Proactive considerations towards employment commitments when receiving a
Disease Modifying Treatment for Multiple Sclerosis: Employment Leaflet for
Lemtrada Therapy

Emma Matthews—Multiple Sclerosis Clinical Nurse Specialist

Contact: QI@ngh.nhs.uk

Background

Many people with Multiple Sclerosis find it hard to spark a conversation with their employer about a diagnosis of MS (Multiple Sclerosis) due to fears including discrimination,
misunderstanding and misconceptions. Although there are various trusted resources of information provided by such sources as the MS Trust and MS Society, there is nothing
specific with regards to Disease Modifying Treatments and its impacts that this may have with regards to time off work and support on return. A recent survey from the MS Socie-
ty (2016) observed that only 55% of people with MS are in work compared with 75% of the general population. For 44% of people with MS of working age that are currently em-
ployed feel that they need much more support to continue to work (MS Society 2016 Exploring employment support needs - employment and welfare analysis of My MS Needs).
Disease Modifying Therapy are useful in stabilising and maintaining MS longer term, however also impact on this ‘normality’ in the shorter term too. Unemployment has many
negative consequences including financial, social, economic and personal high cost and burden. It was identified that more proactive considerations were required for future pa-
tients considering LEMTRADA to enhance communication with employers and seek support, understanding and commitment for this treatment option. - investing in a sustained

future workforce.

What change can we make that will result in an improvement?

What are we trying to accomplish?

Version 1 of leaflet

Develop employer information
leaflet

To provide 100% of patients at

Northampton General Hospital
who are receiving Lemtrada

Therapy information to give to

their employers by August
2019.

C B This guide if for people with MS who have been prescribed
Lemirada® W (alemtuzumab) and want to be able to
discuss their MS with their emplovyer.

If you would like 1o discuss anything In this guide with a healthcare professiona,
you'll find contact detalls on the back cover.

The first PDSA cycle was to develop a patient information leaflet
that could be given to patients during their consultations. This

facilitated discussions, with the patients, about their employ-
ment and aided them to have further conversations with their
employers.

Develop online resource

Integration into the Phar-
maceutical information
patient packs
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How will we know that a change is an improvement?

The second PDSA cycle involved redeveloping the leaflet following feedback from patients and their
employers

Outcome Measure: 100% of patients commencing on Lemtrada Therapy now receive
this patient information leaflet containing information to give to employers.

Should you choose to tell your employer that you have MS, they are .
e sl oyt s e About your Lemtrada treatment:

with such discussions, as well as preparing you and your employer by

infreducing ways to help minimise the impact of MS on your work. There are a number of treatments that can help confrol MS, including
Lemtrada. Lemirada is administered as an infusion during 8 days over

2 consecutive years, with an additional & days of infusion required if

How best to describe MS recommended. In clinical frials, this has resulted in efficacy seen up
‘|'|:| Yﬂur employer: to 7 vears after the start of freatmeant.

Balancing Measure: It was important the information could be easily understood by pa-
tients and their employers so we surveyed employers to gain their feedback.

In M35, some white blood cells become overac

myelin sheath that profects the central nervou How MS treatment What else might your

e Do e T may affect your job: employer need to know?

symptoms that are associated with MS.

The response to freatrnent varies from person to person. After + The aim of your Lemtrada treatment is to reduce the number of
receiving Lemirada, you may experience side effects which you

Average score out of 10 on how easy the leaflet

The MS symptoms you experience are determ M5 relapses and MS sympioms you expefience, as well as fo help
of the cenfral nervous system is affected. The « can comfortably manage with ihe help of your nur sing team, where promote your wellbeing and filness.
your nerves during this inflammation may be | possible, to reduce the impact on your dayto-day life including work.

the disease progresses damage may accumi The most commeon side effects of
permanent. associated reactions (side effects exp
24 hours of your freatment being adm

M3 is a lifelong condition. Over 125,000 peopl iated reactions includs: =

L associated reactions include What steps can an ?uppori,_udvlce and
employer take to support information

Normal ’ employees w“h MS? Your employer should make reasonable adjustiments in order fo
o avoid putting you at a disadvantage. The following websites have
HEADACHE - I are a number of ways an employer can su t their information on support in working with MS3:
employees undergoing infusion therapy, including: * Equality Act 2010
‘ + End of week reviews fo discuss challenges and solufions * UK Government disability overview
» Equality and Human Rights Commission

* Phased return to work following infusion

* Flexible working scheduls fo accommodate appointments * MS One to One
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% and adjustments Despite M5 being a longterm and life-alfering condition, if you also

ﬁh @ have the understanding, support and frust of your employer, then
L e U L R together with your healihcare team you will able to reduce the

impact M5 has on your work.

TIREDNESS perhaps close to a window or a bathroom

® » Temporary/infermittent working from home
-
. %
* Hand washing facilities / anti-bacterial gel provided
RASH to minimise the infection risk

+ Ensuring a good level of workplace hygiene
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These side effects usually go away soc * Minimising the potential for spread of infections,
e.g. colleagues with colds '
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Conclusion & What’s Next?

For patients receiving Lemtrada therapy the value of maintaining a work/life balance is extremely important for many aspects of a persons lifestyle and quality of care. It is im-
portant to preserve a positive experience and ‘normality’ where possible to promote concordance to treatment. Maintaining employment throughout treatment has been seen to
improve mental health, self-worth and motivation this then enhances independence, financially stability and societal status. As a result of the leaflet, conversations with people
with MS and their employer can start early in the treatment process to limit its impact and gain the required support.

Next Steps: It is anticipated that the leaflet will be integrated into the Pharmaceutical Information patient packs and be available as an online resource on the patient portal.
The development of a series of leaflets for disease modifying therapy is now in progress.
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