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Quality of life among older people in Sweden receiving help from informal and/
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Introduction

Abstract

The present study describes and compares quality of life (QoL.) and factors
which predict QoL among people aged 75 years and over who receive help
with activities of daily living (ADLs) from formal and/or informal helpers.
The subjects were living at home or in special accommodation in Sweden.
A postal questionnaire was sent to a randomly selected and age-stratified
sample of 8500 people. The response rate was 52.8% (n = 4337), and 1247
people [mean age (+ SD) = 86.4 £ 5.9 years] received help and indicated who
helped them with ADLs. The findings suggest that a greater age, being a
woman, being a widow/widower, a higher number of health-related
complaints, needing more help with ADLs and a lower QoL were found
among those receiving help in special accommodation in comparison with
those receiving help at home. The extent of help was highest among those
receiving help in special accommodation. Having help with ADLs every day
at home indicated having help from both informal and formal helpers, while
respondents receiving help from only informal or only formal helpers
received the smallest amount of help with ADLs. A need for greater help
with ADLs, and a higher number of self-reported diseases and complaints
determined low QoL, whilst a social network (contact with more than three
people) and a greater age determined high QoL. However, who the helpers
were did not have a significant influence on QoL; it was the extent of help
with ADLs that influenced QoL negatively and the density of the social
network that influenced QoL positively.
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this might influence QoL. Help from formal helpers may
also affect QoL because of the uncertainty of having

Not much is known about what contributes to quality of
life (QoL) amongst older people receiving help from
informal and/or formal helpers at home or in special
accommodation (Guse & Masesar 1999, Hellstrom &
Hallberg 2001). Nor have the characteristics of those
receiving help from formal or informal helpers and
living at home or in special accommodation been fully
explored, especially in Sweden. Help from informal
helpers may invoke feelings of loss of confidence or
anxiety as a result of being a burden on the helpers, and
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partly unknown helpers around (Ellefsen 2002) and
being dependent on the public sector. Knowledge is
lacking about whether it makes a difference who the
helpers are for older people’s QoL. It is a prevalent idea
that it is best for older people to remain at home (Swedish
Institute 1999), but there is little evidence to support this
assertion in terms of its impact on QoL when help is
required with everyday activities of daily living (ADLs).

It may well be that it is the impaired functional abil-
ity and not how and by whom help is provided that
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makes a difference to older people’s QoL. Decreased
functional ability, impaired cognitive function and
comorbidity have been found to contribute to the need
for help with ADLs among older people (Johansson
& Thorslund 1992, Sonn 1996, Melzer et al. 1999, Steen
et al. 2001). Living alone, gender, difficulties in using
public transport and poor perceived health (Thorslund
et al. 1991, Ranhoff & Laake 1995, Herlitz 1997, Stoddart
et al. 2002) also seem to indicate a need for help with
ADLs. The help may be with instrumental ADLs (IADLs),
including assistance with shopping, meal preparation
and housekeeping, for example, or personal ADLs
(PADLs), including bathing, dressing and feeding. A
study by Roe et al. (2001) of US subjects living at home
or in special accommodation (n = 20, mean age = 79 years,
range = 60-96 years) showed that the majority had help
with IADLs from informal helpers (e.g. family, friends
and neighbours), and those receiving help from formal
helpers (e.g. unlicensed or licensed professionals) were
those with the greatest disability who needed help
with PADLs. Help with IADLs and PADLs seems to
be associated with low QoL (Hellstrém & Hallberg
2001). Bowling & Browne (1991) and Nunley et al. (2000)
found that the amount of help with ADLs, perception of
health and type of support provided by the helpers
contributed to QoL in elderly people who were in need
of help and living at home. These studies do not provide
sufficient information about whether QoL was related
to living at home or in special accommodation, or to
who provided the help. The importance of informal
helpers at home, as opposed to formal helpers, and
receiving help at home, as opposed to in special accom-
modation, needs further exploration in terms of their
impact on QoL.

In Sweden, older people can have public help at
home or in special accommodation (Swedish Institute
1999). Although help for older people is an issue for
the public sector in Sweden, a study by Hellstrém &
Hallberg (2001) showed that older people living at
home received more help from informal helpers, such
as family and friends, than from the public sector, and
help was often given in combination. Previous studies
in Sweden have also shown that informal helpers play
a central role in enabling elderly people (Tennstedt et al.
1990, Johansson 1991). As the number of elderly people
increases (Statistics Sweden 2001), knowledge about
differences between people living in special accom-
modation and those at home is needed to aid service
planning. Tseng & Wang (2001) showed that, for older
people living in nursing homes, higher educational
level, as well as better socio-economic conditions, phys-
ical functions, ADLs, social support from families and
frequency of family interaction contributed positively
to QoL. The impact of different helpers was not investi-

gated. Newsom & Schulz (1998) reported in a study
done in the USA that negative reactions to being helped
by a spouse were fairly common and these negative
reactions may influence QoL.

In healthcare QoL has emerged as an important con-
cept and outcome measure (Harrison et al. 1996), and
one of the main goals in medical care (Nordenfelt 1991).
The complexity of QoL requires using both global and
health-related QoL instruments to determine which
aspects play the most important role. Factors influenc-
ing older people’s QoL have been investigated in vari-
ous studies, but with a weak concordance in the results.
Several studies have shown that multiple chronic health
problems, and observed and perceived illness are
significantly associated with reduced health-related
QoL (Grimby & Wiklund 1994, Michelson et al. 2001). In
a national sample (n = 4734) of non-institutionalised
people aged 65 years or older, Newsom & Schultz (1996)
showed that physical impairment was associated with
fewer friendship contacts and fewer family contacts, and
that lower reported social support indicated decreased
life satisfaction. Social contacts as a component of QoL
appeared to be just as important as health status among
older people in south-east England (Farquhar 1995).
These studies showed that several different aspects
influence Qol, and therefore, need to be included when
assessing older people’s QoL. To the present authors’
knowledge, no studies have focused on where or by
whom help is provided to older people, and whether it
makes a difference for QoL.

Aim

The aim of the present study was to describe and
compare QoL among older people (75 years and above)
who receive help with ADLs from formal and /or infor-
mal helpers, and are living at home or in special accom-
modation. The aim was also to investigate demographic
aspects, place of living, helpers, help with ADLs, social
network, self-reported diseases and complaints as
predictors of QoL.

Subjects and methods

The Ethics Commiittee at Lund University (LU 478-99)
approved the study.

Sample

The data collection (n = 8500) took place in southern
Sweden during spring 2000 and included 33 municipal-
ities. In total, there were 99 796 people aged 75 years
and above. Subjects were randomly selected within each
age group and stratified for age: (75-79 years) n = 2500;
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(80—84 years) n = 2500; (85-89 years) n = 2000; and (= 90
years) n=1500. The stratification was done to ensure
that there were enough respondents in the younger
age groups (75-79 and 80-84 years) needing help with
ADLs. The final sample, which excluded instances
of people having died, addresses being unknown and
answers given by another person, had an overall
response rate of 52.8%. A pilot study with 1000 older
people (1999) preceded the present study to determine
the number of people in each age group to be included.
The sample included people living at home as well as in
special accommodation. Two reminders were sent, with
a new copy of the questionnaire in the last reminder.

Measurement

The questionnaire covered areas such as demographic
data, social network, complaints and self-reported
diseases. Social network was elicited by: ‘Do you have
someone to trust?’ followed by ‘If yes, how many peo-
ple?” There were four possible responses: ‘One person’,
‘Two people’, ‘Three to five people’” and ‘More than five
people’. Furthermore, the questionnaire covered IADLs
and PADLs with questions about who helped the
respondents. The type of help that the respondents
received and the extent to which they received help
was elicited by: ‘Because of reduced health, do you
need help with personal care (e.g. to eat, get dressed,
take care of your hygiene or take a bath/shower)?’, i.e.
PADLs; and ‘Because of reduced health, do you need
help with daily matters (e.g. cooking, cleaning or going
shopping)?’, ie. IADLs. There were five possible
responses: ‘No, I do not need any help’, ‘Yes, but not
every week’, ‘Yes, once a week’, ‘Yes, several times a
week’ and ‘Yes, every day’. The respondents were asked
who helped them. The following possible responses
were used to elicit where the help came from: ‘Wife,
husband, cohabitant’, ‘Children in the same house-
hold’, ‘Children outside the household’, ‘Another relative’,
‘Neighbours (not relatives)’, ‘Friends (not relatives)’,
‘Home-help service, home nursing’, ‘Primary health-
care, district nurse’, ‘Staff in special accommodation’
and ‘Others: Who? ...".

In addition, two QoL instruments were used. Global
QoL was measured with the Life-quality Gerontology
Centre (LGQC) scale (Nordbeck et al. 1993, Nordbeck
1996). The instrument was developed to measure QoL
among older people, based on Neugarten’s Life Satis-
faction Index A (LSIA) (Neugarten et al. 1961), Lawton’s
Philadelphia Geriatric Centre Morale Scale (Lawton
1975) and Rubenowitz’s life quality scale (Rubenowitz
1980), and was developed through factor analysis,
revealing a 10-factor solution. The LGC has been used
in previous studies among retired people in Sweden

(Nordbeck 1996, Hagberg et al. 2002) and also among
stroke patients (Nordbeck etal. 1992, Elmstahl ef al.
1996). Two factors from the LGC were used in this
study: present quality of life (11 items, including
questions such as ‘Do you usually think life could be less
monotonous?’ and ‘I am very satisfied with my life at
present’) and life span quality (four items, including
questions such as ‘Do you have a feeling that people
normally appreciate what you are doing?’ and ‘Overall
I have obtained what I want out of life’). The score
ranged from (0) ‘lowest QoL’ to (1) "highest QoL".

The Short Form Health Survey (SF-12), a shorter
version of the SF-36, was used. It is well documented
as a health-related QoL instrument and validated for
Swedish conditions (Ware & Sherbourne 1992, Sullivan
et al. 1995). The SF-12 covers a Physical Component
Summary (PCS) scale covering general health, physical
functioning, physical role limitation and bodily pain,
and a Mental Component Summary (MCS) scale cover-
ing vitality, social functioning, and role-emotional and
mental health (Ware et al. 1996). The scores in each scale
are standardised to range from (0) ‘poorest well-being’
to (100) ‘highest well-being” (Ware ef al. 1996). The SF-12
has been proposed as a plausible alternative to the SF-
36 because the length of the questionnaire is reduced
by two-thirds with a minimal loss of measurement pre-
cision (Ware ¢t al. 1996). The response alternative in the
SF-12 measures attitudes by value consent and includes
a number of predetermined statements from agreement
to contrast.

Data analysis

Variables were compared by the five combinations
of place of residence (at home or in special accom-
modation) and source of help (informal, formal or both)
occurring in the data, and also by place of residence
(all sources of help combined). The chi-squared test
was used when data were on nominal scale level. The
Kruskal-Wallis one-way analysis of variance (aNova)
test was used to analyse data on an ordinal level or a
highly skewed interval scale between the five groups,
and the Mann-Whitney U-test was used to compare
those living at home and those living in special accom-
modation. A one-way ANovA was used when analysing
age and QoL in the five groups, and Student’s t-test was
used when comparing those living at home and those
living in special accommodation (Altman 1991).

Four multiple linear regression analyses were
performed with present QoL (LGQ), life span quality
(LGC), PCS (SF-12) and MCS (SF-12) as dependent
variables using a backward model, where the least sig-
nificant variable in each step was removed until a final
model including only significant variables was reached.
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Age, gender, and level of help with PADLs and IADLs
were independent variables; these were never excluded
from the model. Other independent variables were
social network, place of birth, place of living, civil
status, number of children, number of self-reported
diseases, number of complaints, groups of helpers, and
living at home or in special accommodation. Dummy
variables were constructed for PADLs and IADLs where
the reference was ‘No, I do not need any help at all or
less than once a week’. The other levels were ‘1 need
help once or several times a week’ and ‘T need help
every day’. Other references for dummy variable were
‘informal helpers at home’ in different helpers, ‘none to
trust’ in social network and ‘married’ in civil status. For
the statistical analysis, the SPSS for Windows, Version
11.0, computer program was used.

Results

A total of 4337 people responded to the postal question-
naire (52.8% of the 8220 who could be contacted); of
these, 2677 (61.7%) were women. The response rate was
significantly higher for men (1660/2992, 55.9%) than
women (2677/5228, 51.2%) (x2 =56.3, d.f. = 1, P-value
< 0.001). The response rate was highest for the 75-79-
year-old age group and lowest for those who were
90 years of age and over (Table 1), the distribution of
the age groups being significantly different between
respondents and non-respondents (Mann-Whitney
Z = -11.71, P-value < 0.001). Reasons for not participat-
ing were given for a further 483 elderly people: 219
45.3%) did not wish to participate; 114 (23.6%) had
dementia; 93 (19.3%) did not have the strength; 15
(3.1%) were too ill; nine (1.9%) had language problems;
19 (3.9%) gave other reasons; and 14 (2.9%) returned
blank questionnaires. Sixty respondents were subse-

quently excluded as their questionnaires were largely
incomplete. A total of 3400 people did not respond at
all, and among those, 212 (6.2%) were known to have
died within 6 months of the study closing.

Fifty-four non-respondents were randomly selected
and interviewed by phone about ‘worries about one’s
health’ and ‘experience of life as a whole’ (Table 2).
The non-respondents were more likely to be older,
non-urban, living in special accommodation and less
worried about their health, with proportionately more
(3/37) reporting their experience of life as a whole to
be ‘rather bad or bad’. A total of 1247 respondents
indicated that they had help once a week or more, and
stated the source of their help; the mean age of these
respondents was 86.4 years (SD = 5.9 years, range = 75~
104 years); 904 (72.5%) were women. They were divided
into groups depending on whom they received help
from as well as their place of living: informal helpers at
home (1 = 447); formal helpers at home (1 = 195); informal
and formal helpers at home (1 = 277); formal helpers in
special accommodation (n = 231); and informal and formal
helpers in special accommodation (n = 97) (Table 1).

There were significant differences in age, gender, civil
status, cohabitation and number of children (P < 0.001),
as well as in place of birth (P < 0.05) between those who
received help from the five combinations of living and
helpers (Table 3). Those who received help from infor-
mal helpers at home had a lower age, were more often
married and less likely to live alone than all the other
groups. Those receiving formal and /or informal help
at home had a significantly lower age (P < 0.001), and
were more often male, married and lived together with
someone than those receiving help in special accommo-
dation. The number of children was significantly higher
(P < 0.05) among those living at home than among those
living in special accommodation.

Table 1 Sample, response rate and old people receiving help with their daily living by age group*

Age group (years)

Variable 75-79 80-84 85-89 290 Total
Original sample (n) 2500 2500 2000 1500 8500

Final sample [n (%)] 2467 (98.7) 2445(97.8) 1928(96.5) 1380(92.0) 8220 (96.7)
Response rate [17 {%)] 1474 (59.7) 1368 (56.0) 913 (47.4)  582(42.2) 4337 (52.8)
Receiving help [ (%)] 171 (11.6) 330 (24.1) 407 (44.6) 399 (68.6) 1307 (30.1)
Female:male ratio included in the present study (n) 104:60 218:94 280:112 302:77 904:343
Informal help at home (n) 98 141 138 70 447
Formal help at home (n) 19 47 73 56 195
Informal and formai help at home (n) 28 73 93 83 277
Formal help in special accommodation (n) 14 36 55 126 231

Both informal and formal help in special accommodation () 5 15 33 44 97

* The difference between the original sample and final sample is a result of the number of people having deceased, address being unknown
and answers being given by another person. The difference between the number of people stating that they were receiving help and those
included in the present study is caused by 60 who people did not explain who helped them.
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Table 2 Description of telephone interviews with non-respondents compared with respondents

Variable Telephone interviews (n = 54) Total sample (n = 4337)
Gender: female [n (%)] 35 (64.8) 2677 (61.7)
Age-group (years) [n (%)]:
75-79 12 (22.2) 1474 (34.0)
80-84 10 (18.5) 1368 (31.5)
85-89 13 (24.1) 913 (21.1)
290 19 (35.2) 582 (13.4)
Place of living: urban [n (%)] 10 (18.5) 1853 (42.7)
Living in special accommodation [11 (%)] 8 (19.5) 523 (12.3)
Worries about one’s health: never or seldom/often or very often [n1 (%)) 33 (89.2)/4 (10.8) 3007 (72.2)/1156 (27.8)
Experience of whole life: very good or good [ (%)]* 30 (81.1) 3572 (85.4)
Experience of whole life: neither good or bad/rather bad or bad [n (%)} 4(10.8)/3 (8.1) 549 (13.1)/64 (1.5)

* Internal dropout = 17 people.

There was a significant (P < 0.05) difference in social
network between the respondents who received help
from various helpers, but not between those receiving
help in special accommodation and those at home.
There was a higher number of health complaints among
those receiving help from informal and formal helpers
in special accommodation (median =16} than in all
other groups, and also between those receiving help
in special accommodation and those receiving help at
home (P < 0.001). Those who received help from infor-
mal and formal helpers in special accommodation had
a higher number of self-reported diseases than all other
groups (Table 4).

No significant difference in help with IADLs was
found between respondents receiving help from vari-
ous helpers at home, nor between those receiving help
from various helpers in special accommodation (Table 4).
However, those receiving help in special accommoda-
tion had significantly (P < 0.001) more help with IADLs
and PADLs than those receiving help at home. Those
receiving help from only informal helpers at home had
less help with PADLSs than all the others. There were
no significant differences in help with PADLs between
those receiving help from different helpers in special
accommodation.

The overall mean of physical-health-related QoL was
27.9 (SD = 8.28). Cronbach’s alpha was 0.67 for physical-
health-related QoL (PCS, SF-12). Lower physical-
health-related QoL was found among those receiving
help from informal and formal helpers at home than
among those receiving help from formal helpers irre-
spective of housing. Those living in special accommo-
dation who were receiving help from both informal and
formal helpers had lower physical-health-related QoL
than those living in special accommodation who were
receiving help from only formal helpers and those
living at home who were receiving help from only infor-
mal helpers or from only formal helpers (Table 4). No

significant differences in physical-health-related QoL
were found between respondents living at home and
those living in special accommodation. Significant vari-
ables in the multiple regression model predicting lower
physical-health-related QoL were more self-reported
diseases, help once or several times a week and every
day in PADLSs and IADLs (Table 5). Significant predic-
tors for high physical-health-related QoL in the final
model were being a widow/widower and male.

The overall mean of mental-health-related QoL was
45.5 (SD = 12.7). Cronbach’s alpha was 0.76 for mental-
health-related QoL (MCS, SF-12). No significant differ-
ences were found in mental-health-related QoL between
any of the groups (Table 4). No significant differences
were found between respondents living at home and
those living in special accommodation in mental-
health-related QoL. Significant predictors for low mental-
health-related QoL in the final multiple regression
model were more health complaints and more self-
reported diseases, and help once or several times a
week and every day with PADLs (Table 5). Higher age,
contact with one or two, or with three or more people,
and help from informal and formal helpers in special
accommodation significantly predicted high mental-
health-related QoL in the final model.

The overall mean of present global QoL in this study
was 0.38 (SD = 0.24). Cronbach'’s alpha for present glo-
bal QoL (LGC) was 0.68. Present global QoL was higher
among respondents receiving help from only informal
helpers at home than for all other groups (Table 4).
Present global QoL was also found to be higher among
those receiving help from both informal and formal
helpers at home, compared to those receiving help from
both informal and formal helpers in special accommo-
dation. Respondents living at home had significantly
(P < 0.001) higher present global QoL than those living
in special accommodation. Significant predictors for
low present global QoL in the final multiple regression

508 © 2004 Blackwell Publishing Ltd, Health and Social Care in the Community 12(6), 504-516



Quality of life among older people receiving help in Sweden

“£2 = USJpjiy2 JO Jaquinu uj nodoip [euislyj ,

892 + 88 eEEFCE V2 F 9SG POEF6LC VYECTI6 eCF v 8CEF ¥l €<
ov00 S0¢-=2 €00E=,X JTGFELL 2GEFES L2SF02L 9¢SFE6P 095FESE L6V FES L'OS F /b2 -t
MW 1000> 14 MM 26LF€9 SHLFLL 8'eeF2s 6€L¥8Ct 90LF62 292 F 0§ LLLF 6 0
#[{%) U] usippyd
8800 } 16¢= Nx ¥50°0 14 626 = Nx V'vLF EVe LLLF69 CGLTPLL 1'8.F€2. 608Fvee L'E8F23L PVGLFLEE ueqn
:[{%) u] Buiny jo soE|d
adoing
€0F! -  VOFIL L0F9 - G07FI FLFS apIsinNo uioq
Anunos uesdoing
ov¥eEL 28+8 22F§ 29F .S LyFEL I'v¥8 1'8F9¢ isyjoue
20 c 682=,%4 v200 8 09/1=,X [G6FPIE 8l6F68 /6762 1€6F958 €6G6FPIC2 HG6+98L 806F90P uspemg
(%) u] yuiq jo aoeld
000> | 19t =X  1000> P 966/2=;X (/L6FBLE BV6FCH 9/6F792¢ ¥9T68S POLFG6L 826F18L LLVFELS suofe
:[(%) u] uonengeyoy
208F¥€9C S2¢8¥FO08 26/FE8L 995F02S <C6SFVIL E€TUTFIVL L'8yFGle JaMOPIM/MODIM
Jede Buia
1O PBOIOAIP
081 65 PELFEL 66LF 9P EELFECL L'PLF6E 92eF VY L'8F6E ‘paliewUN
000> 2 gsoLL=zX 1000> 8 182e2=,X @LF9 R34 60F2 VOEF LIS 192F YL L1'SF 0L CEVFEBL psusew
[(o%) U] smye1s IND
000> | 16'1e=,X 1000> v €0GP=X Gv8F¥L/2 VBLFOL 0/8F102 289F/29 1'99F€8lL PLLFIGL GGI9FE6S slews)
:[(%) u] 1epuen
G9'ge =4 (s1eah)
000> G¥2L  6¥0L—-=1 (000> 4 VAONV  9'GF268 GGF¥068 LGFP68 9GFPG8 GGF998 ¥$GF998 GGFEPS (as ¥) ebe uesyy
anjead TP sojsiels  enead )P soysiels {g2e =u) (6 =u) (teg=u)  (6L6=U) (Lze=u)  (s6L=Uu) {Lyy =u) siqeLep
1881 1891 diay jejoy. siedjpy Jadjpy diey [e101 s1adipy 1adjay Jadipy
[ew.oj pue [ewuo} |euiio} pue |ewio} fewaojul
[ew.ojul woi dioH [ewojut woy woy disH
woyy digH woyj disH dieH
Buisnoy siedjsy ussmiaq (g2¢ = u) uoepowwodde (616 = u) swoy e buia

usamlag uosledwo?)

uosuedwo)

fewads ul Buinn

18l sjuspnis (1) pue 1saly7 Asulym-uuey (M-) ‘isel pasenbs
-0 (X) ‘1s8} syrepm—exsniy (M-M) :uonepowwoooe [epads ul 1o swoy Je siadjay Jusisyip woi diay Buiniedas siuapuodse) sy} jo uosuedwod pue uoiduosep alydesbows( € ajgel

509

© 2004 Blackwell Publishing Ltd, Health and Social Care in the Community 12(6), 504-516



Y. Hellstrém et al.

(%0°¥1) vLL = ueds 9jI7 957 00 pue %y 12)

/92 = 9lj} 1U9sald 0D 100 H%E81) 822 = SOW 21-4S 10D {%E'8}) 822 = SOd Z1-4S 10D {(%9°2) €6 = S1AVI (%670) LI = $7AVd {(%9'€) S¥ =>Homiau [er20s :sinodolp jeussiy| ,

88z=4
100°0 LZ0L  9BL'E=} 2200 890LY YAONY GZ'0F 920 S20F/L0 G20FGL0 €20F180 €20F080 €20F080 €20+280 ueds 8y 097
gLeL=4
1000 > 8/6 88€G=! 1000> S/6/% VAONY $Z0F IE0 €20F /20 ¥2O0FEE0 ve0FOP0 PZOFSEQ €20FOV0 €20FEVO wesald 091
(@s ) 100 [eqolb uespy
LE0=4
1090 Z10L  ¥25'0=1 2/80 VIOiW VAONY L'ELF LGP CELTF2Pr OELFOSY L2LFOGY E£€2LF2Sy 02LF8GY E£ELTFEGY SOW
12y =4
[GY0 €Ly 8L¥L=1 2000 vIOWW VAONY ¢/ FE/C 99FEGZ 9.F282 G8FL'8C 8.F0/2 98FE€62 68FE8E SOd
{as ) 100 pelejpi-ulesy uespy
L18T892 G98FE8 L'YBFGSL 96EFPIE 8¥PF L2l €LEFSL EBETF ML Kep fione
6Let-=7 05291=X OvFeEL IEFE GPFOL GZLFSLL EELF9E OvlIFlec 0CLFTS Yo0M B Sewy) [eIones
1000 > M- 000> 14 MM L9FeR €818 79T PL CYEFPIE OOEF I8 Q0ET6S OOPTFHiL o8Mm B 80u0
[(%) u] s1QV [ewwswNasUl ynm diaH
299F /12 089F99 ¥G9TIGL L'I2¥66lL GEEFZ6 022Fer LVIFSI Aep fiene
6LGl-=7 11'80e=,X BGF6IL 2979 9GTEL  £GF6Y LSFvE  v8F9L CYF6L }O9M B SO} [B19A8S
1000 > M- L000> ¥ MM L02F¥89 902¥02 802F¥8F /[CgF60C GG2F0L OVEFSI L9LFpL oam e aouo
[(%) u] s7Qv reuosiad yum dieH
(5'26—G'2 = sejnusoied)
290-=7 ige= (8/-00) (08-00 (g2-00) (0z-000 {09-00 (02-00) (0°£-00) (ueipaw)
saseasip
GESG'0 MW 1000> ¥ M 2 € g 2 4 ez 2  peuodas-jes Jo JsquinN
(5'26-5'2 = samusosad)
viv-=27 9965=,X (L0e-00) (0'1e-5€) (20e—00) (00e~00) (0be-0'H) (00e-00) (0°0E-20) (ueipow)
1000 > MW 1000> 14 M 4 9l L 01 I 8 0t sjure|dwo? Jo JsquInN
O9PTIGL 9IST8Y G/vFE0L B6VF6SY LSGTFISL OCyT I8 2es¥/ge odoad saiy ueyl siow
8/80-=7 166=,X SPyTOrL ELYFTPy OLPTS0L 9EPF IOV GSYFGLL SOSF¥6  LPrTF a6l ajdoad om} 1o suo
08€0 MW 200 14 MY ObFEL FLFL §6FZL  §9Fee 8L¥S 6GF LI LEFOL isnJ} 0} 8UO OU
[%) u] suomiau e1o0g
anjead TP souspels  anfea yp o souspels  (g2g =v) (te=u) (gz=u) (6t6=u) (L22=u) (s6L=U) (Lpp=U) a|qeLEA
189 1s8]  djeyelop [SELIEN Jedipy  djgy [eloL ssadjsy 1adjiay Jodpy
{ew.o) pue |ewo} |lewJo) pue |ewo} leunopui
jewsojur  wou djoH [ewion  woy dpy  woy dipH
wouy dioH woyj digH
Buisnoy ugsmiag uosiedwos  siadjsy usamiaq uostiedwod (gee =u) (616 = u) awoy Je Bular

uonepowLwodoe jepads ul Buian

ABAING yljesH wuo4 Moys

(21-4S) pue 's7av feuswngsul (sT1AV1) STV feuosiad (STQvd) 159+ Sauspnis (1) taouenen jo sisAjeue Kem-auo (vAONY) 1s8)) Aaulym—uuep (M-W) ‘1sel pasenbs-1yo (,X) 1s8) siem
—exsnuy (M) ‘9[eos alus) ABojojucian Auenb-ajr] (D) ‘ejess Alewwng Jusuodwiod [elsiy (SOW) ‘efeds Asewwnsg jusuodwio) [eaISAUd (SOd) ‘ol Jo Anenb (70D} ‘Buwn) Aep
JO SBIMAIOE (S7QY) :UOHEPOWWOoo. [210ads uf Jo awoy Je s1adjay jusiayip woy diay Buineose) sjuspuodsas Buowre Buiny Arep o} pajejal siojoe) jo uosuedwoo pue uondudsaq 7 ajgel

© 2004 Blackwell Publishing Ltd, Health and Social Care in the Community 12(6), 504-516

510



Quality of life among older people receiving help in Sweden

“UBIPIYO JO

JOQLINU PUB LONBNGRYOD ‘yLiq jo 93e|d ‘Bulal Jo 8oejd ‘SNIEIS [IAID 819M |SPOL 8y} Ul PSPNIOUl JOU SBIQELIBABY L "LO0'0 S SN[eAd ‘PL = J'P '0.9°9L = o YAONY '81°0 = SO 10} ;. paisnipy 1
"UBIPJIYO JO JBGLUNU PUB UOHENGEYOD ‘Ylig Jo aoeld ‘Buial
10 sor|d ‘ssedjoy JUBIBYIP SHOMIBU JEID0S ‘Slulejduwo JO JaqUINU S18M [BPOW 8U} UI PAPNIOUI JOU SOJqBLIBA 8Y | "L00'0 S 8NIBA-d ‘6 = 1P ‘68.4'01 = YAONY 'Z1°0 = §0d 10} ;4 paisnipy ,

8v0°0 £86°I 8/2'9 ‘2800 GSiL'e UOCHEPOWILLIOIOE [Bj0adS Ul BULIO) PUB [RLLIOHUI
L¥i0 esvl 052y ‘vE9 0- 8081 uoHepPOWIWO3o. [B1dads Ul jewlo)
260 9600 1602 2r81— G600 BUIOY B [BLLIO) DUB [BULICiU
1980 7AN eL028Lp e 2020 awoy 1e |ew.lo) Ajuo
18djsH
10070 > 0S.'€ €652l ‘626'€ 1v2'8 aidoad a10L 10 8844} UM JOBIUOD
1200 80cC 8616 ‘1950 0.8V o|doad om} 10 3UO YIM J0BJUOD
HIOMIBU [B100S
LEOO 260¢ 8022 ‘2800 86€°4 JBMOPIM/MODIM
S/10 96e’ | 8€8°C ‘6150~ 6514 Lede Buinl/pedIoAp/palleWUN
isnjels jIng
1000 > 6L v~ Y190~ ‘€9 1— 8€0° - 100°0 > 1606~ $E6°0— ‘06 L— 6L L seseasip paliodai-jjas JO JequInN
1000 > 6658~ 61€°0- ‘6050~ iy o sjureidwion Jo JaquinN
0010 8v9’1- $6€°0 ‘6251 8902~ 100°0 > ] A ol $G8'1L— ‘G80'G— 6976~ fep Kians dioy
Si20 I8l by G06°0 ‘0207 A"l o 1000 > Y8 e GGG - ‘PI8v— Gggle- ¥99M B SBWI} [2J9ASS JO 80UO dioy
s7avi
1000 > 8Y0 LIEC 1199~ L6VY— 1000 > Gi8v— 2.L6'1— ‘989~ 62€¢€- Aep Kioad djoy
200 8622 182°0- ‘SL0P— 8vle- 1000 1682~ 695°0— ‘€6~ VXA ¥8am © s8wi} [e1enes Jo 8ouo digy
$7avd
€510 0EY’L S¥8¢ ‘Lyv 0 6611 2ro'0 1£0°2 $82'2 ‘6€0°0 41N e
€000 Gioe Lve0 2200 9020 1G¥°0 $5.°0 G21'0 ‘950°0— GE00 aby
aneAad 1so1 1D %56 g sjusiisoo snjead S8l 10 %56 g sjuslolysco a|qenen
pasipsepuelsufn pasiplepugisufn
SO «S0d

21-4S o) jo Ayjenb pajejai-yyesH

Buny Ajrep jo saialoe [elusingsul (STQV1) pue B

Airep 10 saiaoe feuosiad (STQVd) ([eAs8IUl 82UBPHUOD %66 (1D %G6) :(uoissaibal seaul

aidiynw) (SOW) 81eos Arewwng Juauodwo? [eIUSIN Pue (SO d) 91eos Arewwng usuodwo) [edisiyd (21-49) AeaIng yilesH wiio4 Loys o)) jo Alenb pajejas-yyesy 10} SioloIpsid § djqel

511

© 2004 Blackweli Publishing Ltd, Health and Social Care in the Community 12(6), 504-516



Y. Hellstrém et al.

model were more complaints and more self-reported
diseases, help once or several times a week, or every
day, with PADLs and IADLs, help from informal and
formal helpers at home, being a widow/widower,
and living in an urban area (Table 6). Higher age, and
having contact with three or more people significantly
predicted high present global QoL in the final model.

The overall mean of life span global Qol. was 0.80
(SD = 0.24). Cronbach'’s alpha for life span global QoL
(LGC) was 0.65. Life span global QoL was lower among
respondents receiving help from formal helpers in spe-
cial accommodation than among those receiving help
from informal helpers at home, and those receiving help
from both informal and formal helpers at home (Table 4).
Significantly lower (P < 0.01) life span global QoL was
found among respondents living in special accom-
modation than among those living at home. Significant
predictors for low life span global QoL in the multiple
regression analysis were more complaints and more
self-reported diseases, help every day with PADLs and
IADLs, being born in another European country, and
being unmarried, divorced, living apart or being a
widow/widower (Table 6). Higher age, and contact
with one or two, or with three or more people signifi-
cantly predicted high life span global QoL in the final
model.

Discussion

All respondents, irrespective of whom they received
help from, had lower health-related QoL scores on the
SF-12 than the norm values based on population data in
Sweden in 75 years and above age group (Sullivan et al.
1997). Norm values for physical- and mental-health-
related QoL were 40.3 (SD = 11.6) and 51.5 (SD = 11.0),
respectively. However, the study by Sullivan et al. (1997)
included a smaller number (n = 127) and probably also
healthier older people. Furthermore, the LGC in the
present study showed a lower global QoL score than a
study by Hagberg et al. (2002) including 100 retired
people [mean age (+ SD) =73 +5.99 years]. Hagberg et al.
(2002) showed present and life span global QoL to be
0.74 (SD = 0.15) and 0.91 (SD = 0.13), respectively. The
differences from the results of the study by Hagberg
et al. (2002) may be because their study did not only
include older people receiving help. Help from both
informal and formal helpers, irrespective of housing,
meant a lower mean health-related QoL score on the SF-
12 than for those receiving help from only informal or
only formal helpers. Those in special accommodation
had lower global QoL mean scores on the LGC than
those receiving help at home. Lower age, being married
and living together with someone characterised those
receiving help from informal helpers at home compared

to all other help receivers. They also had significantly
more children than those who only had formal helpers,
which may indicate a precondition for remaining at
home. Those receiving help in special accommodation,
irrespective of who provided it, had significantly more
help with JADLs and PADLs than those receiving help
at home. The predictors for health-related QoL and
global QoL in the four regression models were help
with PADLs and the number of self-reported diseases,
irrespective of the instrument used. Furthermore, higher
age and contacts with more than three people in the
social network predicted high QoL (mental-health-
related QoL and global QoL) in the linear regression
models. An increasing number of complaints and help
with IADLs were determinants of low health-related
QoL and global QoL in the linear regression models.

There are threats to the internal and external validity
of the present study, of which a low response rate is the
largest. The dropout seemed to be systematic, as reflected
by increasing dropouts in the higher age groups. There-
fore, these results may give a more positive view of the
oldest of the old since the dropouts in the oldest age
groups might represent the frailest people. The analysis
of the non-respondents regarding age, gender and
living place confirmed that women and the oldest age
group were less likely to answer the questionnaire, while
place of living was similar compared to the respond-
ents. However, non-respondents in the phone inter-
views valued their life as ‘bad’ or ‘rather bad’, but were
less worried about their health than the respondents,
which is a somewhat puzzling finding. The strengths of
the present study were that it included older people in
need of help with ADLs living both at home and in
special accommodation, and the findings are likely to be
generalisable to a Swedish older population receiving
help, provided that one bears in mind the possible effect
of the systematic dropout.

To capture as many aspects of QoL as possible, one
global and one health-related instrument was chosen,
i.e. the LGC and the SF-12. Similar trends were found
for the mean values among the respondents with differ-
ent helpers (Table 4). Thus, the use of the SF-12 (MCS
and PCS) and the LGC (present life and life span) can be
questioned because mental-health-related Qol. (MCS)
and the LGC seemed to measure almost the same aspects,
and showed most predictors to be the same. Physical-
health-related Qol. (PCS) covers physical components,
and thus, identified other predictors than mental-health-
related QoL (MCS) and global QoL (LGC) (Tables 5 & 6).
From these findings, it seems as though SF-12 is enough
to measure QoL. Hunt (1997) suggested that there is
some agreement about the components in disability,
functional capacity and health status, as the present
study also showed. However, a meta-analysis by Smith
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et al. (1999) indicated that QoL and health status must
be separated from each other and suggested that the
two terms should not be used interchangeably. The
LGC, especially the part covering life span quality, was
stronger in identifying the social network as a predictor
for global QoL in older people. Thus, the use of a global
and a health-related QoL instrument showed similar
results. However, it did point out that social network
and its importance for QoL may be lost by using a
health-related QoL instrument only.

Low QoL among older people in need of help for
ADLs seems not to depend on where or from whom
they get help. Rather, it seems to depend on the amount
of help that they receive, and there might be other
explanations too. The respondents in the present study
had considerably lower QoL than the population in the
same age groups. The regression analyses showed fac-
tors such as a larger range of help with ADLs, help from
both informal and formal helpers at home, and a higher
number of self-reported diseases and complaints to
predict low Qol.. The impaired functional ability was
established in the present study from the amount of
help with ADLs that was received. Those living in spe-
cial accommodation had more complaints and more
extensive help with ADLs than those living at home. A
study by Noro & Aro (1996) also showed that the level
of help with ADLs was associated with lower QoL
among old people in institutional care. The distribution
of and the number of complaints and self-reported dis-
eases resembles that of comorbidity/multiple chronic
health problems, which have been shown to be nega-
tively associated with health-related QoL in other
studies (Grimby & Wiklund 1994, Grimby & Svanborg
1997, Cuijperset al. 1999, Michelson ef al. 2001). Thus, older
people’s low QoL seems to be irrespective of housing
and helpers, but rather, reflects the need for help with
ADLs and the number of complaints, i.e. decreased
functional ability.

The present findings cannot be taken as showing
that it makes no difference where or by whom help with
ADLs is provided. Rather, it may be that the decreased
functional ability has such a strong negative impact
on QoL that it conceals other important aspects. In the
present study, interesting patterns emerged as to where
and by whom help was provided. Respondents receiv-
ing help with ADLs every day often had help in special
accommodation. The same pattern, i.e. more often
receiving help with ADLs, also indicated help from
both informal and formal helpers among respondents
living at home. The respondents receiving help from
only informal or formal helpers at home were those
who received the smallest amount of help with ADLs,
although the help was more extensive among those
receiving help from only informal helpers compared to

only formal helpers. Trydegard (1998) found that those
living in special accommodation received help with
ADLs to a larger extent than those living at home, which
is in line with findings from the present study. No stud-
ies were found comparing the extent of help received
with ADLs from different helpers, or a combination of
helpers irrespective of housing. This study indicated
that a higher amount of help with ADLs is one of the
most important factors for receiving help from both
informal and formal helpers. However, when the extent
of help increases, it is more common to receive help in
special accommaodation. Thus, public help is distributed
in an interesting way. Older people with low functional
ability and those with a small social network receive
more public help. Accordingly, the priority to provide
help depends on the care receiver’s network and need
of help, even though there is no obligation for family
members in Sweden to provide care (Swedish Institute
1999). Judging from this study, the responsibility for
older people’s care is shared between the next of kin,
and the public system of home help and special accom-
modation. This certainly calls for collaboration with the
next of kin with regard to planning and providing care.

As expected from theories of QoL and social support
networks (Birren et al. 1991), this study shows the social
network to be significant for QoL in people receiving
help in various settings. There were fewer people to
trust and fewer children among respondents receiving
help from only formal helpers compared to those with
only informal helpers, and those with informal and for-
mal helpers. In the present study, social network turned
out to have a strong positive influence on the final
regression models of mental-health-related QoL (MCS),
life span and present global QoL, all independently of
each other. Having help from a next of kin when living
in special accommodation also had a positive influence
on mental-health-related QoL (MCS) in the final model.
Being a widow /widower had the opposite influence in
present and life span global QoL. Thus, it was evident
from the models (Tables 5 & 6) that the social network
plays an important role in older people’s QoL. Other
studies have similarly shown low support from or
interaction with family and friends to be important for
decreased life satisfaction (Newsom & Schultz 1996,
DuPertuis et al. 2001). Cohen & Syme (1985) stated that
there is a positive relationship between social support
and health. It has not been clarified whether this is
because support enhances health and well-being, or
because support protects people from stressful events
as a buffering mechanism. It may be that it is a combi-
nation of these two mechanisms (Cohen & Syme 1985).
The results of this study underline the importance of the
social network for improving QoL among older people,
irrespective of housing or helpers. Thus, older people’s
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QoL benefits from involving family and friends in their
daily living and being careful not to cut off important
relations in their networks unnecessarily. Furthermore,
professionals could mediate contacts between volun-
tary organisations and older people to increase their
social network.

Conclusion

The present study did not demonstrate that the type
of helper influenced QoL among older respondents
receiving help from different helpers; rather, it was the
extent of help that influenced QoL. It also showed that
the social network had an influence older people’s QolL.
The study demonstrated very low QoL among older
people receiving help compared to older people in the
same age group. This, in turn, may be a sign that it is the
impaired health and decreased functional ability that
makes a difference with regard to QoL. Extensive help,
especially with PADLs, and the number of self-reported
diseases and complaints, predicted the respondent’s
QoL. The social network seemed to prevent low QolL,
which professional helpers should be aware of, espe-
cially in collaboration with relatives with regard to
planning and providing care.
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