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Objectives: Systemic lupus erythematosus (SLE) is associated with high levels of workplace
disability and unemployment. The objective of this study was to understand the reasons for
this and to describe the barriers and facilitators of employment identified by people with SLE
to develop appropriate solutions. Unemployment, as well as unsuitable work, has adverse
health outcomes. Methods: Adults with SLE completed a UK-specific online survey, through
the LUPUS UK website, designed to find out more about the difficulties and successes that
people with SLE have in maintaining employment. The survey was predominantly qualitative,
to understand participants’ employment experiences to generate possible solutions. Results:
Three hundred and ninety-three people gave detailed responses to the survey within eight
weeks. Every respondent reported a detrimental effect of SLE on their ability to work:
40.45% had left employment because of it. The themes of concern to respondents were unam-
biguous: (i) the difficulties of working (and career damage) with SLE, (ii) fear and anxiety
overshadowing work/family life, (iii) the greater potential to remain in some employment or
stay in full employment when modifications of work pattern and support from management
and colleagues were available. SLE-related fatigue, its invisibility and fluctuating nature were
felt to be the main barriers to maintaining employment. Numerous respondents could work
only part-time and anxiety was high regarding their future ability to continue working. Many
had taken substantial pay reductions and refused offered promotions to preserve their health.
Distress due to loss of work and the benefits it brings were reported by every respondent who
had left work. Conclusion: SLE presents specific difficulties for maintaining employment —
fatigue, fluctuation and invisibility — not addressed by current anti-discrimination legislation
or currently available ‘reasonable adjustments’. This study demonstrates that (i) employment
is an important area of concern for people with SLE, (ii) SLE has significant detrimental
effects on individuals’ ability to participate and progress in employment, (iii) legislators and
employers need information about SLE as invisibility and fluctuation cause hidden problems,
and (iv) more data is needed to inform workplace adjustments if individual distress and soci-
etal loss of skills are to be addressed. Lupus (2018) 27, 2284-2291.

Key words: SLE; employment; fluctuating; invisible; fatigue; barriers

Introduction and severity between individuals. It is more
common in women (incidence ratio 9:1 female to

Systemic lupus erythematosus (SLE or lupus) is a male) and in those of Asian or African e_thnicity.1
chronic, multisystem autoimmune disease, which is ~ Its onset is most commonly in youth or middle-age,
currently incurable. It fluctuates with flares, although presentation in older age groups is pos-
relapses and remissions throughout life. There are sible. Advances in clinical care enable most people

a broad range of presentations, clinical trajectories with SLE, without major organ involvement, to live
a relatively normal lifespan, but intrusive symp-
toms (particularly fatigue and cognitive dysfunc-
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literature."> The psychosocial impacts of the illness
are now being documented.”

A recurrent theme in the existing literature is the
detrimental effect of SLE on individuals’ ability to
work with higher levels of (i) disability, (ii) absen-
teeism and (iii) increased levels of ill-health retire-
ment.*? Kent et al.* concluded, from their online
survey of 121 people, that SLE ‘has a considerable
impact on patients’...physical, social and eco-
nomic wellbeing’. Reduced levels of participation
in employment were highlighted as was the need
for ‘improved support and information for employ-
ers of patients’. Drenkard et al.® concluded, from
their cohort study in a population from southeast
USA, that ‘the risk of unemployment in SLE is
almost 4-fold higher than the general population.
SLE imposes a substantial toll on individuals and
society’. For those in work, they noted that ‘fatigue
had the greatest impact on WPI (work productivity
impairment)’. The impact of fatigue on WPI was
also strongly highlighted in Gordon et al.’s’ online
survey of European patients with lupus, which
summarized its findings as ‘the substantial burden
of systemic lupus erythematosus on the productiv-
ity and careers of patients’.” These important stu-
dies quantified the profound effects of SLE on
individuals’ ability to participate in employment.

It is also established that ‘employment is one of
the most important aspects of psychosocial function-
ing. It not only provides earnings and social status,
but also imparts a sense of self-worth and the oppor-
tunity to socialize with peers and to create social
networks,'® and that being excluded from work
has detrimental effects on individual’s health’.

This concise report presents key findings from an
online survey developed to add to the existing lit-
erature*® to identify the employment challenges
that people with SLE experience (using a qualita-
tive methodology) with the possibility of develop-
ing strategies to overcome them.

Methods

This was a cross-sectional, online, study of patients
aged >18 years, resident in the UK, with a self-
reported diagnosis of SLE. The questionnaire was
designed with the input of a leader of a local lupus
group, using her experience of supporting
members. A small within-group review of the ques-
tionnaire was undertaken. It was posted on
LUPUS UK’s website, after a ‘priming’ article in
the LUPUS UK member’s magazine, using the
Bristol Online Software. It was available from 2

Fluctuation, invisibility, fatigue
S Booth et al.

September—31 October 2017. All responses were
anonymous. Ethical approval was obtained from
the Faculty of Health Sciences, University of Hull.

The survey consisted of 22 questions: nine col-
lected demographic data, including one on drug
therapy, to gauge diagnosis. Fifteen were stem
questions where a quantitative response was
required with an opportunity for free text state-
ments. Ten stem questions related to employment,
two to the benefits system.

A range of demographic data was collected,
including occupation and employment status.
Participants were asked about the level of under-
standing shown by their managers and colleagues
about their illness and its day-to-day fluctuations,
and to quantify (on numerical rating scales) the
psychological distress associated with (i) loss of
income resulting from SLE, (ii) the proportion
of income loss due to SLE, (iii) the degree of fear
that participants experienced about being unable to
sustain future employment, and (iv) any stress asso-
ciated with claiming benefits.

The descriptive statistics summarized respondent
characteristics and frequency of responses. A the-
matic analysis of free text comments was conducted
independently by all authors, then compared,
agreed upon and summarized.

Results

The survey generated a swift, substantial response
(393 replies in eight weeks, 200 within the first 48
hours), indicating the importance of the issues to
patients. A hundred per cent of participants used
the free text option to give detailed information.

Respondents’ ages ranged from 18-74, with 60%
aged between 35 and 54; the sample was 97% female,
a significant number were highly educated, (48% had
a first or post-graduate degree), and 84% were White
British. There was a broad geographic spread of
respondents across the UK. Thirty-seven per cent of
respondents reported that they had had SLE for 1-5
years, 25% reported that they had been diagnosed for
over 15 years. Ninety-three per cent of respondents
were taking SLE medication.

Respondents were employed in a wide range of
occupations including, managerial, academic, pro-
fessional, technical, administrative and sales.
A number were employed in the NHS. No one
was employed in occupations that relied exclusively
upon the use of manual labour (however, it is
recognized that any occupation might involve vary-
ing degrees of physical activity). This finding
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corresponds closely with the qualifications data. All
reported a detrimental impact of lupus on their car-
eers, variously citing (i) a reduction in the number
of hours they were able to work and/or (ii) its nega-
tive impact on their promotion prospects, and/or
(iii) their ambitions. Some 40.45% of the total
sample had left their employment due to lupus; of
these, 27% were retired on medical grounds, 36.5%
resigned, 25.8% were dismissed on capability
grounds and 10.7% chose to retire.

Demographic and employment data is shown in
Table 1.

The main themes identified from free text data
were:

1. The difficulties of working (and the reality of
career damage) with a fluctuating condition
such as SLE;

2. Fear and anxiety overshadowing work and
family life;

3. The potential to remain in some or full-time
employment when modifications of work pattern
and support from management and colleagues
were available.

Theme 1: the difficulties of working (and the reality
of career damage) with SLE

Participants identified that lupus made working life
difficult and, almost without exception, were
required to adjust their working patterns and expect-
ations to accommodate their condition. The life-
long nature of SLE was consistently cited as prob-
lematic for employment. Reductions in hours or
changes in job content could make earning a living
impossible. Promotions commensurate with skills
and experience were often foregone (see Box 1).

Theme 2: the fear and anxiety that overshadows
work and family life due to the impact of SLE

Participants were asked to rate the severity of their
worry regarding maintaining employment in the
future. On a scale from 0-10, where 0 indicated
‘low or no worry’ and 10 denoted ‘significant
worry’, 68% (n=255) scored 8 or above, with
47.2% of the total number of respondents indicat-
ing 10 (see Box 1).

These concerns were linked to (i) individuals’®
future prospects of continuing to earn enough to
live on, (ii) uncertainty regarding future health
and (iii) fear of reliance on benefits.

Where individuals had stopped work, they were
concerned about the possibility of relying solely on
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Table 1 Demographic data of sample surveyed

% (n)
Age
18-24 3.8 (nl5)
25-34 21.5 (n84)
35-44 29.9 (n117)
45-54 29.2 (n114)
55-64 14.6 (n57)
64-74 1 (n4)
Gender
Male 2.6 (n10)
Female 97.2 (n381)
Agender 0.3 (nl)
Education
GCSE 22.8 (n98)
A-level 9.3 (n40)
HND 13.8 (n59)
Undergraduate degree or equivalent 27 (n116)
Post-graduate degree 21 (n90)
Other 6.1 (n26)
Ethnic Group
White British 84.2 (n330)
Other White background 4.8 (n19)
Asian British 2.8 (nll)
Black British 1.8 (n7)
Dual heritage 1.8 (n7)
Black Caribbean 1.3 (n5)
Asian 1 (n4)
Chinese 0.8 (n3)
Black African 0.3 (nl)
Other ethnic background 1.3 (n5)
Employment Status
Paid employment 68.3 (n267)
Self-employed 10.3 (n36)
Full-time 58.6 (n174)
Part-time 41.4 (n123)
Years Since Diagnosis
Less than 1 2.8 (nll)
1-5 37.2(n146)
6-10 24.7 (n97)
11-15 10.5 (nd1)
More than 15 24.7 (n97)

another person’s income. Two examples of respon-
dents’ (R) comments are given below

My husband and 1 are completely reliant on the
money he makes so I worry if something happens
to that, what will we do? (R391).

I am lucky my husband works to cover our
expenses but if something happens to him we
couldn’t manage (R102).

Theme 3: the potential to remain in employment
when modifications of work pattern and support
from management and colleagues were available

Participants found that the fluctuation in and the
invisibility of their condition created difficulties for



Box 1 Themes I and 2
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Box 2 Theme 3

Theme 1. The difficulties of working (and the reality of career damage) with
SLE

Sometimes when you are not well and in pain and you have to go to work
or have a deadline to do, it is difficult for other people to understand.
Also the stress of work pressures makes lupus worse and this is not good
for lupus. As lupus is an invisible illness, people just look at you from the
outside and assume you are ok and really have no idea what is really
going on. This judgement from people at work and in general can really
get you down. Just because you look fine from the outside!! (R362).

It’s an invisible illness, and you will always have colleagues that don’t
believe what they can’t see. Unfortunately, they maybe in a position to
make decisions about your employment/conditions environment without
full knowledge of the facts (R359).

T've had to leave frontline clinical work, really hard decision to make,
depressed (R185).

1 feel less confident and a bit useless (R186).

Distressed, depressed and anxious, nobody understands what my body is
like and how difficult life is (R196).

Theme 2. The fear and anxiety that overshadows work and family life due to
the impact of SLE

T’'ve developed an overwhelming anxiety related to employment. There are
large gaps in my employment history due to time off I had to take to
manage my health. I'm scared to explain this to a potential employer, as
well as the fact that I have lupus, because I feel that they won’t employ
me due to reliability. I am also worried that employers will not under-
stand my condition and try to force me to do work that T know I am not
capable of. This has happened in the past. I feel that people do not
believe my limitations because of my age and outward appearance
(R279).
used to work full time 40 hours a week and was having reoccurring flare
ups that got closer together . .. being 23 and already struggling to work is
leaving me with little hope over how I will be able to cope in the future,
especially when I'm at the age I should be looking to move out from my
parents house but have little money to do so ... Was salary paid and now
earning minimum wage half of what I used to get (R370).

Yes. I used to work full time. But since being diagnosed with lupus it
became too much to work full time so I decided I had to make the
choice to either resign or see if they could reduce my
hours...Obviously from reducing my hours from working full-time
hours to just 11.5 hours a week was going to make a huge difference
to my income. But I really had no choice (R362).

A loss of independence. I have to rely on my partner to pay for things I used
to pay for. I can’t progress in my role and earn more money per hour as it
would require greater flexibility with my shift patterns and this would
have an adverse reaction for my health (R359).

Lost a great career and due to up n [sic] down days cannot go into any
sustainable employment. Not on any benefits n [sic] running out of cash
slowly (R13).

—

colleagues and managers in understanding the ill-
ness. Where support existed from both groups, par-
ticipants were more likely (though not invariably)
able to remain in work (Theme 3, Box 2).

Patients identified the following strategies that
supported remaining in paid work:

e Understanding from managers;

e Appreciation from colleagues that the symptoms
of SLE can fluctuate;

e Flexibility in working hours and patterns;

e Belief in the reality of the illness and its
impact.

Theme 3. The potential to remain in some or full-time employment when
modifications of work pattern and support from management and col-
leagues were available

Hours T work is chosen so I can keep a good work health balance (R99).

I've had...work for myself because employers need to know that staff are
going to be well enough to work (R398).

I was in full-time employment until 31/8/17 and was told that there was no
job for me. I was not given the real reason but I have been absent a lot
due to lupus the last two years and it did not suit my employer. I was paid
to leave silently and not to take them to court. Now trying to build a
business from home to avoid commuting and bad working conditions
(R84).

Work two part-time jobs and also self-employed so I can monitor depend-
ent on my tiredness or how I feel (R93).

Work (in) shop with husband to suit condition (R66).

Unemployed — contract was ended when T asked for a reasonable adjust-
ment (R237).

I kept having to leave jobs that I was doing so well in, especially just before
promotion, I would have a flare n [sic] take sick n [sic] lost opportunities
immediately (R110).

I was off work for 3-4 months when I was diagnosed with lupus as I was

very ill. I was lucky that I was able to remain on full pay for the period of

my sick leave and my employer was very understanding. On return to
work I had a phased return for several months before I went back to full-
time work. This was very helpful and enabled me to continue in my job

(R366).

was glad that they were very understanding and very flexible. I had

taken a long time off sick and they were [sic] changed my hours

according to what suited me and what was best for me and my health

(R362).

I have been very lucky in that my employer has worked with occupational
health to come up with a working week that lessens the impact lupus has
and are very good with time off for hospital appointments. My immedi-
ate boss has a copy of the Lupus UK guide for employers and is very
understanding (R26).

I managed to have a full-time job for 25 years by careful self-management
of my symptoms and excellent support from my consultant and GP but
in the end I feel that my lupus etc ‘caught up with me’ and I could no
longer bounce back after illness (R30).

I am only able to work later in the day due to morning stiffness and joint
pain. I don’t work more than 3 days in a row due to persistent fatigue. I
had to reduce my hours from full-time to part-time. .. I attend work four
days a week for a nine hour shift so that I can have a longer break,
effectively working an eight hour day (R359).

I used to be completely office based now I'm allowed to work from home a
lot more, [it] makes life with lupus so much easier and I don’t feel guilty
as if 'm ‘bunking off * (R196).

—

Because I have a very senior position I'm in a good
place to access support and adaptations. But it is
really hard to admit I need help due to attitudes to
hidden disabilities (R138).

I have more flexibility to work on different days and
times depending on how I feel. Less stressful than
feeling pressured to go in when unwell (R 229).

The belief of colleagues in the ‘reality’ of the illness
seemed crucial. One person, for example, stressed
the importance of understanding ‘the difference
between lupus and skiving’ (R78).
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Discussion

This study describes the challenges faced by people
with SLE in maintaining employment. It is now
well established that SLE causes impaired product-
ivity at work, reduced levels of employment and
increased levels of medical retirement.* '
Neuropsychiatric lupus and arthritis are particu-
larly associated with the need to leave employ-
ment.”'""'? All these cause substantial distress to
individuals, significant loss of individual income
and societal costs owing to benefits and early pen-
sion payments. SLE is a hidden cause of years of
working lives curtailed or lost, with damaging
effects on workplace skills, experience and
diversity.’

Importantly, this study identified three charac-
teristics of the illness that contribute to the
impact on employment: (i) the unpredictability of
SLE, making provision of a consistent contribution
to work problematic, (ii) its invisibility — militating
against colleagues and managers believing in the
reality of the disease and (iii) SLE-related fatigue
— the distinction between tiredness that results from
a busy schedule and the crushing fatigue that is
unresponsive to rest — associated with lupus seems
hard for others to appreciate.

As SLE primarily affects young women, and may
be active over many decades, the potential impact
on an individual’s educational prospects, employ-
ment opportunities and personal development is
profound.*® It may interrupt the attainment of
educational milestones and entry into employment,
negatively shaping an individual’s destiny over the
course of their working life. The resulting reduction
in quality of life, psychological status and income
from being unable to participate fully in employ-
ment will affect individuals’ physical and psycho-
logical health adversely.'* As SLE is incurable,
workplaces need to adapt to accommodate people
with an illness that fluctuates over years with poten-
tial accumulating morbidity from both the illness
and its treatment. Current employment legislation
does not specifically highlight the need for support
for fluctuating, incurable conditions and awareness
seems low. Good practice is reliant on local
imaginative adaptations and informed occupa-
tional health services. A recent Arthritis and
Musculoskeletal Alliance' report on employment
is a promising development, but makes no mention
of the three cardinal features of SLE identified by
the respondents that make work difficult: invisibil-
ity, fluctuation and fatigue. It also makes no spe-
cific recommendations about how work patterns
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may be modified to accommodate people with
these conditions. Another advisory paper and
report from the Trades Union Congress'®!'” dealt
with invisibility but not fluctuation. Employment
support needs to be fitted to the disability or
long-term condition; a prosthetic limb would not
help a blind person, nor a hearing aid someone
with an amputation. No specific research data has
been developed to guide occupational health and
employers for the key disabling aspects of lupus,
although excellent general ideas are available
from, for example, LUPUS UK.'®

In addition, the context of the workplace for
those with hidden disabilities and fluctuating con-
ditions, where no quantifiable tests such as dyslexia
severity or decibels of hearing loss are available.
This needs consideration where disbelief and scep-
ticism, as reported by our respondents and other
reports, can be demeaning'®!'"

Many previous papers describe the social ‘bur-
dens’ that lupus imposes, often emphasizing soci-
etal costs.*”* Some of this financial loss for the
individual and society may well be avoidable if
more sophisticated ideas on employment support
were available. The burdens that society imposes
on people with SLE, reducing their chances of
remaining in work, also need consideration, as do
the possible societal gains of improved support.
Our findings go some way to explaining why unem-
ployment rates are so high in lupus.The results also
demonstrate a high level of anxiety in respondents
currently in work, because they feel that their
future ability to work is threatened by the disease.

The barriers to employment for people living
with a fluctuating condition were considered by
Steadman et al.'"” Their report made a number of
recommendations on recognizing and adapting the
work environment and patterns of employment for
people with these types of illnesses, which cover a
wide range of physical and mental conditions.
However, no research data that was specific to
lupus was cited in that report. Our study highlights
how, when the fluctuating nature of lupus and its
specific symptoms are recognized by management
and colleagues, and flexible work patterns are
developed to accommodate these, there is a much
higher chance of continuing employment. Research
on specific adaptations for working with lupus
would be helpful, including the organization of
teamwork, so that others do not feel their workload
is unfair. An understanding of the impact of fatigue
on the ability to retrain as well as maintain current
employment would also be useful.

Although it is considered a relatively rare dis-
ease, the number of working days lost from SLE



is relatively high. One person not completing higher
education or managing to stay in employment may
lose 50 or more years of working life. As such, the
personal and societal toll will be very high. It is
clearly in society’s interests to keep people in edu-
cation and employment as long as possible, or at
least combine welfare benefits with part-time work
where needed.

Appropriate employment, that is, work that
enables an individual to function in a way consist-
ent with their physical and mental capabilities, can
be seen as an intervention that supports health and
wellbeing.'*'* This is increasingly recognized by
governments who realize that if they do not retain
people with long-term conditions (LTCs) in work
they will have to support them on benefits.”
Conversely, work has the potential to damage
health if it consistently imposes demands that an
individual cannot meet. This is both physically
and psychologically stressful, creating a psycho-
logical double-bind by locking individuals into
cycles of failure as well as unmanageable physical
burdens.

Successive UK governments have, nonetheless,
pledged (i) to increase the proportion of people
with LTCs in work, (ii) to ensure that workplaces
adjust the environment and the systems of work to
make it possible for those with serious disability to
continue employment, (iii) to provide financial sup-
port if people are unable to work, and (iv) to
always make work pay. However, the White
Paper (2017)*° makes no specific mention of adap-
tations for fluctuating conditions, nor the idea of
part-time work in combination With benefits for
those unable to sustain full-time employment.
Without considering fluctuating conditions separ-
ately, progress seems unlikely.

Some of the initiatives available for other disease
groups may also give ideas for how employment
levels and quality of life may be improved for
those living with lupus. There are proactive evi-
dence-based strategies for ‘survivorship’ in illnesses
like cancer (often now a chronic, symptomatic con-
dition where fatigue is prominent), designed to keep
people en;aged in the community and in employ-
ment.’ No such investment has been made in
helping patients with lupus, which predominantly
affects young and middle-aged people. Panopolis
et al.'” and Yelin et al.'? suggest that specific train-
ing schedules used in cases of traumatic head injury
and mental illness could help people with lupus and
neuropsychiatric lupus (NPL) to improve their
work performance. Canham?®® has designed and
tested an online training schedule for employers
of people affected by bipolar disorder, another
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fluctuating, invisible condition. Employee pass-
ports have been tried in some organizations to
highlight individuals’ specific needs and limitations
at work." We suggest that employment level or the
ability to participate in a chosen role should rou-
tinely become outcome measures in lupus studies
assessing quality of life.

Strengths and limitations of the study

The strengths of our study include the unequivocal
consistency of concerns expressed by participants
of themes with a high proportion of the sample in
work and speaking from contemporary experience.
Limitations include the high proportion of White
British respondents, few men, the need for digital
literacy to complete the survey and the lack of
diversity in the levels of education. SLE was a
self-reported diagnosis, which may be seen as a
limitation, however, 93% of the sample were on
at least one anti-SLE drug, (24.75% were taking
two or more). Selection bias is inevitable, but the
rapid, voluntary participation in the survey con-
firms the importance of the issues to people with
SLE. Future work involving purposive sampling
would enable between-group differences to be
investigated. This was an explorative, qualitative
study to report patient experience and generate
hypotheses.

Our findings build and extend those of previous
investigations on employment in relation to
lupus* ! and echo Kent et al’s.* call ‘for improved
information and support for employers of those
with SLE’ as well as early intervention to keep
people with lupus in education and employment.
Supporting individuals to combine some work
with benefits may enable people to increase their
work, income and tax receipts at a point when
their condition allows, but receive the necessary
financial support when it does not. Current
approaches seem predicated on a binary condition
of health and a constant, quantifiable level of dis-
ability, which can be overcome with a piece of
equipment or simple change in a work schedule.

Conclusions

This data provides further confirmation that SLE is
associated with (i) a reduction in working hours
and income,” ! (i) changes in workmg patterns,
25,76 .
(ii1) changes in career path potential and (iv)
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high levels of fear and anxiety in patients related to
SLE and employment.'*!

Our data indicate that a lack of employment
causes mental distress and individuals wanting to
stay in work in the best health possible.
Employment is increasingly recognized as a health
intervention: the health of individuals with lupus is
worsened by uninformed employment practices.
Consequently, society experiences a loss of working
years, skills, expertise and diversity. The data sug-
gest that there are ways in which this could be miti-
gated by changes in equality legislation and
employment practices. Research is needed to
understand the specific changes, including individ-
ual training for employers, employees, and occupa-
tional health professionals that may prove
helpful.** Another area of interest is considering
how those with SLE could make informed employ-
ment decisions, finding a work environment or
being retrained for work that is likely to support
their health, taking SLE into account.”* Increased
awareness of the disease and its impact are needed
at the highest levels of government and wider soci-
ety before this is likely. More data is needed to
inform this process. If the Department for Work
and Pensions/Department of Health and Social
Care intend ‘to transform employment prospects
for...those with long-term health conditions’ in
order to overcome ‘a wide range of barriers and
historic injustices’,?® these barriers need to be
better understood and the specific problems of
those with SLE (and diseases like it) explored,
documented and solutions generated. Examples of
good practice urgently need wide dissemination to
help retain people in employment, and part-time
attendance at school and university needs to be
supported, not penalized. Our survey suggests this
is possible and that the beneficial impacts on the
health of those with SLE and wider society could be
significant.
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