Social Psychiatry and Psychiatric Epidemiology (2019) 54:919-926
https://doi.org/10.1007/500127-019-01655-4

ORIGINAL PAPER

@ CrossMark

Recovery and economy; salary and allowances: a 10-year follow-up
of income for persons diagnosed with first-time psychosis

Alain Topor'2 . Claes-Goran Stefansson' - Anne Denhov' - Per Biilow?* - Gunnel Andersson'>

Received: 4 August 2018 / Accepted: 7 January 2019 / Published online: 10 January 2019
© The Author(s) 2019

Abstract

Purpose Persons with severe mental health problems (SMHP) point out financial strain as one of their main problems. De-
institutionalisation in welfare countries has aimed at normalisation of their living conditions. The aim of the study was to
follow the changes in income and source of income during a 10-year period for persons with a first-time psychosis diagnosis
(FTPD).

Methods Data were gathered from different registers. Data from persons with FTPD were compared to data on the gen-
eral population. Two groups with different recovery paths were also compared: one group without contact with the mental
health services during the last five consecutive years of the 10-year follow-up, and the other with contact with both 24/7 and
community-based services during the same period.

Results SMHP led to poverty, even if the financial effects of SMHP were attenuated by welfare interventions. Even a recovery
path associated with work did not resolve the inequalities generated by SMHP.

Conclusions Attention should be paid to the risks of confusing the effects of poverty with symptoms of SMHP and thus
pathologizing poverty and its impact on human beings. Adequate interventions should consider to improve the financial

situation of persons with SMHP.
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Introduction

The de-hospitalisation process in most Western countries
was partly motivated by the miserable living conditions that
the patients were subjected to in the “total institutions” [1].
A core concept for the subsequent changes in the organisa-
tion of mental health care services was “normalisation”. In
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the Scandinavian countries, with their welfare state tradi-
tion, normalisation was conceived as the normalisation of
the patients’ living conditions [2]. A place of one’s own,
access to opportunities to work and recreational activities,
and the financial conditions necessary to use the different
possibilities of a life in the community were some of these
conditions.

In many countries, the consequences of the downsizing
of in-patient care institutions have been mostly described
in terms of trans-institutionalisation from mental hospitals
to prisons and boarding houses [3—5] and abandonment [6,
7]. The great majority of persons with severe mental health
problems (SMHP) remained outside the labour market, and
their economic status and living conditions sometimes wors-
ened even if they managed to work [8].

However, it has been difficult to conduct individual-
based follow-up studies over time. Harding [9], therefore,
made a distinction between follow-up studies and long-
term follow-up studies. Long-term studies show important
drop-out problems [10] that lead either to short follow-up
periods or difficulties drawing conclusions [11, 12]. It is
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also impossible to follow individuals in the different fields’
registers of importance (i.e., mental health and social inter-
vention, mortality, prisons, income, and source of income),
except in some Scandinavian countries, where every inhab-
itant is given a personal number that is used in all his/her
contacts with different authorities.

De-hospitalisation in Sweden

In Sweden, the economic situation of persons leaving mental
hospitals for a life in the community was one of the main
concerns associated with the “Psychiatry reform” [13] which
was carried out in the second half of the 1990s. The main
intention of the reform was to give persons with SMHP sup-
port for better social living. Therefore, the responsibility for
this was legally assigned to the social services to arrange
in cooperation with the psychiatric organisation. The par-
liamentary commission working on the reform studied in
particular the financial situation of persons with SMHP in
comparison to both other disabled groups and the general
population, and also its consequences for these persons’
daily living. Persons with SMHP had less disposable income
than both other groups. Consequently, they had more dif-
ficulty managing everyday expenses; they lived more by
themselves, and had fewer friends and fewer holidays [14].

During the years following the reform, the National Board
of Health and Welfare (NBHW) (Socialstyrelsen) produced a
range of reports, where the situation for persons with SMHP
was followed up [15, 16]. In summary, the persons remained
unemployed to a greater extent than other disabled groups.
They had less money at their disposal and they were often
dependent on social security support. More often than other
groups, they showed long-term lasting poverty and depend-
ence on public support. Because of their financial strain,
they did not seek help for their health and, as the NBHW
stated, “their possibility to have meaningful recreation
should be quite limited” [17].

Ten years after the reform, a study focused on their finan-
cial situation and its development was carried out [17]. The
results showed that for persons with SMHP, their income
had stood still over the years. As the disposable income for
the general population had increased during the same period,
the conclusion was that in reality, the financial situation for
the target group had worsened during the years after the
reform. Still, the NBHW gave the reminder that: “The aim
of the disability policy is to identify and remove hindrances
to complete participation in the society and to create equal-
ity regarding living conditions for people with disabilities”
[17, p 50].

One of the starting points of this article is to study how
policy and practice relate to each other, in this specific case
focusing on the financial situation of people with SMHP.
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Financial strain

Relative poverty is not solely a question of equality and
citizenship. The relationship between poverty and mental
health problems is well established [18], but the direction
of the causal relationship between the two is still discussed
[19]. A persons’ financial situation plays an important role
in his/her possibility to participate in a social life, to have
reciprocal relationships, and to be part of the community
[20-22]. Financial strain might also influence the probability
of recovery [23-25].

Previous descriptions of the economic development of
persons with SMHP have not included the different treat-
ment measures involved or outcomes for different sub-
groups in relation with their state of recovery. Instead, most
approaches treat persons with SMHP as a homogeneous
group. For the last few decades, we lack knowledge about
changes in the economic situation for persons with SMHP.

Aim

The aim of this article was to study changes in the economic
situation and sources of income for persons with a first-time
psychosis diagnosis (FTPD), during a 10-year period follow-
ing their diagnosis. We also wanted to find out whether and
how different recovery paths affected their incomes.

Method

Data were extracted from a prospective 10-year naturalistic
follow-up study of 1 480 persons diagnosed with psychosis
in Psychiatry South Stockholm’s catchment area (282 000
inhabitants, of which 232 000 were 18 years and older). The
selection criteria were a psychosis diagnosis that complied
with DSM-III-IV or ICD 10 and the person had been in
contact with these psychiatric services during the year 2004.
The study combined register data for the whole population,
and interviews with a strategic sample of the participants
[26]. The study population could be considered as a total
population from the catchment area, as privately financed
psychiatric services directed towards persons with a psycho-
sis diagnosis are non-existent in Sweden.

For the purpose of this article, we selected a subsample
constituted of all persons who had received a psychosis
diagnosis for the first time during the period 2000-2004.
This subsample was followed up for 10 years and con-
sisted of 447 persons (Table 1). Fifty-one persons (11.4%)
died during the follow-up period. Ten persons could not be
traced in the register, probably because, as newcomers to
Sweden, they had not yet received their personal number,
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Table 1 Total and study populations and the different sub-groups

Total population Men Women Total
244 203 447
Lapses in registers 5 5 10
Deceased 31 20 51
Retired persons 8 14 22
The study population 200 164 364
Sub-groups
Institutional recovery 27 26 53
Ongoing institutional 87 72 159

which allows persons to be traced in the different registers.
These groups were excluded from the study, as were 22
retired persons. Consequently, the follow-up group con-
sisted of 364 persons of working age (18—64 years).

In a previous article, we analysed different recovery
paths in the study population [27]. In the present arti-
cle, we will follow two sub-groups with different insti-
tutional recovery paths. The first group consisted of 53
persons without any contact with psychiatric or social
institutional (in-patient or 24/7 housing accommodation)
and community-based care (medical, psychotherapeutic
or home support) for the last five consecutive years of
the follow-up, and could be considered as an institutional
recovery group. The second group consisted of the 159
persons who received psychiatric and/or social institu-
tional-based and community-based care during the last five
consecutive years of the follow-up. However, as they had
spent most of these years living in the community, they
were described as a group having ongoing experiences of
institutionalisation.

To investigate whether differences in outcome between
these groups were dependent on background data, a logistic
regression analysis, both in a crude ODDS —model (Model
0) and in a fully adjusted model (Model 1), was carried out
(Table 2).

Divorced persons, persons without children at home and
those for whom there were 6 years or more between the first
psychiatric contact and having the first psychosis diagnosis
had an increased risk of belonging to the group with ongo-
ing experiences of institutionalisation according to the crude
ODDS (Model 0). However, no differences were observed
when a fully adjusted model was applied (Model 1).

The article is based on register data about income and
sources of income. We also used register data about inter-
ventions from psychiatric and social services, and in-patient
and community-based interventions to create both groups.

The economic incomes included in the follow-up were
salary from work on the labour market and four kinds of
allowances: financial support from social services, sickness
benefit, disability pension, and unemployment benefit.

Table 2 Bivariate odds ratios (OR:s) with 95% confidence inter-
vals for persons with experiences of ongoing institutional contacts
(N=159) compared to persons in the institutional recovery group
(N=53) the last 5 years of the 10-year follow-up period (Model 0)
and mutually adjusted odds ratios (Model 1)

Model 0 Model 1
OR 95% C1 OR 95% CI

Gender

Women 1 1

Men 1.2 0.6-2.2 1.1 0.5-2.1
Age group (years)

18-30 1 1

31-50 1.5 0.8-2.9 1.5 0.7-3.3

51-64 2.1 0.8-5.8 1.5 0.4-4.9
Marital status

Single 1 1

Married 1.7 0.7-12.4 1.9 0.7-5.8

Divorced 3.6 1.1-12.4* 2.9 0.8-11.1
Children (< 18 years) at home

Yes 1 1

No 22 1.1-4.3% 1.6
Swedish born

Yes 1 1

No 1.1 0.5-2.5 1.8 0.6-5.2
Education

Post-upper secondary 1 1

Upper secondary 1.7 0.8-3.5 1.8 0.9-3.9

Pre-upper secondary 2.6 1-6.7 2.5 0.9-7.0

Number of years between first psychiatric contact and first psycho-
sis diagnosis

0* 1 1
1-5 1.3 0.6-2.8 1.2 0.5-2.9
6— 3.4 1.3-8.7% 2.8 1.0-7.8

*The same year as the psychosis diagnosis was set (2000-2004)

*Statistically significant from the reference group

All economic outcome data are presented in fixed monetary
value based on values for 2013 and gross amount.

Findings

We will first look at data comparing the persons with a
FTPD and the general population in Stockholm. Thereafter,
we will focus our presentation on findings regarding dif-
ferences between the institutional recovery group and the
recovery with institutionalisation group.

Income for persons with first-time psychosis
and for the general population

Comparing the development of total income for all per-
sons with a first-time psychosis diagnosis with the general
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Fig.1 Total incomes (salary and allowances) for the general popu-
lation in Stockholm and all persons with a first-time psychosis diag-
nosis, and persons in the institutional recovery group and in the
ongoing experiences of institutionalisation group (mean SEK/year).
Age-standardised

population in Stockholm, a difference appears from the
start. A gap of about 100,000 Swedish crowns (SEK) or
about 10,000 euros was already present at year 1 (Fig. 1).

The difference between both groups is statistically sig-
nificant from year 6 onwards.

As time goes by, the gap between the general popula-
tion’s income and the income for the FTPD group tends
to grow. As the income for persons with a psychosis diag-
nosis remains stable over time, the income of the general
population increases. At year 10, the difference is about
180,000 SEK (about 18,000 euros). As we have seen, per-
sons with a first-time psychosis diagnosis are not a homo-
geneous group, but follow different recovery paths. Thus,
even their financial development over the 10 years follow-
ing their diagnosis shows different patterns.

When we separate the institutional recovery group from
the recovery with institutionalisation group, some impor-
tant differences appear. The first group’s income increases
by about 40,000 SEK/year (about 4000 euros).

Persons with an ongoing institutional contact see their
income diminish by 2000 SEK/year (about 200 euros) dur-
ing the same period. Thus, at year 10, this group shows
a lower income both in absolute and in relative numbers
than at the beginning of the follow-up period.

Even the group following an institutional recovery path
loses ground on the economic field compared to the gen-
eral population, whose income increases twice as much;
80,000 SEK/year (about 8000 euros).
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Fig.2 Salary compared to the total allowances over 10 years for the
institutional recovery group vs. the ongoing experiences of institu-
tionalisation group (SEK/year)

Sources of income according to recovery paths

People’s income can come from different sources. In welfare
countries, one can expect that the social security system will
provide some relief for persons in need of financial support
due to illness and unemployment.

How are the different institutional recovery groups paths
reflected when looking at their sources of income (Fig. 2)?

For both groups, the differences between salary, as well as
allowances are statistically significant from year 3 onwards.
Persons with an institutional recovery tended to return to
the labour market and had the major part of their income as
salary. Persons, who had ongoing experiences of institution-
alisation during the last 5 years of the follow-up study, show
a clear drop in their income based on salary already dur-
ing year 1. During the following 9 years, this level remains
constant.

The reverse development can be noticed when regarding
the economic support from the welfare state. The institu-
tional recovered group received economic support primarily
during year 1 as their income from salary decreased. How-
ever, as their presence on the labour market increased the
welfare support started to decrease. For the ongoing experi-
ences of institutionalisation group, their income from wel-
fare support mirrored their reduced payroll rates.

Sources of income

The compensatory function of the welfare system was not
total as we noticed a difference in the total income between
the two groups; the incomes also came from different
sources (Table 3).

We looked for five sources of income: salary, sick pen-
sion, financial social support, sickness benefit, and unem-
ployment benefit. Salary, and sickness and unemployment
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Table 3 Proportion (%) of persons in the institutional recovery group
vs the ongoing experiences of institutionalisation group with income
from different sources

Source of income Inst. Recovery group Ongoing inst group

Year 1 Year 10 Year 1 Year 10
Salary 70 60 53 27
Disability pension 8 21 20 61
Financial support from 30 4 41 26
social services
Sickness benefit 40 15 30 16
Unemployment benefit 11 2 6 4

benefit were connected to an actual or previous presence on
the labour market. Disability pension meant that the person
was not expected to return to the labour market. Social sup-
port could be obtained independently of the persons’ con-
nection to the labour market.

Regarding the persons in the institutional recovery group,
we can notice a drop by 10%, from 70 to 60%, for those
receiving a salary. During the 10-year period, the percentage
of persons, whose source of income was disability pension
increases from eight to 21%. The percentage of persons with
all other forms of support decreases, social financial support,
and sickness benefit near to null.

Regarding the ongoing experiences of institutionalisation
group, we can see a decrease in the percentage of persons
having a salary, near a halving, and a threefold increase of
persons receiving disability pension from 20 to 61%; indi-
cating a move from the labour market. All the other forms
of support tend to decrease with time, even if they remain at
a higher level compared to the institutional recovery group.
A quarter of the ongoing experiences of institutionalisation
group receive financial social support.

The different forms of financial welfare support increased
for both groups, as their presence on the labour market
decreased at the time they received their FTPD. However,
as persons in the institutional recovery group tended to
return to the labour market, all forms of financial support
decreased, except for disability pension. Disability pension
was, on the other hand, the source of income for the majority
of the persons in the ongoing experiences of institutionalisa-
tion group.

Discussion

There was a wage tendency that the group with ongoing
experience of institutional contact to a higher degree was
divorced, had no children at home, and had longer con-
tact with psychiatric care—eventually indicating more
SMHP compared to the institutional recovery group. Other

background variables did not differ between the two service
outcome groups.

In general, receiving a psychosis diagnosis tends to be
connected to a lesser presence on the labour market and con-
sequently to a fall in one’s income level.

Income and social welfare

In Sweden, this drop is counteracted through the public
social security system. However, most of those general
insurances are connected to one’s prior presence on the
labour market. For persons that have not entered this market,
the only possible source of public financial support is the
social services. Confirming the findings of Falk et al. [28],
the different forms of support developed by the welfare state
seem to reduce, but not fully compensate for, the economic
consequences of the illness, even for a person who has previ-
ously participated in the labour market.

Over the 10 years of the follow-up, we can notice how the
gap between the income from persons with a first psychosis
diagnosis and the general population increased by over 30%.
At the tenth year, the general population’s income was twice
the income of the follow-up group, thus, reaching the rela-
tive poverty level. SMHP seemed to cause relative poverty,
even in welfare states. This might partly be due to an ongo-
ing deterioration of the different social security systems,
entailing a lower level of remuneration and/or a shorter time
a person might be eligible have to receive payments. Even
the criteria to get access to different types of remuneration
have also made stricter [29].

Recovery, work, and income

Since persons with a first-time psychosis diagnosis follow
different institutional recovery paths, we chose to com-
pare two groups with opposite institutional recovery pro-
cesses. The first group consisted of persons without any
contact either with psychiatric or social services during the
follow-up period’s last five years (institutional recovery).
The second group consisted of persons who had received
institutional and community-based psychiatric and/or
social care during the same period (ongoing experiences of
institutionalisation).

Not surprisingly, the incomes for the two groups differed.
The income of the first group was 50,000 SEK (about 5000
euros) a year (about 30%) higher compared to the second
group at year 10.

Even the sources of income differed between the groups.
Three times more people from the second group had a dis-
ability pension, and five times more received financial social
support. On the other hand, in the first group, nearly, 2.5
times more people had a salary compared with the group
with ongoing experiences of institutionalisation.
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Institutional recovery was often connected to a return to
the labour market, but not returning to the income level of
the general population. Already, at year 1, when the persons
in the follow-up received their FTPD, we noticed a gap of
around 100 000 SEK (about 10,000 euros), compared to the
general population. This might, at least partly, be due to a
period of illness prior to the diagnosis. Another possible
explanation could be that, generally, persons with SMHP are
more frequent in lower social status groups [18].

The persistence and even widening of an income gap,
even after a return to the labour market might be explained
in different ways. Probably, not all persons with an institu-
tional recovery worked full time and they might not have
been able to get well-paid jobs. As working is often con-
nected to expenses for travelling, food, and clothes, the result
of working might be a deteriorated financial situation [8, 30].

Work on the regular labour market is often proposed as
the main road out of poverty for persons with SMHP [31,
32]. Different initiatives have been taken to sustain this
option, ranging from a reduction of taxes to “stimulate”
people outside the labour market to start working, to the
introduction of evidence-based interventions such as Indi-
vidual Placement and Support to help persons with SMHP
in their efforts to find work and maintain it [33].

Part-time, low-paid work with low-level expectations and
no control over the work conditions might lead to mental
health risks both for persons with or without mental health
problems. The risk for ill health for people working and liv-
ing under such conditions might be higher than for persons
on unemployment benefits [8, 34].

Accepting the definition of relative poverty as below
60% of the general population’s median income, the median
income of the follow-up participants was below this level at
the time they received their psychosis diagnosis, compared
to the median income of the inhabitants in the Stockholm
region. Ten years later, they were clearly below that level.

Placing our findings in a contemporary context, we saw
that, in the middle of the 1990s, the economic situation of
persons with SMHP was inferior compared to the general
population in Sweden and even compared to persons with
other forms of disabilities. This knowledge led to a focus
on normalisation of the living conditions of persons with
SMHP in connection to the closing of mental hospitals.
Despite this, the data we have presented show growing
differences between persons with SMHP and the general
population.

Poverty and recovery
The continuous financial strain connected to SMHP poses
some core problems, both to our understanding of SMHP,

“illnesses”, and “disorders” and to the elaboration of ade-
quate interventions to ease the pain connected to them.
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There is a growing body of knowledge about the confu-
sion existing between, on one hand, the behaviours and suf-
fering that are often considered to be symptoms of “severe
mental illness”, and on the other hand, what could be consid-
ered as fully understandable and normal reactions to oppres-
sive living conditions and experiences [35].

Mood & Jonsson [36] studied how a period of relative
poverty affected people from the general population and
showed a reduction of their social networks and activities.
This type of reduction is often interpreted as a tendency
towards passivity and isolation, which are considered symp-
toms of mental illness when it comes to people diagnosed
with SMHP [37]. On the other hand, the persons themselves
connected their isolation and “passivity” to the living condi-
tions. Poverty made it difficult to go to the usual places for
social intercourse, such as coffee houses and restaurants,
but also made it hard to visit friends and relatives and to
invite them to one’s home to maintain a reciprocal situation.
Consequences of prolonged poverty could be a deteriorated
physical health status, old, worn out clothes and other factors
preventing one taking part in social situations [20, 21, 38].

Studies of supported socialisation, where persons with
SMHP received a certain amount of extra money, show that
their social networks tended to increase. Their quality of life
and sense of self improved. Symptoms such as depression
and anxiety decreased [22, 23, 25, 39]. In addition, the users
themselves have pointed to financial strain as one of their
main problems [40, 41].

In this context, it is noteworthy that there seems to be a
serious lack of interest, except in policy documents, both
from most of the professional mental health community and
policy makers, in directly improving the financial situation
for persons with SMHP [42].

In an editorial in World Psychiatry, Priebe [43] declared
that there was no need for more research about prevention of
mental illness. He claimed that we already knew enough and
pointed to some interventions on a structural level to prevent
mental ill health in the community. One of the changes he
put forward was a decrease of income inequality. The results
from several studies, the knowledge-based user claims are
present. Is it time for changes?
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