs. 
30.24).

In terms of Mental Health, the only statistically signifi-
cant differences were based on caregivers’ reports, showing 
that the HC score was significantly higher than LBD, FTD, 
and MCI.

When performing a further analysis of summary compos-
ite scores, the PSC showed consistent statistically significant 
differences both from patients’ and caregivers’ perspective. 
In both cases, patients with AD showed the highest scores, 
followed by HC and MCI, and, finally, those with FTD and 
LBD (FTD ranking the last from patients’ perspective and 
LBD ranking the last from caregivers’ perspective). Post hoc 
analyses showed statistically significant differences, both in 
patients’ and proxies’ reports, between AD and LBD (partici-
pants: 30.28 vs. 18.79; proxies: 35.39 vs. 20.24), AD and 
FTD (participants: 24.86 vs. 16.21; proxies: 28.53 vs. 18.62), 
and LBD and HC (participants: 15.47 vs. 25.77; proxies: 
19.67 vs. 31.13). Linear regression analysis showed no influ-
ence of age, years of education, or years since first symptoms 
appeared.

Finally, for the MSC score, significant differences were 
only reported by caregivers, showing that HCs’ score was 
significantly higher than AD, FTD, and MCI.

Discussion

Differences in HRQoL, both in terms of self-perception and 
perception by informants, were observed across all demen-
tia subgroups. Interestingly, there is a clear trend pointing to 
patients with LBD, followed by those with FTD, as the ones 
showing the lowest rates of HRQoL across most of the 
domains, which may be related to a higher prevalence of 
associated neuropsychiatric symptoms in these two condi-
tions. In other words, results also show that dementias do 
not imply just cognitive deterioration but also a clear physi-
cal decline, which may be reinforced with existing comor-
bidities. Interestingly, patients with AD rated similarly to 
HCs (sometimes even higher)—both on self-report and by 
proxy report. This may be due to the fact that the sample 
shows a mild to moderate cognitive decline, still with 
enough ability to overcompensate, dissimulate, or even not 
to accept the pathology they suffer in an incipient and 

moderate level (Antoine, Nandrino, & Billiet, 2013). 
Patients may neglect or minimize the impact of AD, mainly 
neglecting memory deficits (Jurado, Mataró, & Pueyo, 
2013; Sevush & Leve, 1993), but also due to lack of disease 
awareness (anosognosia), which is the reason why they 
attend healthcare services when they are brought to them by 
relatives (Lipton & Weiner, 2005). As a consequence, 
reports given by the patients themselves can be very rele-
vant, but it is necessary to combine the information the indi-
vidual provides with the information provided by a proxy, to 
better adjust the self-rating performed by the patient. In our 
study, consideration of an informant’s report led to signifi-
cant differences between groups that were not initially 
observed based solely on patients’ self-reports.

In addition, some specific profiles of HRQoL may appear 
in dementia subtypes, especially in LBD, where the lowest 
scores are found, probably due to more limiting physical 
symptoms (McKeith et al., 2005). Differential profiles have 
also been identified in relation to cognitive decline. Age may 
have a unique effect in dementia, modifying scores for 
HRQoL (Banerjee et  al., 2006), and gender also generates 
differences, especially in mental health, according to Woods 
et al. (2006). However, age, gender, years of education, or 
years since the first symptoms appeared did not seem to have 
an influence for the samples analyzed in this study. As a limi-
tation, the sample of this study shows a cohort effect by 
means of which the higher the age, the lower the level of 
education, which may have affected our results to some 
extent.

In contrast, cognitive decline itself provokes a substantial 
decrease in HRQoL, as individuals with MCI also show a 
significant decrease of these scores (below HCs), especially 
in the MSC score (i.e., Mental Health), which allows target-
ing of people with incipient cognitive decline as early as pos-
sible to prevent comorbid mental health issues. The reason 
why so many statistically significant differences were shown 
in favor of individuals with an established diagnosis of AD 
(who tended to obtain higher scores), when compared with 
individuals with MCI, may be paradoxical, unless we con-
sider that individuals with MCI may be more concerned 
about the progress of their health status and express that con-
cern more realistically than individuals with established AD, 
who may overcompensate or even show less awareness of 
their actual status. To what extent a potential overestimation 
of HRQoL could be a marker for the progress from MCI to 
AD needs further research. In addition, HRQoL estimations 
seem to clearly differentiate between AD and other demen-
tias, especially LBD and FTD.

Limitations of this study are clear. In terms of the HRQoL 
questionnaire used, at the time of data collection, there were 
no normative data for the Spanish population, which explains 
why the American version translated to Spanish was used 
instead, thus leading to a more cautious interpretation of 
obtained data. Moreover, the sample recruited was inciden-
tal, based on individual patients who attended a neurology 
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consultation unit over the course of a year, which may impact 
the external generalizability of the results obtained here 
(especially, with regard to participants from smaller size 
dementia subgroups). With regard to this, in the particular 
case of individuals with FTD, no specific subgroup distinc-
tion was made between FTD subtypes, but, instead, every 
patient attending with an FTD diagnosis was included, due to 
the available small sample size. As GDS scores ranged from 
3 to 4, it was expected that language-related disorders were 
in very early stages and not significantly affecting patient-
reported HRQoL rates, as could be expected in FTD patients 
in more advanced stages. In addition, specific cohort effects 
related to an average low educational level of participants 
not only may limit comparisons with other samples with 
higher education levels but may also open the door to further 
consider the level of education as a mediating variable in 
HRQoL.

Further studies with larger, more representative samples 
and with dedicated, norm-based measures for HRQoL are 
required, but this study opens the door to a significant further 
consideration of HRQoL in populations with cognitive 
decline, also when developing intervention programs that 
focus both on cognitive and functional outcomes. Additional 
samples including vascular and other causes for dementia 
could also help us establish the real value of HRQoL as an 
additional complementary measure both for differential 
diagnosis and for the establishment of differential treatment 
targets in the biopsychosocial sphere of each patient.
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