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Differences between the profiles of institutionalized elderly people and

those on waiting lists and who do not want to be institutionalized

Abstract

Olbyjective: To identify the demographic, environmental, economic, functional, and health
characteristics and the lifestyle habits of elderly persons considering their degree of
institutionalization. Method: A cross-sectional observational study was carried out of
individuals in long-term care institutions for the eldetly (resident group) in Jodo Pessoa in
the state of Paraiba, those on the waiting list (waiting list group) for such institutions, and
those who did not demonstrate interest in being institutionalized (non-waiting list group).
Fifty elderly persons per group were interviewed, paired by sex, age and education level.
Results: The non-waiting list group had a higher proportion of married individuals (»<0.0001),
mean number of children (p=0.0068), number of homeowners (p=0.0060) and less
difficulty going out, with a higher frequency of activities. The waiting list group presented
7 higher proportion of individuals living alone (»p=0.0089), and a lower frequency and
more difficulty going out. There was no significant difference in the functional capacity
of the three groups (p=0.2019). Conclusion: There were differences among the three
groups; however, the waiting list group had much more similar characteristics to the resident
group than the non-waiting list group. Elderly persons on waiting lists to be institutionalized
represent a neglected social group both in terms of research and public policies.
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INTRODUCTION

The process of demographic transition brings
with it considerable changes in the health profile
of elderly persons, with greater numbers living
with chronic diseases and functional incapacity.
This results in higher levels of vulnerability and
dependence and increasing demands on caregivers
at the same as the number of family members
available to perform this work declines. The family
unit, which has culturally been the provider of care,
is undergoing structural changes resulting from a
fall in the birth rate (1.77 children on average per
woman) and from changing patterns in marriage
rates as well as the entry of women into the labor
market."”

Among the alternatives for non-familial care of
the elderly, the oldest and best known are nursing
homes. This care model has always been viewed
with resistance and prejudice, and the homes have
been likened to "depositories for the elderly" and
thought of as places for ending one’s life.” In Brazil,
the terms asylum, shelter, nursing home and similar
have been replaced with the term Instituicao de
Longa Permanéncia para Idosos, or Long-term
Care Institutions for the Elderly (LTCIE), an
expression adopted by the Sociedade Brasileira
de Geriatria e Gerontologia (the Brazilian Society
of Geriatrics and Gerontology) (SBGG).

With the process of aging, there is an
increasing demand for LTCIEs, considered as
alternative housing,"“and a form of health care.
The coverage of this mode of living is lacking,
however, perhaps reflecting the negative image
that institutionalization produces.® There is a
conception that an elderly person only takes up
residence in an LTCIE after having exhausted all
other housing possibilities, and that it necessitates
suffering on their part,” a reality that is challenged
when one observes daily life in the institutions
and the reports of residents who are satisfied in
their new homes." Studies of institutionalization
of the elderly overlook data from a considerable
portion of this population, those on waiting lists
for a place in an LT'CIE. While there are occasional
mentions of the existence of such individuals,>®

no description of this population group was found
in Brazilian literature.

Considering the unique characteristics of
the institutionalized elderly, the lack of studies
addressing the issue of the percentage of the
population on the waiting list, in addition to
the possibility of discovering characteristics that
represent precursors for institutionalization, justify
the purpose of this study, as there is a need to
discuss and formulate new concepts regarding
the institutionalization of the elderly in Brazil. We
intend to present society and public authorities
with data derived from a differentiated approach
to this portion of the elderly population, which
has a tendency for rapid growth.

In view of this, the aim of the present
study was to identify the demographic, social-
environmental, economic, functional, health and
lifestyle characteristics of the elderly, according to
their level of institutionalization.

METHOD

A cross-sectional, analytical, observational and
non-probabilistic study, was performed of elderly
persons (age =60 years) in the city of Jodo Pessoa
in the state of Paraiba.

This
institutionalization, separated into three groups.

study considered levels of
The first group, made up of elderly residents of
LTCIEs, was named the reszdent group; the second,
made up of people on the waiting list for a place
inan LTCIE, was entitled the waiting list group; and
the third, labelled non-waiting list group, was made
up of elderly persons who were not on a waiting
list and demonstrated no interest in residing in

an LTCIE.

In addition to the inclusion criteria for age,
study and cognitive functions adopted for the three
groups, the following individual criteria were used:
for the resident group — residence in an LTCIE in
the city of Jodo Pessoa for at least six months; for
the waiting list group — inclusion on a waiting list for
residence in an LTCIE in the period from January



2010 to December 2012; and for the non-waiting list
group, not being part of such a waiting list and not
showing any interest in taking up residence in an
LTCIE (the presence of interest was based on the
person responsible for making a decision for each
elderly person, whether a family member or the
individual themselves).

To achieve the proposed aims of the study,
strategies were adopted that could express the
reality of the study groups and minimize the
occurrence of bias. Therefore, the following
pairing criteria were accepted with reference to
the waiting list group: same gender; same age or a
maximum difference of three years; same education
level or a variation of one year of study.

The elderly population awaiting a place in an
LTCIE was taken from the waiting list obtained
from the LTCIEs in the city of Jodo Pessoa. The
search returned 690 requests for places, from
which 409 persons were contacted by telephone
(70 elderly persons had requested places at more
than one institution). A total of 58 home visits were
approved, while eight elderly people who did not
have sufficiently preserved cognitive functions to
respond to the survey questionnaire.

Access to the waiting list group of elderly people
was made through telephone calls in which the
purpose of the contact was explained beforehand.
If the potential resident demonstrated sufficient
cognition, authorization for a home visit was
requested from the person responsible and/or
the elderly person themselves.

The recruitment of the non-waiting list group was
concomitant to that of the waiting list group. For each
respondent of this group, a respondent from the
non-waiting list group was sought on the same street
or neighborhood, with similar characteristics to
the individual in the wadting list group, in accordance
with the pairing criteria. At first it was requested
that each respondent from the wazting list group
suggest another elderly person in the same street
or neighborhood. Where it was impossible to locate
someone using the initial respondent’s information,
the interviewers searched for a candidate using a
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home survey. Help was not sought from churches,
resident associations or any other entities, in order
to avoid bias in the sample.

As for the LTCIE resident group, for each 10
interviews in the community (five non-waiting + five
from the waiting list), five interviews were held in
the same LTCIE in which the respondents from
the waiting list group had requested a place. Elderly
residents were identified through the records of
the institutions.

During data collection, which took place
between the months of May 2012 and February
2013, the following instruments were utilized:
the Mini Mental State Examination, in order to
assess cognitive function, considering 18 as the
cut off point for illiterate elderly persons, and
24 for those with one or more year of study;"
the Katz scale for assessing independence for the
performance of Activities of Daily Living (ADLs),
with the sample divided into dependent individuals
(0-4 points) and independent individuals (5-6
points)'* and a questionnaire prepared by the
authors of the study to obtain the following data:
demographic (gender, ethnicity, age, education),
social environment (marital status, number of
children, type of residence, whether the individual
lived alone and reasons for residing or wanting
to reside in an LTCIE), economic (income and
economic participation in family income), lifestyle
habits (activities performed, frequency of leaving
house, and number of daily meals) and clinical
(presence of chronic/degenerative diseases or
health impairments).

Prior to data collection, a pilot study was
conducted aimed at adjusting the assessment
tools and the operation of the collection phase.
Six elderly persons participated, two respondents
for each group, representative of the populations
to be studied (resident, waiting list and non-waiting lis?).
These individuals were not included in the study.

The data was organized in a database using the
Epi Info program version 3.5.3, and was analyzed
using descriptive and analytical statistics, with the
results distributed in tables.
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For data analysis, the study groups were initially
characterized using the following variables:
demographic, socio-environmental, economic,
functional, health and lifestyle habits. These were
tabulated and distributed using frequency and
percentages for the three study groups, arranged
into tables, except for the variables of age, education,
frequency of leaving house and number of children,
which had their averages calculated and compared
between groups. Possible differences in frequency
and averages were tested using the Chi-squared
test and the ANOVA (analysis of variance) test,
respectively. When the variance of each group was
not homogenous enough for the use of the same test,
the non-parametric Kruskal-Wallis test was used to
measure possible difference between the groups.

Homogeneity of variances of numerical variables
was observed using the Bartlett test. When this was
significant (»<0.05), the non-parametric Kruskal-
Wallis test was used in place of ANOVA. Unlike
ANOVA, which tests the difference between
averages, this test evaluates whether the samples
derive from the same distribution.

Tests with p<0.05 were considered as significant
(an alpha type error of 5%).

The study was approved by Research Ethics
Committee of the Centro de Ciéncias da Saide
da Universidade Federal da Paraiba - CEP/
CS/UFPB, under registration no. 17123 dated
02/05/2012. All participants signed a Free and

Informed Consent Form.

RESULTS

This study included 150 elderly people, equally
distributed according to level of institutionalization
into three groups: resident (50), waiting list (50) and
non-waiting list (50). Table 1 shows the pairing
criteria, where 100% of respondents from the
resident group and 92% of the waiting list and non-
waiting list groups (p=0.1209) were located in the
city of Joao Pessoa; 76% (p=1.0000) of the three
groups were women, the average age between
the groups varied by a maximum of 2.5 years
(p=0.2160), and years of study ranged from 6.3
in the reszdent group to 7.2 tor the non-resident group
(p=0.7002). There was no statistical difference
between the groups for these variables, given
that pairing criteria were used in the selection
of the sample.

Table 1. Distribution of elderly individuals in relation to pairing criteria. Joao Pessoa, PB, 2012-2013.

Groups p
Resident Waiting list Non-waiting list
Variables (n=50) (n=50) (n=50)

City

Jodo Pessoa 50(100.0%) 46(92.0%) 46(92.0%) 0.1209
Gender

Female 38(76.0%) 38(76.0%) 38(76.0%) L0000

Male 12(33.3%) 12(33.3%) 12(33.3%)
Age 78.5(x7.51) 76.4(+8.49) 76.0(£7.19) 0.2166
Years of study” 6.3(£4.77) 0.8(+5.64) 7.2(£4.91) 0.7002

* Average and standard deviation.

Table 2 shows the distribution of elderly
individuals in terms of demographic and
economic characteristics, according to group. In

the resident group 52%0 were Caucasian, while in the
waiting list and non-waiting list groups 60% and 56%
respectively were mixed-race. As for monthly



income, there was an indication of significance
in the distribution of income levels among the
three groups (p=0.0882). Most of the resident
gronp had an income of less than the minimum
salary, while the waiting list group presented the
highest proportion of elderly persons with a
monthly income of three times the minimum
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wage or more. As for economic participation
in family income, 56% of the waiting list group
participated, while 70% of the non-waiting list
group were responsible solely or in the majority
for meeting the family’s financial needs. The
resident group was not asked about participation
in family income.

Table 2. Distribution of elderly individuals in relation to demographic and economic characteristics,

according to group. Jodo Pessoa. PB. 2012-2013.

Groups p
Characteristics Resident Waiting ~ Non-waiting All Waiting Waiting /
e list list list/ Non-waiting
(0=50) (n=50) (n=50) Resident list
Ethnicity
Asian Brazilian 00.0%)  2(4.0%) 2(4.0%)
Caucasian 2652.0%)  1734.0%)  18(36.0%)
0.3138 0.1357 0.9338
Mixed-race 2448.0%)  30060.0%)  28(56.0%)
Afro Brazilian 0(0.0%) 1(2.0%) 24.0%)
Elderly income
Up to 1 MS 3(62.0%)  22(44.0%)  22(44.0%)
>1 to 2 MS 14(28.0%)  13(26.0%) 18(36.0%) 0.0882"  0.0986 0.4902
3 MS or more 510.0%)  15(30.0%)  10(20.0%)
Economic participation
in family income
Not participating or _ N 0
divide responsibility 22044.0%) - 1530.0%) _
Mai | - 0.1470
an or sote - 28(56.0%)  35(70.0%)

person responsible

* Kruskal-Wallis test; MS= minimum salary.

Table 3 shows the distribution of elderly persons
in terms of socio-environmental characteristics,
according to group. With regards to marital status,
there was a higher frequency of single people and
widows/widowers in the resident and waiting list
groups, with the non-waiting list group represented
mainly by widowed and married (»p<0.0001)

individuals.

Regarding number of children, most of the
resident group respondents had no offspring. Most
of the waiting list group, meanwhile, had between

one and three children, while in the non-waiting list
group there was a higher frequency of individuals
with four or more children (»p<0.0001). In the
selection from the wazting list and non-waiting list
groups significant differences were found regarding
the variables of marital status (»=0.0003) and
number of children (p=0.0068).

The majority of the waiting list and non-waiting
list groups lived in their own homes (72%). As for
the resident group, none lived in their own home as

all resided in an LTCIE (»<0.0001). As for living
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alone, most of the waiting list group and the vast
majority of the non-waiting list group reported not
living alone. This option was also cited by all of
the resident group (»<0.0001).

Among the reasons given for living in an
LTCIE from both the resident and waiting list groups,
and among the likely reasons that respondents
trom the non-waiting list group gave for requesting
a vacancy, those cited most frequently were: lack
of caregiver (»p=0.0003) and request by family
members (p=0.0158). Among the resident and waiting
list groups the motives of personal choice and lack

of caregiver were cited in most cases, with no
statistical difference arising between these two
groups. The motive spend too much time alone
was cited mostly by the resident group. A significant
difference was observed between the three groups

(p<0.0001).

In the resident and waiting list groups, there was
a significant difference in relation to the motive
spend too much time alone (p=0.0003). There was
also a significant difference between the waiting list
and non-waiting list gronps for all the motives, with
the exception of living alone (Table 3).

Table 3. Distribution of elderly individuals in relation to socio-environmental characteristics, according

to group. Joao Pessoa. PB. 2012-2013.

Groups p
Resident Waiting list Non- All Waiting/ ~ Waiting list/
Characteristics (n=50) (n=50) waiting list Resident ~ Non-waiting
(0=50) list-
Marital status
Married 2(4.0%) 3(6.0%) 21(42.0%)
Divorced 8(16.0%) 12(24.0%) 2(4.0%)
Single 25(50.0%)  17(33.3%) 9(18.0%) UO00L 00232 0-0003
Widowed 15(30.0%) 18(36.0%) 18(36.0%)
Number of children
None 26(52.0%) 16(32.0%) 11(22.0%)
1-3 18(36.0%) 24(48.0%) 14(28.0%)  0.0001 0.1201 0.0068
4 or more 6(12.0%) 10(20.0%) 25(50.0%)
Type of residence
Not own 50(100.0%) 32(64.0%) 14(28.0%)  <0.0001  <0.0001 0.0060
Own 0(0.0%) 18(36.0%) 36(72.0%)
Live alone
No 50(100.0%) 33(66.0%)  44(88.0%)  <0.0001 <0.0001 0.0089
Yes 0(0.0%) 17(34.0%) 6(12.0%)
Motives for living
Inan LTCIE
Lack of caregiver 20(40.0%) 24(48.0%) 6(12.0%)  0.0003 0.4203 <0.0001
No reason 0(0.0%) 0(0.0%) 38(76.0%)  <0.0001 -- <0.0001
Own choice 29(58.0%) 26(52.0%) 1(1.8%) <0.0001  0.5404 <0.0001
Family request 12(24.0%) 17(34.0%) 5(10.0%)  0.0158 0.2705 0.0037
Time Spent Alone 26(52.0%) 9(18.0%) 3(6.0%) <0.0001  0.0003 0.0648

$<0.05= significant.



In table 4 the distribution of the elderly
individuals in terms of matters of health and
lifestyle habits can be seen, according to group.
The diseases reported by respondents from the
three groups were: arthritis (p=0.9704), depression
(p=0.4642) and osteoporosis (p=0.4380), intestinal
problems (p=0.0282) and, in the majority of
respondents, hypertension (p=0.3397). As for eye
problems (p=0.0287), this issue was cited by the
majority of respondents from the waiting list group.

There was a statistically significant difference
between the waiting list and resident groups for
intestinal problems (»=0.0252), and eye problems (p
=0.0163), while there was a statistically significant
difference between the waiting list and non-waiting

list groups for eye problems (p= 0.0275).

In the resident group, almost all respondents
reported having four meals or more per day, as
did the vast majority of the non-waiting list group and
most of the waiting list group (p=0.0184). A statistical
difference was found between the wazting list and
resident groups (p=0.0029).

Table 4 displays the frequency with which the
eldetly people leave the house (number of times
per week) presenting an average and standard
deviation of: 1.9 (£8.40) for the resident group; 5.6
(£11.16) for the waiting list group and 17.7 (£16.14) for
the non-waiting list group (p<0.0001). A statistically
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significant difference was also observed between
the waiting list and non-waiting list groups for this
variable (»p=0.0009). Among the difficulties
described with regards to leaving the house, those
that were statistically significant for all three groups
were: difficulties with movement (p=0.0029), lack
of company (»<0.0001) and difficulties with public
transport (p=0.0175).

Statistical differences were found in the
activities currently performed by the respondents
from the three groups, with the differences in the
number of elderly persons participating religious
activities (»p=0.0140), leisure activities (»<0.0001)
and domestic activities (p=0.0003) proving to be
significant. The differences between the groups
for these activities were also significant, with the
exception of domestic activities in the waiting list and
non-waiting list groups (p=0.8399), as shown in Table 4.

Table 5 shows the distribution of the elderly
persons with regard to functional characteristics
and the groups studied. The functionality of the
elderly persons was evaluated using the Katz Scale,
where the vast majority of elderly individuals in
the resident group and almost all the participants of
the waiting list and non-waiting list groups possessed
independence for carrying out ADLs, with no
statistically significant difference between the

groups (p=0.2019).

Table 4. Distribution of elderly individuals in relation to the aspects of health and lifestyle habits,

according to group. Jodo Pessoa. PB. 2012-2013.

Groups P
Characteristics Resident  Waiting list ~ Non-waiting All \X/z.utmg Waiting .h.St/
~50) _5) list (a=50 list/ Non-waiting
(0= (®=50) st (0=30) Resident list
Number of daily meals
Less than four 4(8.0%) 15(30.0%) 9(18.0%)
0.0184 0.0029 0.3310
Four ot mote 46(92.0%)  35(70.0%) 41(82.0%)
Activities carried out
Religious activities ~ 23(46.0%)  13(26.0%) 27(54.0%) 0.0140 0.0372 0.0042
Leisure activities 36(72.0%) 9(18.0%) 32(64.0%) <0.0001  <0.0001 <0.0001
Domestic activities ~ 22(44.0%)  21(42.0%) 39(78.0%) 0.0003 0.8399 0.0002

m
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Groups P
All Waiting ~ Waiting list/

Characteristics Resident ~ Waiting list ~ Non-waiting . i,
5 _5) list (n=50 list/ Non-waiting
(0=50) (0=50) ist (0=30) Resident list
f leavi
Frequency of leaving g0 400 56(H1116)  177(+16.14)  <0.0001 01370 0.0009
the house*
Difficulties in
leaving the house
Difficulties with 23(46.0%)  33(66.0%)  16(32.0%)  0.0029  0.0439 0.0006
movement
Lack of company 29(58.0%)  17(34.0%) 4(8.0%) <0.0001  0.0160 0.0014
Difficulties with 6(12.0%) 10(20.0%) 1(2.0%) 0.0175 0.2752 0.0040
Public transport
No difficulties 8(16.0%)  10Q0.0%)  21(42.0%)  0.0061  0.6026 0.0173
observed
Diseases
Arthritis 17(34.0%)  16(32.0%) 17(34.0%) 0.9704 0.8315 0.8315
Depression 14(28.0%)  13(26.0%) 9(18.0%) 0.4642 0.8217 0.3342
Diabetes 8(16.0%) 6(12.0%) 5(10.0%) 0.6558 0.5643 0.7492
Hypettension 36(72.0%)  32(64.0%) 29(58.0%) 0.3397 0.3911 0.5385
Osteoporosis 14(28.0%)  20(40.0%) 18(36.0%) 0.4386 0.2052 0.6803
Intestinal problems 2(4.0%) 9(18.0%) 11(22.0%) 0.0282 0.0252 0.6170
Eye problems 20(40.0%)  32(64.0%) 21(42.0%) 0.0287 0.0163 0.0275

<0.05= significant; *average and standard deviation.

Table 5. Distribution of elderly individuals in relation to the functional characteristics through assessment
of activities of daily living (ADL) according to group. Joao Pessoa, PB, 2012-2013.

Groups
Resident Waiting list Non-waiting list P
(n=50) (n=50) (n=50)
ADL
Dependence 7(14.0%) 4(8.0%) 2(4.0%) 0.2019

Independence 43(86.0%) 46(92.0%) 48(96.0%)




DISCUSSION

The present study included groups of elderly
persons placed in different social contexts. Women
predominated, corroborating the findings of other
studies which have presented demographic aspects
of the institutionalized and non-institutionalized
elderly population.®*"'The proportion of women
on waiting lists before the exclusion criteria were
adopted for this survey was 64%, higher than
the proportion of females in the elderly Brazilian
population, which is 55.8%,'" reflecting cultural
and familial structure factors. Culturally, women
are more involved with caring, visit Family Health
Units most often'® and ate also less likely to have
a second family after divorce/separation or
widowhood. As this is the first study of the profile
of elderly persons on waiting lists for LTCIEs, no
data is available from other studies for possible
comparisons.

Among the exclusion criteria adopted for
this research, it was observed that a higher
proportion of men refused to participate in this
study, leading to the assumption that the need for
a place in an LTCIE arises among men mainly
when all possibilities for residence outside an
institution have been exhausted. This situation
is not as common among women, who during
the interviews demonstrated more concern about
their future care, due to a greater predisposition
for widowhood and/or being unmarried or single,
as opposed to men, who find it easier to marry
and remarry.

Another important factor which was highlighted
in the interviews was the wish expressed by women
that they not be a burden on their children or an
obstacle to their familial or career advancement.
Widowhood and the desire not to cause extra
work for relatives are among the motives for the
institutionalization of the eldetly.” Herédia et al.*
described the desire of elderly persons not to cause
extra work for their children.

Average age was not significantly different
among the three groups. The highest average was
observed in the group of institutionalized elderly,
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agreeing with other studies."”'**"** Although pairing
was carried out, there was a difficulty in identifying
participants with ages close to those in the wazting list
group, particularly among those in the resident group.
This shows that the search for an LTCIE place
occurs at an early stage. In some interviews, there
was a desire to guarantee a place before evidence
of disability had arisen, demonstrating concern
with the provision of future care.

Education was the third and final criteria
adopted for the pairing of the sample, where
the average number of years of study of LTCIE
residents was observed to be lower than that of
elderly persons in the community (wazting /ist and
non-waiting lis?), although this was not a statistically
significant difference (»=0.7002). Oliveira &
Novaes,” in a survey of eldetly people living in an
LTCIE in Brasilia, reported an average educational
level of seven years of study. The majority of other
studies have found averages lower than this.®!>*'6
According to Mincato & Freitas,® this fact may
reflect an era when educational programs were
more limited and there were higher levels of
exclusion of access to basic education, especially

among women.

Since 2003, the Ministério da Educacao
(Ministry of Education), through the program
“Brasil Alfabetizado” (Literate Brazil), has
aimed to eradicate illiteracy and contribute to the
universalization of primary education in Brazil, with
the elderly also benefitting.” However, there is no
evidence of the actions of this program benefiting
LTCIE residents. This is believed to be due to the
negative stigma attached to such services, namely
that they are used only by physically and mentally
disabled elderly persons.

Regarding the other variables examined for the
groups studied, a monthly income of less than the
minimum wage was declared by individuals from
the sample across all three groups, corresponding
to the reality faced by the majority of older people
according to Brazilian statistics.** Other studies of
the institutionalized eldetly also cite the low income

levels found in the majority of residents.'®*>*
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The significant number of elderly people in
the waiting list group who received three times the
minimum wage or more also deserves highlighting,
Compared with the resident group, a greater number
of people with better financial conditions opted
for residence in LTCIEs.

According to Camarano & Melo,” membets of
this population experience moments of profound
change in the family environment, such as
increasing violence, especially against the elderly
person themselves, the fragility inherent in the
aging process and the lack of organization of
adequate services to meet the demands of longevity
among the community. This causes people, even
those who could afford a formal caregiver at home,
to seck out LTCIEs, due to the provision of formal
care, tranquility (away from family conflicts) and
security.

As regards economic participation in family
income, the majority of elderly individuals in
the non-waiting list group were the largest or sole
provider for household income. According to
data from the Instituto Brasileiro de Geografia e
Estatistica (the Brazilian Institute of Geography
and Statistics) (IBGE), in 2009, elderly persons
held the position of head of household in 64.1%
of Brazilian homes." The non-waiting list group also
contained the largest number of older people living
in their own home, a total that was significantly
different from the other groups.

Statistical differences were also found in
marital status between the groups, among elderly
persons who were divorced/separated, unmarried
and widows/widowers. These differences were
prevalent in the resident and waiting list groups,
with other studies of the institutionalized eldetly
corroborating these findings.**!

In a comparison of the waiting list and non-
waiting list groups, the non-waiting list group contained
the highest number of married participants,
participants who left the house more often and
those who had a higher number of children (four
or more). It can be assumed that the fact of being
married and having more offspring to provide care
generates, in the elderly, the comfort of having

future care needs met by their own families, with
the provision of this care divided among relatives.
Moteovert, as stated by Duca et al.” the presence
of a spouse in daily activities and social relations
contributes to improvements in the self-esteem
and autonomy of the elderly.

The number of married persons among the
resident group, although few in number, occurred
when both spouses were living in an institution,
but in separate rooms and wards, as the institutions
have male and female wards, showing that they
were not designed for this situation. The same
phenomenon was also observed in the waiting list
group, where there were couples on the waiting list,
who were aware of and willing to conform with
institutional rules.

The number of children of individuals in the
waiting list group differed from those in the reszdent
group, with childlessness most common among
the institutionalized elderly. A preoccupation with
avoiding becoming a burden upon families, and
of not being a hindrance amidst the demands of
modern life, exists amongst the elderly. Bearing
out this fact, the majority of individuals in the
waiting list group chose to request LTCIE vacancies
themselves. Also evident is the concern of the
elderly about their future care and the search for
improvements in the situation in which they find
themselves. Rodrigues,” in his dissertation entitled:
The Satisfaction With Life Of Institutionalized Elderly
Persons, makes reference to the concern of elderly
individuals with the risk of becoming a burden
on their families.

One of the most cited motives among
respondents from the resident group was lack of
a caregiver, conforming to findings from other

2028 'This was also a reason which

studies.
respondents from the non-waiting list group said
might lead them to request a vacancy in an LTCIE,
and also represented the motive most commonly
cited by respondents from the waiting list group.
The provision of training for caregivers of the
elderly is part of the Ministério da Saude (Ministry
of Health) agenda, which prioritizes home care,
suggesting that this should be offered by relatives,
close friends or neighbours.”’



The complexity of care and the psychological
burden on the caregiver require different strategies
in addition to training, such as: monitoring,
support from Unidades de Saide da Familia
(Family Health Units), Nucleos de Apoio a Satde
da Familia (Family Health Support Centers) and
scheduled days off, among other incentives that
might favor home care.

Regarding Family Health Strategies (FHS),
Camarano & Mello? report that,although they are
considered to be one of the first public policies to
support vulnerable families, there is no knowledge
of specific guidelines for care for the elderly, and
much less for institutional care.

According to the Estatuto do Idoso (Elderly
Statute) (article 18), health institutions must meet
the minimum criteria for attending to the needs
of elderly people, promoting the training of
professionals and providing guidance to family
caregivers and self-help groups.” Health teams are
considered to be an important strategy in health
promotion and disease prevention, as well as
guiding home caregivers, and their actions must go
beyond the promotion of active and healthy aging.

In the waiting list group, most respondents did not
reside alone, however the significant number of this
group who did live alone should be highlighted,
nearly triple the number of respondents from the
non-waiting list group in the same situation. Studies
point to living alone as one of the key motives for
institutionalization.'>'>*-

Regarding the activities carried out by the
elderly, there was a similarity between the resident
and non-waiting list groups, with more elderly people
performing religious, leisure and household
activities, differing significantly from the waiting
list group. According to Duca et al.,” inactivity
contributes to physical and mental impairment
and, therefore, accelerates the need for long-term
care. Dias et al.”! emphasize the need to connect
activities to the desire and ability of each person,
so they can be more pleasurable and healthy.

As a person ages, many tasks previously
considered easy to perform will gradually increase
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in difficulty, and environmental conditions are
rarely suitable for the performance of safe activities
in this phase of life. The simple act of leaving the
house can cause suffering for an elderly person,
caused by the degree of difficulty that this activity
can present. The obstacles to leaving the house
most often cited by respondents in the waiting list
group were limited mobility, lack of security and
lack of companionship. A large part of the non-
waiting list group reported no difficulties, with the
reason possibly lying in the support network from
which this group benefits.

A healthy diet, with four or more daily meals,
was a common feature of the reszdent and non-
waiting list groups, with a statistically significant
difference among the three groups, and between
comparisons of frequencies in the waiting list and
resident groups for this variable. The difference is
probably related to the care offered to the resident
group in the LTCIE and to the non-waiting list group
by their families, which was more structured.
According to Camarano & Kanso,' family care is
critical to the welfare of the elderly.

Aging is associated with the onset of chronic
diseases, with risk increasing along with age. In
people aged 75 years or more, the probability of
having a disease is 54%, according to IBGE data
IBGE." According to Veras,* non-communicable
chronic diseases constitute a serious public health
problem, with their increased prevalence related
to higher life expectancy, changes in eating habits
and increased physical inactivity and stress.

Among the principal chronic diseases that
affect elderly Brazilians, hypertension is the most
prevalent, affecting 58.9% of men and 66.6% of
women, while others diseases cited by the IBGE
were arthritis and rheumatism, back problems and
heart diseases."” This national data corroborates
part of the findings common to the three groups
in this survey, which reported hypertension,
osteoporosis, arthritis and diabetes. Depression
was cited most by individuals in the resident and
waziting list gronps, and is considered to be one of
the most common disorders to affect the eldetly.””
For Hoffmann et al.,”” functional incapacity is
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strongly associated with the occurrence of this
disease, and can significantly affect the quality of
life of an individual.

As regards functional capacity among the
groups, the majority of respondents in all three
groups presented the independence necessary for
carrying out basic daily activities as evaluated by
the Katz Scale. There was no statistically significant
difference between groups.

However, it is worth noting that the resident group
had a higher percentage of respondents affected
by functional disabilities, corroborating studies
that describe institutionalized elderly persons with
impaired functional capacity, this generally being
attributed to physical inactivity, more advanced
age® and their period of institutionalization.**

Among difficulties faced in the performance
of ADLs, the most cited by respondents from
the waiting list and resident groups were: bathing,
dressing and bowel/bladder control. Studies cite
bathing and dressing as the activities that the
institutionalized elderly face most difficulties in
performing, **

Those interviewed in the reszdent group may not
have been representative of all residents of the
surveyed institutions. The use of pairing meant that
younger residents with less cognitive impairment
were generally chosen, consequently being less
dependent than the residents observed during
visits to institutions.

Oliveira & Novaes,?' surveyed 154
institutionalized elderly from the Distrito Federal
(Federal District) in Brazil, divided into two
groups, one selected with discernment and the
other without. It was found that 83.2% of the
former group displayed independence in the
performance of basic daily activities. In the present
study, the resident group presented a slightly higher
percentage of functional capacity (86.0%).

The number of elderly people on waiting lists
in the city of Jodo Pessoa is higher than that
presented in this study, since most LTCIEs did
not maintain reliable quantitative records. The
institutions received many daily requests and were

unable to reply to all of the people seeking help.
Of the 50 respondents on a waiting list, only three
had gained a place in an institution by October
2013. In further contact with these three people,
it was possible to identify a clear change in their
expressed degree of happiness.

As a limitation of the present study, selection
bias was identified that prevented the analysis
of possible differences in functional capacity
between the three groups. Functional capacity
was not an exclusion criterion adopted for the
study, but it was necessary that participants had
sufficient cognitive conditions in order to answer
the proposed questionnaire. This criterion meant
that there was a significant selection bias as to
the ability of the participants in the sample from
the waiting list group, and therefore also from the
resident group.

Difficulties in accessing LTCIEs were also
observed for eldetly individuals in the waiting list
group, for example: request forms for an LTCIE
place that were out of date or not working
(justification — to not give applicants false hope
as the waiting list was already long); disconnected
or non-existent phone numbers; phone numbers
not known; family members who refused to talk
about the issue; elderly individuals and/or family
members who refused to receive visits; family
members who denied the request for a place and,
finally, death.

CONCLUSION

The three groups showed significant differences
in many of their compared features. The waiting
list group had values closer to those of the reszdent
group. However, the waiting list group in comparison
with the resident group presented greater difficulties
with movement, lack of company, leaving the
house and a lower frequency of leisure activities. It
cannot be determined, using the proposed design,
whether institutionalization can or cannot modify
differences in these characteristics. It was also
observed that the non-waiting list group had a higher
proportion of individuals who were married, had
higher numbers of children and lived in their own



homes, with a lower proportion of individuals
living alone.

People awaiting a place in a Long-term Care
Institution for the Elderly represent a social group
neglected both by research as well as public policy.
The Politica Nacional do Idoso (National Policy
for the Elderly) (Law No. 8.842/1994) established
services that could alleviate this suffering, for
example residence in sheltered or communal
housing or care in day-centers or community
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