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ABSTRACT

Objectives: This study investigates specialist healthcare visits of older people with intellectual dis-
ability ID having affective and anxiety diagnoses in comparison with the general population, as
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well as across different levels of ID, behavioural impairment, and living in special housing

in Sweden.

Method: The study is a retrospective national-register-based study from 2002-2012 of people with
ID 55years and older (n=7936) and a control group the same size matched by birth year and sex
from the general population at the end of study. The study groups comprised those with affective
(n=918) and anxiety (n=2825) diagnoses who visited specialist healthcare, including data about

living in special housing at the end of study in 2012.
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tual services

Results: Older people with ID and with affective and anxiety diagnoses have a higher risk of
inpatient and unplanned visits to psychiatric and somatic healthcare than the general population.
The average length of stay in inpatient psychiatric healthcare was higher in older people with ID
and anxiety diagnoses than in the general population. Within the ID group, more inpatient and
unplanned visits were made by those with moderate and severe levels of ID, behavioural impair-

ment, and living in special housing.

Conclusion: Older people with ID and affective and anxiety diagnoses are more likely to have
inpatient and unplanned visits for specialist healthcare than the general population. Future
research should explore the quality of healthcare services delivered by healthcare providers to

older people with ID and with affective and anxiety diagnoses.

Background

Affective and anxiety diagnoses have a higher occurrence
in older people with intellectual disability (ID) than the
general population (Axmon et al, 2018; Hermans,
Beekman, & Evenhuis, 2013; McCarron et al., 2013). Also, a
recent study (El Mrayyan et al, 2019) confirms the high
morbidity and frailty in older people with ID, with results
showing that the occurrence of psychiatric comorbidities
was 11 times higher in those with ID and with affective
and anxiety disorders than the general population. Most of
the psychiatric comorbidities were unspecified diagnoses,
which reflect the difficulty of diagnosing in older people
with ID. In contrast, lower rates of somatic comorbidities to
affective and anxiety disorders were reported in older peo-
ple with ID than the general population (EI Mrayyan et al.,
2019). Despite knowledge of the higher occurrence of psy-
chiatric disorders, the healthcare utilisation patterns in
older people with ID with affective and anxiety diagnoses
have not yet been studied.

Affective and anxiety diagnoses are reliant to a great
extent on the self-report of symptoms. People with little or
no communication skills, such as people with ID, are there-
fore more difficult to diagnose. This means that people

with a mild level of ID can more easily report affective and
anxiety symptoms than people with severe ID. The diag-
nostic criteria used for affective and anxiety diagnoses in
the general population are more appropriate for people
with mild ID (Hermans, Beekman, & Evenhuis, 2014;
Hermans & Evenhuis, 2013) than for people with more
severe ID. Furthermore, the literature reports that affective
and anxiety diagnoses in people with a severe level of ID
are more complicated since the symptoms are usually over-
shadowed by behavioural impairment (Ji & Findling, 2016;
Lunsky & Balogh, 2010; McBrien, 2003; Myrbakk & von
Tetzchner, 2008).

As a result of increased life expectancy, the number of
people with ID and complex diseases has increased
(Cooper, Smiley, Morrison, Williamson, & Allan, 2007;
Hermans & Evenhuis, 2014; McCarron et al.,, 2013). In paral-
lel with ageing, the increased number of complex disease
problems has led to adverse health outcomes such as lon-
ger hospitalisation, higher health cost, increased risk of
hospitalisation, and decreased quality of life (Emerson &
Baines, 2011; Lunsky & Balogh, 2010; Wu, Desarkar, Palucka,
Lunsky, & Liu, 2013). In the general population, affective
and anxiety diagnoses have been associated with higher
healthcare utilisation and cost among individuals with
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diabetes (Huang et al,, 2015; Kyung Lee & Hee Lee, 2014),
cancer (Mausbach & Irwin, 2017), spinal cord injury (Ullrich,
Smith, Blow, Valenstein, & Weaver, 2014), and chronic
obstructive pulmonary disease (COPD) (Albrecht et al,
2017). Similarly, in older people with ID, several studies
have reported longer hospitalisation with psychiatric diag-
noses, diabetes, cancer, and vision problems but also inad-
equate healthcare access compared to the general
population (Axmon et al., 2016; Lunsky & Balogh, 2010;
McCarron, Cleary, & McCallion, 2017; Perkins &
Moran, 2010)

Staff and managers in intellectual disability services
have expressed in interview studies having limited know-
ledge regarding how to identify when decreased physical
or mental abilities are due to the ageing process or to the
disability itself (Alftberg et al, 2019; Holst et al., 2018;
Johansson et al.,, 2017). This uncertainty among staff and
managers can contribute to inadequate healthcare access
in addition to the decreased ability of people with ID to
express the symptoms and problems they experience
(Axmon et al., 2016; Sandberg et al., 2016). Previous studies
of older people with ID in comparison to the general popu-
lation have shown that younger people with ID were found
to utilise more inpatient and outpatient healthcare (Axmon
et al, 2016; Sandberg et al., 2016). Also, these studies
showed longer stays in psychiatric inpatient services and
higher risk of somatic healthcare utilisation in younger
than older age groups in people with ID than in the gen-
eral population. Among people with ID, living in residential
housing services or group homes was associated with
fewer psychiatric inpatient visits (Axmon et al, 2016).
However, although affective and anxiety disorders are
more common in older people with ID than the general
population, we have not been able to identify any study of
healthcare utilisation specifically for these diagnoses. A
deeper understanding of the healthcare utilisation patterns
of people with ID and with affective and anxiety disorders
is needed, as we might expect this group to be a more vul-
nerable group than others with ID. Therefore, the aim of
this study was to investigate specialist psychiatric and som-
atic healthcare utilisation in older people with ID having
affective and/or anxiety diagnoses in comparison with the
general population, and moreover, within the ID cohort, to
investigate healthcare utilisation regarding different levels
of ID, behavioural impairment, and type of living situation.

Methods
Study design

This study was designed as a retrospective register-based
study from three Swedish national registries, covering
11 years from 2002-2012.

The Swedish welfare and healthcare setting

The Swedish healthcare system is funded by public taxes
and is mainly operated by the county councils and munici-
palities. The National Board of Health and Welfare ensures
that everyone has equal access to good health and social
care in Sweden. This authority is responsible for health data
and social service registries that allow trends in health and

social care to be followed by producing statistics, knowledge
about health and social care, and regulations from the gov-
ernment (The National Board of Health & Welfare, 2019). The
law that regulates the Swedish healthcare system is the
Health and Medical Services Act. County councils are
required by this act to promote and ensure equal access to
healthcare to all residents based on healthcare needs (SFS
2017:30, 2017). Good health and social care should be based
on the best available knowledge, provided with respect to
the specific need of individuals, and should be accessible
and safe, efficient, and equally distributed for all individuals
(SFS 2018:347, 2018). In addition, the Social Service Act also
gives older people and those with disabilities the right to
receive public services and enjoy good living conditions in
everyday life (SFS 2018:347, 2018). People with disabilities are
also eligible for support under an act concerning support
and services for persons with certain functional impairments
(LSS Act) (SFS 1993:387, 1993). The LSS Act (SFS 1993:387)
gives people with permanent functional impairment or dis-
abilities the right to receive social support services to ensure
equal living conditions to the general population.

Registers used in the study

LSS register. The services provided according to the criteria
of the LSS Act are recorded in the LSS Register. The LSS
services and support include eight measures for adults,
such as personal assistance, companion service, and relief
services in home and daily activities. In this study, the data
are from the LSS Register for Person Group 1, which
includes those individuals having intellectual disability, aut-
ism, or autism spectrum disorders.

TPR. The Swedish Total Population Register (TPR) contains
information such as age, sex, civil status, address, and per-
sonal identity numbers for Swedish citizens. The TPR is
administered by the Swedish Tax Agency and maintained
by Statistics Sweden, which is the authorised source of
population statistics in Sweden.

NPR. The National Patient Register (NPR) includes all
inpatient and outpatient psychiatric and somatic specialist
healthcare in Sweden, public as well as private. The register
does not contain information about primary healthcare. The
NPR provides information about health and healthcare utilisa-
tion in the population to improve the ability to prevent and
treat diseases and monitor the healthcare system
(Ludvigsson et al,, 2016). The information in the NPR is div-
ided into four parts: Personal data (e.g. age, gender, personal
identity number), geographical data (e.g. county, hospital/
clinic), administrative inpatient and outpatient data (e.g. date
of admission and discharge, if the visit was planned or
unplanned), and medical data (e.g. primary and up to 21 sec-
ondary diagnosis). The diagnosis is based on the ICD-10 code
classification and the diagnosis is registered at discharge for
inpatients. The National Board of Health and Welfare is the
responsible authority for both the LSS Register and NPR.

Study population

The study population was selected from two national pop-
ulations (Figure 1). The first population group, all people



People with ID registered in the national LSS register were
identified.

AGING & MENTAL HEALTH 3

A\ 4

Each case with ID was one to one matched by the year of
birth and sex in the Swedish population (TPR register)

N = 15,872 (n = 7,936 in each cohort)

Figure 1. Flow chart of the identification of the study groups.

with at least one of the support measures according the
LSS Act, were identified through the national LSS Register
and consisted of 7,936 older people with ID, autism, and
autism spectrum disorders (ID-group) aged 55 or older and
alive at the end of the year 2012. The reason for choosing
55 or older as an inclusion criterion is based on previous
research acknowledging that people with ID age earlier
than those in the general population (Coppus, 2013). The
second population group consists of 7,936 people from the
Swedish total population who were matched with each
case in the ID cohort (1:1) by year of birth and sex in the
TPR. Thus, the total population of 15,872 consisted of 7,936
in the ID group and an equal number in the general popu-
lation group (Figure 1).

Study groups

Two study groups, the ID group and the general popula-
tion reference group (gRef), were drawn from the two
study population groups above based on the criterion that
the included persons should have been diagnosed with at
least one affective disorder (F3) and/or anxiety disorder
(F4) as primary or secondary diagnosis (Figure 1). The diag-
noses were based on the International Classification of
Diseases ICD-10 codes from the NPR during 2002-2012.
Thus, in the study groups (Figure 1) the proportion of iden-
tified individuals diagnosed with at least one affective (F3)
diagnosis was 66% in those with ID and 61% in the gRef.
Moreover, those with at least one anxiety (F4) diagnosis
made up 54% of ID and 64% of gRef.

Outcome measures

The healthcare utilisation data in the NPR were classified
for each individual having at least one visit concerning an
F3 or F4 diagnosis during 2002-2012 in the two study
groups. The healthcare utilisation regarding psychiatric or
somatic healthcare was identified based on the clinic which
the individuals visited. Data about inpatient and outpatient
specialist  healthcare, planned/unplanned visits, and
inpatient length of stay (LOS) in days were included.
Moreover, information on the individual level with at least

Identifying persons with at
least one registration of
Affective (F3) and Anxiety (F4)
diagnosis in NPR register
during 2002-2012

‘, l

ID group gRef group
F3 (n=576) F3 (n=342)
F4 (n=471) F4 (n=354)

one visit was considered for all outcome measures with at
least one F3 and F4 diagnosis during the study period. This
was done for all outcomes as well as within the ID group.

Regarding the individuals diagnosed with at least one
F7 (Intellectual disability) diagnosis, the third digits of the
ICD-10 codes were used to identify the levels of ID as mild
(F70), moderate (F71), or severe and profound (F72, F73).
These levels were then used to investigate the healthcare
utilisation at different levels of ID. Individuals with other/
unspecified levels of ID (F78, F79) were excluded from this
analysis. Moreover, we identified healthcare utilisation con-
cerning the presence of behavioural impairment in individ-
uals with ID based on ICD-10 four digits codes such as
F70.1 (Mild intellectual disability with significant impair-
ment of behaviour requiring attention or treatment) with
F3 and F4 diagnoses. Furthermore, data from the LSS
Register about living in special housing was included for
those in the ID group.

Statistical analysis

Data were analysed using IBM SPSS software version 25.0
program. Descriptive data about healthcare utilisation visits
were presented using frequencies and percentages. Chi-
square analysis was used to test the relationship of cat-
egorical outcome variables between the two study groups.
For continuous variables with a skewed distribution, the
median and quartiles and the Mann-Whitney U-test were
used. The healthcare utilisation pattern with affective (F3)
and/or anxiety (F4) diagnoses in the ID group were com-
pared with those in gRef using logistic regression analysis
to estimate the odds ratio with 95% confidence intervals
(Cls). Differences in the inpatient healthcare and LOS of vis-
its were assessed using the Mann-Whitney U-test with
median and quartiles, as the data were skewed. Within the
ID group, logistic regression analysis was performed regard-
ing behavioural impairment, severity level of ID, and living
in special housing on healthcare utilisation. The adjustment
was performed in the multivariate analysis for the differen-
ces in age at the end of 2012 and sex with the outcomes
in ID-group vs gRef, and within the ID group. Within the ID
group, the analysis of differences in inpatient healthcare
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Table 1. Characteristics of healthcare utilisation in the study groups based on visit level.

At least one affective diagnosis

At least one anxiety diagnosis

ID gRef ID gRef
n % n %  p-Value n % n %  p-Value
Total Healthcare visits 10867 70 7131 75 9772 63 6347 67
Sex Female 5936 55 4238 59  <0.05° 5359 55 3896 61 <0.05?
Male 4931 45 2893 41 4413 45 2451 39
Age at the end of the study 2012 61 (58 —66) 62 (57—68) <0.05° 60 (57—65 61 (57—66) <0.05°
(Median, (25-75™ percentiles)
Place of healthcare visit <0.05% <0.05?
Psychiatric healthcare visit 5667 52 2773 39 4481 46 2136 34
Somatic healthcare visit 5200 48 4358 61 5291 54 4211 66
Type of healthcare visits <0.05% <0.05°
Inpatient visit 2942 27 1679 23 2930 30 1513 24
Outpatient visit 7925 73 5452 77 6842 70 4834 76
Visits planned or unplanned <0.05° <0.05%
Planned visit 6454 61 4554 66 5026 53 3833 62
Unplanned visit 4152 39 2386 34 4524 47 2319 38
Within the ID group
Level of ID Mild 2984 60 0 0 <0.05* 2714 66 0 0  <0.05
Moderate/Severe 2028 40 0 0 1437 34 0 0
With Behavioural impairment Yes 1685 34 0 0 <0.05% 1512 36 0 0 0.436°
No 3327 66 2639 64
Living at special housing at the end of study 2012 Yes 7141 66 0 0 <0.05* 5951 61 0 0  <0.05
No 3726 34 3821 39

Data presented as number (%) or median (25-75t percentile).
Statistically significant differences (p < 0.05) in bold.

@Pearson chi-square statistic.

PMann-Whitney U-test.

and LOS was performed using the Mann-Whitney U-test
and described by median and quartiles, as the data were
skewed. p-Values less than 0.05 were considered statistic-
ally significant.

Results
Characteristics of healthcare utilisation

The ID group with at least one healthcare visit in the
period 2002-2012 was composed of 52% (n=297) women
with at least one affective diagnosis, and the corresponding
figure for anxiety diagnosis was 48% (n=224), with some-
what higher figures for gRef (n=117, 52% for affective and
n =204, 58% for anxiety) (Appendix).

Regarding the total healthcare visits (Table 1), there
were 10% more women who (p <0.05) visited healthcare
than men and most healthcare visits in younger older age
(median age 61 and 60 in ID and 62 and 61 in the gRef
group, p <0.05) with at least one affective and anxiety
diagnosis. The total number of specialist healthcare visits
for those with affective and anxiety diagnoses were 17,998
and 16,119, respectively, during the study period
2002-2012 (Table 1). The proportions of healthcare visits
were 70% in ID group and 75% in the gRef group with at
least one affective diagnosis. In contrast, there were health-
care visits with the presence of at least one anxiety diagno-
sis in the ID group, 63%, and gRef group, 67% (Table 1).

Furthermore, there were more psychiatric healthcare vis-
its, 52% (p < 0.05), than somatic healthcare visits, 48%, in
the ID group with at least one affective diagnosis (Table 1).
However, the opposite was found for the ID group with at
least one anxiety diagnosis, which visited 8% more somatic
healthcare than psychiatric healthcare. In addition, there
were significantly (p < 0.05) more planned and outpatient
healthcare visits than unplanned and inpatient healthcare
visits in both the ID group and the gRef with at least one
affective or anxiety diagnosis. Furthermore, among those

with at least one anxiety diagnosis, there were 9% more
unplanned healthcare visits in the ID versus the gRef
group. Finally, within the ID group, there were more visits
among older people with a mild level of ID, without behav-
ioural impairment, and living in special housing (Table 1).
The same pattern was found for the number of individuals
with affective and anxiety diagnoses in ID and gRef
group (Appendix).

Psychiatric and somatic healthcare utilisation

The results revealed that the ID group had a significantly
higher risk of visiting psychiatric versus somatic healthcare
than gRef (Table 2). The ID group was more likely to have
inpatient visits as well as unplanned visits in psychiatric
healthcare than the gRef. The same pattern was found
regarding somatic healthcare, which showed a higher risk
for inpatient and unplanned visits (Table 2).

Regarding the inpatient healthcare visits, the total aver-
age length of stay (LOS) was slightly higher in the ID group
with at least one affective diagnosis than gRef (p < 0.05)
(Table 3). However, the gRef group had a significantly
higher average LOS in somatic healthcare than the ID
group with at least one anxiety diagnosis. When assessed
on the individual level, the average total inpatient LOS dur-
ing the study period, we noted a significantly higher
median per visits with affective and anxiety diagnoses in
individuals of the ID group than gRef (Table 3). In addition,
there was a higher median for individuals’ LOS in psychi-
atric healthcare (p <0.05) with at least one affective diag-
nosis, and in somatic healthcare LOS (p < 0.05) with at least
one anxiety diagnosis, in the ID group than gRef.

Healthcare utilisation within the ID group

Within the ID group with affective and anxiety diagnoses
(Table 4), a consistent pattern was found of a significantly



Table 2. Comparison between the study groups psychiatric and somatic healthcare utilisation pattern.

At least one anxiety diagnosis

gRef

At least one affective diagnosis

ID

gRef

ID

ID vs gRef
OR (95% Cl) Adjusted

ID vs gRef
OR (95% Cl)

ID vs gRef OR (95% CI)

ID vs gRef
OR (95% Cl)

analysis

%

%

Adjusted analysis

(%) n %

n
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higher risk of inpatient healthcare and a lower risk of
planned healthcare visits with behavioural impairment,
moderate/severe level of ID, and living in special housing
(Tables 4 and 5). Furthermore, as shown in Table 5, all sig-
nificant results remained statistically significant after adjust-
ment within the ID group. On the other hand, mild and
moderate/severe level of ID (with affective diagnoses) and
behavioural impairment (with anxiety diagnoses) became
statistically significant after adjustment in planned com-
pared to unplanned healthcare visits.

Within the ID group, the average LOS of healthcare vis-
its was higher among those with behavioural impairment
(p < 0.05) than without in both affective and anxiety, and
in women (p < 0.05) compared to men with affective diag-
noses (Table 6). Moreover, the average LOS was higher
among those living in special housing (p < 0.05) and with
moderate/severe (p < 0.05) than mild levels of ID with at
least one anxiety diagnosis (Table 6).

Discussion

In this study, older people with ID and affective and anx-
iety diagnoses were found to have more inpatient and
unplanned healthcare visits in psychiatric and somatic
healthcare than the general population. Another important
finding was that older people with ID and with anxiety
diagnoses have a longer average length of stay in psychi-
atric healthcare than the general population. Furthermore,
increased length of stay in inpatient healthcare can be
expected in cases of severe ID and the presence of behav-
ioural impairment, which is in line with the present results.
In addition, the results of this study indicate that anxiety
combined with more severe levels of ID and behavioural
impairment, there is a longer length of stay in inpatient
healthcare. However, the finding was unexpected that
older people with ID and with anxiety diagnoses living in
special housing would have a longer stay in inpatient
healthcare. This can be explained by the fact that those
with ID who live in special housing such as a group home
are in fact more severely ill and are therefore hospitalised
longer. Moreover, older people with ID who live in special
housing have a higher risk of inpatient and unplanned
healthcare visits with affective and anxiety diagnoses. As
our data are based on specialist healthcare visits, it is
expected to include people with ID with more severe and/
or complex problems. This frailty could explain our results
about more inpatient and unplanned visits than in the gen-
eral population with affective and anxiety diagnoses.
Furthermore, these results further support the idea that
people with ID with more comorbid and complex problems
have difficulties in communicating their symptoms prop-
erly, which leads to diagnostic overshadowing and
increased healthcare utilisation (Mason & Scior, 2004;
Myrbakk & von Tetzchner, 2008). Also, it has been reported
that communication difficulties are considered as a barrier
to health care utilisation for people with ID (Ali et al., 2013;
Williamson, Contreras, Rodriguez, Smith, & Perkins, 2017).
For example, difficulties in understanding the information
from healthcare providers lead to decreased knowledge
about the healthcare services (Williamson et al., 2017). Also,
difficulties in expressing their thoughts and needs leads to
fear and anxiety, which further limits their ability to
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Table 3. Comparison between the study groups regarding length of stay in psychiatric and somatic inpatient healthcare.

At least one affective diagnosis

At least one anxiety diagnosis

ID group gRef ID vs gRef ID group gRef ID vs gRef
Length of stay (LOS)®  Median (25-75™)  Median (25-75")  Z-value p-Value Median (25-75")  Median (25-75")  Z-value p-Value
LOS in inpatient healthcare visits
Total 4(2-11) 4(2-9) —3.445 <0.05° 3(1-9) 3(1-7) —0.798 0.42°
Psychiatric care 9 (3—23) 8 (3—20) —1.878 0.06° 7(3-18 6(3—18) —1.027 0.30°
Somatic care 3(1-6) 32-6) —1.946 0.05° 2(1-5) 3(1-5) 3850  <0.05°
LOS in individuals in inpatient healthcare visits
Total 4(2-9) 2(1-5) —3.987 <0.05° 5(2-12) 32-9) —2.487 <0.05°
Psychiatric care 9 (4—18) 4 (2-13) —2.167 <0.05° 13 (4—28) 16 (5 — 35) —0.761 0.44°
Somatic care 2(1—6) 2(1—4) —1.690 0.09° 3(1-7) 3(1-5) —1.978 <0.05°
Note. Statistically significant differences (p < 0.05) in bold.
Length of stay in days.
PMann-Whitney U-test.
communicate effectively with healthcare providers experience negative self-imagery, such as physical

(Raymaker et al., 2017; Williamson et al., 2017).

A recently published systematic review (van den
Bogaard, Lugtenberg, Nijs, & Embregts, 2019) focused on
reasons for challenging behaviour that people with ID have
described in qualitative studies. The results show that inter-
personal factors (e.g. staff), environmental factors (e.g.
group home and/or health care ward), and intrapersonal
factors (e.g. anxiety and/or depression) can be seen as trig-
gers that maintain challenging behaviour (van den Bogaard
et al, 2019). The role of staff and the environment illus-
trates the importance of knowledge and awareness of
what is needed to provide supportive care to people with
ID. The quality of care is a fundamental aspect of care for
people with complex and long-term care needs and
depends mainly on staff help and support in daily life (
Scheffelaar et al., 2019). The staff has to show understand-
ing, patience, and professionalism in providing health care.
Furthermore, research shows that people with ID experi-
ence significance healthcare disparities, such as high levels
of comorbidities and inappropriate medication prescription,
compared to people without ID (Axmon et al.,, 2019; Bond
et al,, 2019; Carey et al., 2016; Emerson & Baines, 2011). A
qualitative study on people with mild ID and with anxiety
and depression described “feelings of broken” in terms of
emotional overwhelmed and physically damaged, fear and
uncertainty, rendering them unable to detect warning signs
and isolated because of their mental health problems
(Tomlinson & Hewitt, 2018). Identifying the problem is the
first step to addressing their needs and decreasing these
healthcare disparities. Therefore, we recommended that
staff working in intellectual disability services and health-
care, as well as stakeholders of people with ID and policy-
makers, work together to identify strategies facilitating an
integrated system that meets the needs of people with ID.

This study confirms that older people with ID have
higher psychiatric healthcare utilisation than the general
population. One explanation is the increased vulnerability
in the ID group with a high occurrence of both psychiatric
and somatic diagnoses which lead to health disparities and
population-specific differences in access to psychiatric
healthcare access in older people with ID (El Mrayyan et al.,
2019; Axmon et al., 2016; Cooper et al.,, 2007, 2015; Moss,
Bouras, & Holt, 2001). Another reason might be that people
with ID and with depression and anxiety experience bar-
riers such as fear, distress, and isolation because of the
unpredictability of their mental health problem, which
could increase the burden on specialist healthcare
(Tomlinson & Hewitt, 2018). Furthermore, people with ID

unattractiveness and danger to others, leading to a nega-
tive impact on their relationships with others (Tomlinson &
Hewitt, 2018). These barriers might present more chal-
lenges for healthcare providers and special housing staff to
meet the needs of people with ID.

In Sweden, people with intellectual disability should,
according to the LSS Act, receive support and social serv-
ices from the municipality if they have significant need due
to mental impairment and if the disability causes significant
difficulties in their daily life (SFS 1993:387, 1993). According
to the LSS, social service staff should provide special serv-
ices for housing, personal assistance, daily activities, com-
panion services, and personal support and counselling.
Therefore, this would be expected to decrease inpatient
and unplanned visits to specialist healthcare. However, sur-
prisingly, in this study living in special housing was found
to increase the risk of inpatient and unplanned healthcare
visits for older people with ID and with affective and anx-
iety diagnoses. This suggests that the resources for caring
for ageing people with ID are unlikely to be met in special
housing, which thus would increase the demands on spe-
cialist healthcare services. These results raise concerns
about the competence of staff working in special housing
and whether the care services provided meet the needs of
older people with ID (Alftberg et al., 2019; Holst et al.,
2018; Johansson et al., 2017)).

Our findings raise an interesting question regarding the
difficulties and barriers that healthcare providers encounter
with older people with ID and with affective and anxiety
diagnoses. Even though the basic needs of people with ID
are met at the hospital, such as the right medication, food
and drinks, and use of the toilet, many people with ID and
communication problems described hospital staff as having
negative attitudes and a lack of skills and knowledge
regarding their needs (Castles, Bailey, Gates, & Sooben,
2014; lacono, Bigby, Unsworth, Douglas, & Fitzpatrick, 2014;
lacono & Davis, 2003). Healthcare providers reported a lack
of knowledge and training barriers with people with ID
(Williamson et al., 2017). Such barriers involve calming peo-
ple and explaining the hospital procedures, which makes
healthcare providers more likely to communicate with fam-
ily members or other caregivers than people with ID (Tyler,
Schramm, Karafa, Tang, & Jain, 2010; Willamson et al,
2017). Obviously, people with ID experience health discrep-
ancies compared to the general population, which makes it
an important issue to address and ensure equal health
services for people with ID. Furthermore, under the
Swedish Health and Medical Services Act (SFS 2017:30,
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Table 6. Length of stay in inpatient healthcare visits within the ID group.

At least one affective diagnosis

At least one anxiety diagnosis

LOS visits Within ID group Median (25—75"’) Z-value p-Value Median (25—75"‘) Z-value p-Value

Behavioural impairment 5 (2—13, With) —2.548 <0.05° 5 (2—12, With) —4.414 <0.05?
4 (2 — 10, Without) 3 (1 — 8, Without)

Living in a special housing 4 (2—11, Yes) —0.174 0.86° 3(1-9, Yes) —4.056 <0.05?
4 (2—11, No) 3 (1—7, No)

Sex 5 (2—12, Women) —2.406 <0.05° 3 (1 —8, Women) —1.469 0.14°
4 (2—10, Men) 3 (1—2, Men)

Severity of ID 4 (2 —11, Mild) -1.130 0.25° 4 (2 —8, Mild) —2.130 <0.05°
4 (2 — 12, Moderate/severe) 4 (2 — 11, Moderate/severe)

Note. Statistically significant differences (p < 0.05) in bold.
“Mann-Whitney U-test.

2017), healthcare services are obligated to promote service
quality for people with intellectual disability and address
their needs with the best appropriate treatment. Therefore,
these results increase the need to identify the challenges
that healthcare providers encounter in reaching equitable
health outcomes in older people with ID.

Providing care for people with ID is more complex than
the general population such as the presence of challenging
behaviour, and there is a lack of available resources as
time and knowledge about this behaviour as well as about
intellectual disability among healthcare professionals. These
limits providing a high quality of care and also the accessi-
bility of facilities in primary and community healthcare may
contribute to excess utilisation of unplanned (acute) spe-
cialist healthcare and longer stay in hospitals. Given this
problem may cause high dropouts from primary and com-
munity healthcare visits and unmotivated unplanned
admissions to hospitals (Cooper et al., 2018; Spassiani,
Abou Chacra, & Lunsky, 2017) . Therefore, different health-
care settings need to be adapted with expertise and collab-
orate to ensure providing appropriate care and enhance
continuity of care for people with ID. As such, this might
potentially improve community services and primary care
leading to a reduced number of unplanned admission.
Future intervention is required to provide accessible resour-
ces to caregivers in primary and community healthcare and
these parties need to take active responsibility for collabor-
ation in providing care of high quality for people with ID
and with health problem.

One strength of this study is the use of the national
registers with high population coverage in Sweden. The
data registration in the NPR used in the present study has
high validity, as it is mandatory in all healthcare settings
(Ludvigsson et al, 2016). Therefore, the present study
includes all inpatient and outpatient visits in older people
with ID alive during our study period. However, the infor-
mation missing from the primary healthcare should be
taken in consideration. Affective and anxiety diagnoses are
treated most commonly in primary healthcare (Sundquist,
Ohlsson, Sundquist, & Kendler, 2017). The Swedish primary
healthcare physician (General Practitioners) will refer the
persons to specialists if needed; therefore, we expect that
the people included in this study cohort are those with
more severe and complex problems with affective and anx-
iety diagnoses than those treated in primary healthcare.
This is in line with a study of healthcare utilisation in pri-
mary healthcare that found that people with ID have
shorter consultations and lower continuity of care with the
same physician than the general population (Carey et al.,
2016). This could explain why people with ID with complex

problems might have more frequent visits to special-
ist healthcare.

Furthermore, the LSS register data used in the study is
based on the authority decision of support and services in
accordance to the LSS Act (SFS 1993:387), which highlights
the validity of the data used in the study. One of the issues
that emerges from using the LSS Register concerns support
and services that do not contain information about the ID
diagnoses. However, the LSS Register is the best proxy for
people with ID on the national level in Sweden. This is the
only way to identify a national cohort of ID. The people in
the ID group have their disability since early childhood or
before 18 years. The diagnoses of ID became as a registra-
tion in the patient register (NPR) only if the healthcare vis-
its were due to the ID diagnosis or if the ID could be a
contributing cause of the visits (the diagnoses of the ID
could be secondary reason of visit). This weakness needs to
be in consideration when interpreting the results. The clin-
ical diagnoses of affective and anxiety disorders registered
in the NPR are based on a medical assessment which
includes difficulties in diagnoses in people with ID com-
pared with people without cognitive and communicative
disabilities. However, the data from the NPR about the
diagnosis are the best proxies of clinical diagnosis available
on a national level.

Conclusion

This study has shown, first, that older people with ID and
with affective and anxiety diagnoses have more inpatient
and outpatient visits in specialist healthcare than do older
people without ID. The second main finding was that peo-
ple with ID living in special housing have the same health-
care utilisation pattern in specialist healthcare. In general,
healthcare providers working with people with ID and
affective and anxiety diagnoses have knowledge barriers to
communicating and meeting the needs of older people
with ID and with affective and anxiety diagnoses.
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Appendix. Characteristics of the study groups and healthcare utilisation at the individual level

At least one affective diagnosis At least one anxiety diagnosis

ID gRef ID gRef
n % n % n % n %
Total number of individuals 576 66 342 61 471 54 354 64
Sex Female 297 52 117 52 224 48 204 58
Male 279 48 165 48 247 52 150 42
Age at the end of the study 2012 (Median, (25-75™) 61 (57-66) 62 (57-67) 63 (59-68) 63 (59-70)
Place of healthcare visits
Psychiatric healthcare visit 295 51 123 36 203 43 97 27
Somatic healthcare visit 281 49 219 64 268 57 257 73
Type of healthcare visit
Inpatient visit 170 29 77 22 138 29 70 20
Outpatient visit 406 71 265 78 333 71 284 80
Visit planned or unplanned
Planned visit 319 58 190 58 234 52 198 58
Unplanned visit 236 42 139 42 218 48 143 42
Within the ID group
Level of ID Mild 135 58 0 0 119 65 0 0
Moderate/Severe 79 42 0 0 63 35 0 0
Behavioural impairment With 76 33 0 0 66 36 0 0
Without 156 67 0 0 116 64 0 0
Living at special housing at the end of study 2012 Yes 415 72 0 0 309 66 0 0
No 161 28 0 0 162 34 0 0
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