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Abstract

The role of the multiple sclerosis (MS) nurse is constantly evolving, owing to the introduction of new MS therapies and new patient treatment
and support strategies. The second MS nurse symposium, ‘The Evolving Role of the MS Nurse: Implications of Future Management
Directions’ took place in Athens between 22-24 September 2011 and was attended by approximately 300 participants from 30 countries.
Presentations at the symposium outlined the mechanisms of action and clinical evidence for novel therapies for MS treatment. The
importance of making clinical trial data available and understandable to people with MS was addressed, followed by a summary of the latest
data on established MS therapies and an update on autoinjectors and their role in improving adherence. Novel patient support strategies
were outlined followed by presentations by MS nurses from different countries who discussed their roles and their opportunities to evolve
against a background of very different healthcare systems. Group discussions of typical MS case examples emphasised the need for good
communications and relationships between patients and MS nurses. The final session focused on communication skills, highlighting ‘tips’
for engaging with people with MS and examining the challenges that different patient expectations and communication media can bring.

Keywords
Multiple sclerosis (MS) specialist nurse, MS nurse role, patient communication, MS nurse—patient relationships, MS therapies

Disclosure: Chrysa Chrysovitsanou has no conflicts of interest to declare. Del Thomas has received honoraria and consultation fees from Merck Serono, Teva and Novartis.
Martin Duddy has received honoraria for lectures and consultancy, expenses and hospitality for educational meetings from Bayer, Biogen Idec, Merck Serono, Novartis and

Teva. He has also participated as an investigator in collaborative trials funded by Bayer, Biogen Idec, GSK, Novartis, Merck Serono, Roche and Sanofi Aventis.
Acknowledgement: Editorial assistance was provided by James Gilbart at Touch Briefings.

Received: 6 February 2012 Accepted: 5 March 2012 Citation: European Neurological Review, 2012;7(1):46-55 DOI:10.17925/ENR.2012.07.01.46
Correspondence: Chrysa Chrysovitsanou, Specialised Outpatient Department Neurologic Clinic and Demyelinating Disease Unit, Eginitio Hospital University of Athens,

Hous 9 Kantza Pallini, Athens, Greece. E: chrysa2000@yahoo.com

Support: The publication of this article was funded by Novartis. The views and opinions expressed are those of the authors and not necessarily those of Novartis.

Multiple sclerosis (MS) specialist nurses are pivotal members of the
multidisciplinary team, all having varying responsibilities such as
symptom management, drug initiation and drug monitoring in people
with MS. During the past two decades the role of MS nurses has evolved
owing to expanding management strategies and new approaches
to MS treatment. They are now involved in the development and
implementation of complex patient care plans and their role continues
to change as novel therapies are developed, changes to established
therapies are implemented, and new concepts in patient support and
compliance emerge. In the treatment of people with MS, MS specialist
nurses take on a wide range of functions that go far beyond traditional
nursing roles. The knowledge and skills required to effectively manage
and support people with MS are considerable and demanding yet this
branch of nursing is not widely recognised as a distinct speciality — there
are no universal guidelines on best practice and no agreed training
programmes or specific qualifications awarded. Recently, the Multiple
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Sclerosis-Nurse Empowering Education (MS-NEED) European Survey
operated by the European Multiple Sclerosis Platform (EMSP) gathered
questionnaire data from MS nurses from six European countries to assess
practices in different territories.” The findings showed that nurses regularly
take a lead in many aspects of the care of people with MS including
medication management and patient education, but that many thought
that standards were not well maintained in their countries. The findings
also showed substantial disparities in nursing practices across Europe
that need to be addressed to ensure consistent and high quality care.

The MS-NEED survey results prompted the establishment of a series
of annual MS nurse symposia to enable representative groups of
MS specialist nurses from countries worldwide to gather and learn
about new developments in MS care and, more importantly, to share
their experiences and help establish a consensus on best practices
in MS nursing, make recommendations on training and increase
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Table 1: Key Issue Responses Given via a Poster Surveying Symposium Attendees at the Evolving Role of the

Multiple Sclerosis Nurse Meeting (Athens)

Question Response (%)

Yes No No view
Do you take a leadership role in coordinating multidisciplinary management 84 16 0
of the people with MS that you care for?
Do you think that this leadership role should be increased? 92 5 3
Would the status of MS nurses in your country be increased if the role 84 16 0
was a recognised speciality?
Would the development of a European consensus, to define MS nurse roles and 95 5 0
responsibilities, facilitate consistency of care and improve patient outcomes?
Is there an MS nurse certification process in your country? 35 65 0
In the next two years will your role as an MS nurse change? 71 24 5
Will the availability of oral MS therapy significantly change your role in future patient management? 88 12 0

MS = multiple sclerosis.

recognition of the important role they play in successful treatment
of a potentially devastating disease." The first, highly successful, MS
Nurse Symposium took place in Copenhagen in 2010. The second,
larger and more popular MS Nurse Symposium took place in Athens
in September 2011 and was attended by over 300 MS nurses from
over 30 countries worldwide. This article will provide an overview
of the presentations, case study group discussions and attendee
feedback on MS nursing issues from the Athens meeting.

General Attendee Feedback

(Chrysa Chrysovitsanou, Athens, Greece)

The care, support and information given by MS nurses are all of
critical importance but the role of the MS nurse is changing. Nurses
now often work as part of multidisciplinary teams, economic
pressures affect care given and the number of different treatments
available is increasing. Electronic voting by the attendees showed that
most were from university (36.4 %) or community (25.6 %) hospitals.
Fifty-five per cent of nurses stated that the proportion of their patients
having MS was >50 % and most nurses were caring for >200 people
with MS at any one time (55.4 %). The majority (59.9 %) saw
themselves as MS specialists, with 54.4 % reporting that they
frequently provided advice and education to people with MS and
74.4 % describing themselves as advisors/intermediaries. The most
significant barrier in optimising patient care was regarded as lack of
time (30.2 %) and this was followed by a lack of resources, facilities
and personnel (29.3 %). Patients were thought to mostly or always
have access to an MS nurse in their country by 83.6 % of nurses.

Key issue responses from attendees collected on a poster showed that
a substantial majority (84 %) took a leadership role in the management
of people with MS but most (92 %) thought that this should be increased.
The majority of participants (84 %) thought that MS nurse status would
be improved with official recognition (see Table 7). Ninety-five per cent
of attendees believed that a European consensus to define roles would
improve nursing practice and that the introduction of oral therapies
would significantly change their role in patient care.

Novel Therapies for Multiple Sclerosis -

Theory, Trial and Clinical Practice

Therapeutic Targets — Implications for Clinical Practice
(Finn Sellebjerg, Copenhagen, Denmark)

The aetiology of this complex disease is only partially understood.
Various genetic factors have been identified that may contribute to the
development of MS,? with the risk of acquiring the disease being up to
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Figure 1: Novel Treatments and Their Targets in
Multiple Sclerosis
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20-40 fold higher in direct relatives of a person with the disease than
in the general population,® suggesting that susceptibility is partially
genetic, with a polygenic pattern of transmission. In addition to genetic
factors, environmental factors such as vitamin D deficiency, smoking,
viral infection, temperature/climate and location (latitude) have been
associated with higher rates of the disease and are likely risk factors.*”

In MS, there is a balance between central nervous system (CNS)
injury (due to inflammation) and repair and the equilibrium between
these two processes determines disease progression. Multiple
sclerosis involves an autoimmune process in which T-cell
lymphocytes recognise myelin as foreign and attack it, leading to
damage, inflammation and neurodegeneration. The critical role of T
cells in MS has led to these cells and associated factors providing key
targets for disease-modifying therapies (DMTs). The main objective
when treating MS is halting the immune attack on myelin and this can
be achieved through either a general reduction of the immune
response (e.g. mitoxantrone) or using a selective approach to inhibit
a single effect (e.g. interferon betas [IFNBs], natalizumab or
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Table 2: Audience Responses to Questions on Management, Treatment and Communication Issues

in Multiple Sclerosis

Question Response Categories and % Audience Response
Which of the following best describes the level of Well informed, need Informed, but Poorly informed — Poorly informed —
knowledge of MS and MS therapy, for the majority little additional with ‘misinform-  keen to know do not wish
of your patients? information ation” common more to know more
13.6 % 70.5 % 13.6 % 23%
Which of the following concepts is most difficult Annualised Risk of Changes on Brain volume  Risks of All of these
to explain to your patients? relapse rate disability MRI changes adverse
events
5.4 % 16.2 % 10.8 % 21.6 % 8.1% 37.8%
How much training in patient communication None A little at A little at Regular commu-
have you received? nursing school nursing school nication training
and more since
11.1 % 17.2 % 49.5 % 222 % -
How important is the manner in which you Not important Somewhat Very important ~ Not sure
communicate information to a patient? at all important
0.9 % 1.8 % 96.4 % 0.9 % -
What are some of the key aspects influencing Increasing patient  Access to new Changing patient- All of the
nurses’ ability to provide support to patients numbers technology practitioner above
with MS now and in the future? relationships
3.8% 8.8 % 7.4 % 80 % - -
When is your first contact with a newly Before diagnosis At diagnosis Soon after Later, but Much later
diagnosed patient? (at referral) (same day) diagnosis within 1 (>1 month)
(within 1 week)  month
11.8 % 39.2% 29.4 % 17.6 % 2.0 % -
What proportion of your patients have RRMS? >80 % 75 % 50 % <50 %
31.9 % 33.3% 22.9 % 11.8 % - -
Which therapy is most commonly used Glatiramer acetate  IFNB-1b EOD IFNB-1a TIW IFNB-1a Natalizu- Fingolimod
by your patients? weekly mab
13.9 % 19.4 % 25.0 % 19.4 % 13.9 % 8.7 %
What therapy is most commonly used for IFNB-1b IFNB-1a Either IFNB Glatiramer Other Most
your patients with CIS? acetate patients
are not
treated
20 % 38.2% 12.7 % 55% 1.8 % 21.8 %
What is the most challenging aspect of Compliance/ Adverse event Follow-up/ Other All of these
management of people with RRMS adherence management monitoring
receiving DMTs? requirement
36.4 % 15.2 % 9.1 % 1.5 % 37.9 % -
With the interferon your patients use, which of Flu-like symptoms  Injection-site Depression Liver function  Nabs
the following potential adverse events associated reactions changes
with treatment do you find most challenging? 40.2 % 40.2 % 10.3 % 4.6 % 4.6 % -

CIS = clinically isolated syndrome, DMT = disease-modifying therapies, EOD = every other day, IFNB = interferon beta; MRI = magnetic resonance imaging; MS = multiple sclerosis;

Nabs = neutralising antibodies, RRMS = relapsing-remitting MS; TIW = three times weexly.

fingolimod). However, it is also important that this effect on the
immune system is reversible. Novel oral agents currently available
or in late-stage development for the treatment of MS are shown in
Figure 1 and although all have been shown to act on lymphocytes,
they do so in a variety of different ways. Fingolimod, for example
modulates S1P receptors, reducing inflammation.® Activated
lymphocytes are ‘locked up’ in lymph nodes and kept out of the
bloodstream, reducing their ability to infiltrate the CNS. After
stopping fingolimod treatment, lymphocyte levels return to normal
in one to two months. BG-12, teriflunomide, laquinimod and
alemtuzumab are all novel MS agents currently in development
and have varying mechanisms of action (summarised in Figure 1).
Teriflunomide reversibly blocks DNA synthesis; laquinimod
suppresses antigen presentation although its molecular target is
unknown; BG-12 has several possible modes of action on cytokines
and apoptosis; and alemtuzumab is a CD52-specific monoclonal
antibody leading to depletion of B cells, T cells and monocytes.
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Assessing the Clinical Evidence

(Martin Duddy, Newcastle upon Tyne, UK)

In MS treatment there are three overall goals — preventing/shortening
relapses, preventing or delaying disability accumulation and
addressing existing disabilities. As mentioned above, there are
several potential oral therapies (see Figure 2) in different stages of
development for the treatment of MS and three of these drugs are
currently undergoing Phase Ill trials. Teriflunomide, a DNA synthesis
inhibitor, is currently undergoing trials versus placebo, versus IFNB
and is also being assessed for use in clinically isolated syndrome (CIS).
In the Phase Ill TEMSO trial, teriflunomide reduced annualised relapse
rate (ARR) in MS by 31 % versus placebo.” Laquinimod, an oral
immunomodulator, was compared with placebo in the Phase IlI
ALLEGRO trial where it reduced ARR by 23 % and disability
progression by 36 %.° BG-12, an oral formulation of dimethyl
fumurate, has achieved its primary outcome measures in the Phase |l
DEFINE study.” Development of another potential therapy, oral

EUROPEAN NEUROLOGICAL REVIEW
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cladribine, has recently been discontinued owing to adverse event
concerns and it has been withdrawn from the market in countries
where it was already approved.™

Fingolimod is the first of these novel agents to have gained approval
in the EU and US and is now approved in more than 40 countries
although licensed indications vary by country (e.g. ‘relapsing forms' of
MS in US, relapsing-remitting MS [RRMS] in Canada and either highly
active RRMS despite IFNB treatment or rapidly evolving severe MS in the
EU). For fingolimod, data from the Phase Ill FREEDOMS (versus placebo)®
and TRANSFORMS (versus IFNB) studies™ support its use in RRMS. In the
FREEDOMS trial,” ARR was reduced by 54 % (p<0.001), time to disability
progression confirmed after six months was reduced by 37 % and
Gd-enhancing lesions were reduced by 82 % compared with placebo
at two years. In the TRANSFORMS trial, ARR was reduced by 52 %
(p<0.001), there was a 40 % reduction in brain volume loss (p <0.001)
and Gd-enhancing lesions were reduced by 55 % compared with IFNB
at 12 months.™ Some very common AES (occurring in >1in 10 patients)
were observed including: increased gamma-glutamy! transferase and
liver enzymes; viral infections; headache; diarrhoea; and cough. With the
exception of disturbed liver function tests, all these AEs were reported
with similar frequency in the placebo arm. Bradycardia, hypertension,
macular oedema, disturbed liver function, teratogenicity and infections
are all safety/risk areas of special interest with fingolimod and it should
not be used in patients with active malignancy, immunocompromised
with HIV or those with, or at risk of, severe infections. Assessment
including full blood count, liver enzymes, ophthalmologic or
cardiovascular examination (in some circumstances), varicella
zoster virus (VZV) immune status and pregnancy testing should be
completed before initiating therapy and monitoring should occur during
treatment. A pre-treatment ECG is recommended by some centres.
A risk-management programme is in place for fingolimod use in MS
and Phase IV trials are in progress to assess treatment satisfaction,
safety and tolerability, effects of the treatment on activities of daily
living, and on depression and coping in people with MS.™

Making Trial Data Meaningful to My Patients

(Del Thomas, Hereford, UK)

The trial data in MS are complex and need to be interpreted and given
clearly to people with MS. Delivering the data this way provides
answers to questions and addresses anxieties.

Patients have a variety of issues and questions on MS therapies,
including: why should | take it?; what if | don't take it?; does it work?;
how does it work?; will it make me better?; how do | take it and how
often?; what are the side effects?; what tests do | need? A survey
of nurses attending the symposium found that most people with MS
are reasonably well informed but 70.5 % of patients are thought to
have received misinformation and need to be corrected (see Table 2).
Alternatively, some patients (13.6 %) are poorly informed and need
good quality guidance on the management of their condition. Certain
parameters such as ARR, risk of disability progression, MRI changes
and adverse side effects, can be challenging to explain to people with
MS (see Table 2). After treatment has been decided, there are a variety
of factors that can affect patient adherence and these include:
economics; healthcare organisation issues (such as access to MS
nurses); condition-related factors; patient-related factors (injection
fear, etc.); and therapy-related factors. Multiple sclerosis nurses need to
listen, communicate, keep their knowledge current, understand, explore
treatments, decide on best strategies and monitor patient progress.
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Figure 2: Intravenous and Oral Treatments for
Multiple Sclerosis Currently Marketed or in
Phase I-11l Development
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Intravenous agents are shown in purple, and oral agents are indicated in green.
IFNB = interferon beta; IM = intramuscular; Peg = pegylated; SC = subcutaneous;
SR = slow release.

What's New in Established Interventions?
Evidence for Established Therapies

(Tjalf ziemssen, Dresden, Germany)

Although various potential new treatments are in development for the
treatment of MS (see Figure 2), the IFNBs and glatiramer acetate (GA)
continue to be the mainstay of MS treatment. The audience vote
showed the people with MS cared for by the attendees most
commonly receive IFNB-1a three times weekly (TIW), IFNB-1a weekly
or IFNB-1b every other day (see Table 2). In CIS, patients most
commonly receive IFNB-1a TIW but a sizeable proportion (21.8 %) of
attendees said their patients receive no treatment at all at this stage.
It is important to stress the rationale for starting disease modifying
treatment early, as illustrated by the BENEFIT trial in which there was
a 42.4 versus 53.4 % conversion to clinically definite MS for patients
receiving early versus delayed treatment.” When treating RRMS, the
traditional first-line therapies (IFNBs and GA) provide similar efficacy
(29-34 % reduction in relapses, similar time to first relapse 228-331
days) although GA has less clear evidence on prevention of disability
(12 versus 23-37%)."”

There is a large body of evidence showing efficacy of DMTs when
used over long periods of time for the treatment of MS. In one
observational cohort study IFNB-1b use was associated with a
reduction in relapse rates of 40 % over 17 years and disease
progression to secondary progressive MS (SPMS) was delayed by 6.6
years compared with placebo or other treatments.” Owing to the
long-term treatment programmes involved in MS and because
patients live for 30-40 years with the disease, maintaining follow-up
of people with MS is extremely important but can prove difficult. For
more severe and refractory MS, escalating therapy is needed.
Natalizumab is a highly effective DMT for use in highly active RRMS,
and has been demonstrated to reduce the relapse rate from 0.78/year
to 0.26/year in one study.” A major safety issue with this therapy
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Table 3: Communication Skills for the Clinic -
Tips and Hints

Figure 3: Percentage of Multiple Sclerosis Nurses who
Often Provide Advice and Education on Patient Issues

* The conference participant survey indicated only 22.2 % of attendees had
received regular communication training, however 96.4 % agreed that the
manner in which information is given is very important

* 70 % of complaints in healthcare are due to inadequate communication

e There are unique communication challenges in multiple sclerosis. The
disease is complex and variable, there is a need for long-term medication
and compliance, and encouraging necessary lifestyle changes can be difficult

e Studies show that satisfaction and compliance are reduced if doctors do not
show warmth, ignore concerns, use jargon or fail to explain issues clearly®

e Doctors frequently ignore patient concerns: in consultations with patients
with chronic illnesses a study showed that 54 % of patient complaints and
45 % of their concerns were not elicited

e Physicians who are poor communicators tend to have patients with
poorer adherence®

e Good communication requires good questions, active listening, picking up
non-verbal cues and providing emotional support

e Consultations should be patient-centred,” the first two minutes of a
consultation are key to establishing a rapport

¢ Giving information is difficult. It has been shown that only 50 % is retained
and therefore information should be given in small amounts

e Telephone consultations are more difficult requiring the doctor/nurse to
check patient understanding frequently and to speak clearly

e The doctor/nurse should establish what the patient knows at the outset.
Most patient concerns are associated with symptom treatment, diagnostic
procedures and prognosis

e Decision-making should be shared with the patient

e Encouraging lifestyle change is challenging and requires a motivational
approach from nurses and doctors

is progressive multifocal leukoencephalopathy, shown to occur in
<1.0/1,000 patients treated for 1-24 months with no prior
immunosuppressant use, 2/1,000 with prior immunosuppressant use
and in 4/1,000 and 11/1,000 in these groups treated over 25-48
months.? Mitoxantrone can be used in the late stages of MS but is
approved for use in MS in only a limited number of countries and
is used much less now owing to safety issues. There is no standard
treatment for MS as it is an individual disease that varies according to
the patient.?” As treatment options increase, treatment decisions will
get more and more complex, although the concept of individualised
therapies in MS remains a pipe dream. Due to the complex nature
of MS, multidisciplinary teams are needed to implement appropriate
treatment plans.

Autoinjector Update

(Mathias Bruns, Berlin, Germany)

Both IFNB and GA therapy require parenteral self-administration by
either subcutaneous or intramuscular injection and, because of this,
patient compliance can be an issue. In addition, adverse effects can
occur and in patients undergoing IFNB and GA therapy, injection site
reactions (ISRs) were considered by the participants to be as
challenging as flu-like symptoms (see Table 2). To increase patient
compliance, the patient experience must be improved and there are
several ways in which this can be achieved. First, it has been
demonstrated that using smaller (narrower) needles and autoinjectors
improves patient experiences and improves adherence.”* Second,
rotation of the injection site can reduce ISRs, pain and trauma and
may improve compliance.” In addition, autoinjectors can be helpful
for patients with limited mobility or dexterity and provide the ability to
administer injections at body sites that were previously inaccessible.
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Many autoinjectors are now available and include: Extavilect 30G (a
multiple use autoinjector with a 30G hidden needle, simple to
operate); RebiSmart™ (an automated system which is good for
younger patients but often too complex for older patients);
RebhiDose™ (a single use autoinjector); and the Avonex Pen (a single
use autoinjector with a 27G needle, that is simple to operate). A
survey of people with MS published in 2009, showed that 51 % of 798
patients were non-adherent to IFNB during the month prior to the
survey, largely as a result of their dislike of injections and/or ISRs.*
Furthermore, there are distinct patient preferences for different
autoinjectors, with a survey of 200 people with MS shown videos
about two devices demonstrating that 70 % would prefer to use
Extavilect 30G over the Betaject® Comfort device.”” To improve
patient compliance, patients should be given information for different
autoinjectors and be able to opt for the most appropriate one for
them. Not all of the manufactured types of autoinjectors are currently
available in every country throughout Europe.

Evolving Paradigms for Support of People with
Multiple Sclerosis

New/Evolving Concepts in Support of People with
Multiple Sclerosis

(Diane Lowden, Montreal, Canada)

The key aspects influencing a nurse’s ability to provide support to
people with MS are increasing patient numbers, access to new
technology and changes in patient-practitioner relationships (see
Table 2). In Canada there are an estimated 75,000 people with MS,
which is an increase on previous estimations but prevalence has
been shown to vary between regions of the country.® The
incidence of MS in Canada is also rising, resulting in increased
pressure on healthcare systems.®* In addition to rising patient
numbers, complexity is growing in terms of choice of treatments and
how to use them (whether and when to start, etc). MS nurses are
valuable in managing people with MS because many primary care
practitioners feel ill-equipped to deal with MS and there is
inconsistent access to family physicians. The advent of new
treatments, including oral therapies, can increase the need for
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Figure 4: Multiple Sclerosis Nurses who Believe that Specialist MS Nurses in their Country have the Opportunity to

Take a Lead in Key Areas
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Table 4: Feedback from Multiple Sclerosis Nurse Discussion Groups on Multiple Sclerosis Case Examples

1. 38-year old male with MS for 10 years; busy with job and
sport/social life. Has RRMS with mild disease activity.
Always says everything is “fine” and rarely attends MS clinic.
Takes IFNB-1a IM weekly. Recently had a bad relapse but not
told anyone (nurse alerted by patient’s wife). Patient then
admitted to having a relapse 18 months earlier. Patient is in
denial, does not want to admit he is doing badly and is trying
to protect himself and his family

 Relationship with MS nurse or neurologist is not functioning properly

e Start patient at clinic again, improve communication, decide if a neurological
exam is needed

e Improve relapse management and determine whether patient is not adhering
to treatment and why. Patients at high risk of non-adherence should attend
MS clinic and share issues

¢ In some countries (e.g., Poland) patients must attend an MS clinic monthly but
treatment programme space is limited

o Establish contact with patient’s partner/spouse to aid treatment adherence

e Involve a psychologist (may be limited by cost). Nurses can provide some
psychological support

o |f patient has a relapse, treatment may be escalated or changed but this
requires neurologist authorisation — MS nurses do not have direct contact with
neurologists in all countries

2. 47-year old female diagnosed with RRMS 15 years ago. Had
two relapses in previous 10 years but otherwise healthy and
active. More recently has had a bad relapse and failed to recover
fully = now has mobility problems after two months of treatment

o Patient likely to have SPMS. At this stage, what is the objective of
treatment? Other than DMDs, what assistance can be offered? What do you
tell the patient?

e What is the role of work in individuals with SPMS?

* MS nurses need to improve their skills to manage patients with SPMS;
should be part of a network and should be able to deal with
problems, e.g., incontinence

o Patients with SPMS and carers need financial advice on coping if unable
to work. In France, nurses help with employment issues and advise on
workplace conditions

o All patients are different and need individual support. Honesty is important
to gain trust — disabled patients often get lost in the healthcare system.
Patients need advice on issues such as wheelchairs and end-of-life issues

DMD = disease-modifying drug; IFNB-1a = interferon beta-1a; IM = intramuscular; MS = multiple sclerosis; RRMS = relapsing-remitting MS; SPMS = secondary progressive MS.
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Multiple Sclerosis

changes to patient management because ensuring compliance with
oral therapy requires a different approach to that for injectable
therapies. Greater numbers of patients, financial constraints and
restricted access to medical expertise in remote areas increases the
need for new types of support. In addition, changing care practices,
technology and increased patient autonomy drive the need for a new
paradigm in MS care. In Canada, face-to-face meetings can be
difficult to arrange, owing to factors such as the distance to travel.
Communication patterns are changing due to increased patient
autonomy, expectations, access to information, shared decision
making and differing outcome goals. Multiple sclerosis treatment
centres are at the forefront of this change in healthcare
communication trends and can almost be seen as victims of their
own success. Owing to their specialised knowledge, multidisciplinary
teams and access to trials and treatments, they have become too
busy and therefore a new paradigm is needed for enhanced patient
support. To provide increased patient support it has been shown that
telephone support programmes for people with MS can be highly
effective, especially for remote locations.® In addition to this,
algorithms have been developed that help to identify patients at risk
of early discontinuation of therapy and needing support.* The
introduction of online resources has been shown to be valuable for
people with MS helping with reassurance and coping with MS
therapy.* Web-based portals for self-monitoring symptoms, ordering
medications and receiving updates and disease information are
popular with people with MS* and use of self-care tools such as ‘My
Toolbox" (a chronic disease self-management programme) are also
valuable for patient support.”

What are the Opportunities for the Role of the
Multiple Sclerosis Nurse to Evolve?

Expanding Clinical and Compliance Aspects

(Kaye Hooper, Brisbane, Australia)

The example of an MS clinic within a tertiary university hospital in
Queensland, Australia was presented, with more than 1,000 people
with MS attending the clinic. MS nurses’ activities within the clinic
include clinical management, patient care and mentoring, referrals
and professional development. Multiple sclerosis nurses operate an
‘Easy Call’ phone service for patient enquiries and raising concerns,
and are responsible for knowing how to handle and interpret
problems from patients often very remote from the clinic. They also
provide expert advice, deal with triaging problems and discuss patient
problems with neurologists. In summary, MS nurses need to be
involved in patient education, clinical practice, patient support and
advocacy. They are required to work in partnership and collaborate
with other healthcare professionals and they must have current
knowledge, expertise in MS symptom management and new MS
treatments. Lastly, MS nurses need to establish successful networks
with MS support organisations and societies, and be able to provide
support materials and contribute to advisory boards.

Increasing the Role of Patient Support and
Psychosocial Care

(Emanuela Chiarini, Montichiari, Brescia, Italy)

The role of the MS nurse in Italy needs to evolve and is in a phase
of substantial change. The MS nurses’ role has several domains
including: symptoms manager, patient and family advocate, MS team
collaborator, counsellor and educator. Examples of their diverse roles
include training in bladder control, self-catheterisation for symptom
control and self-injection for patient therapy. In MS, the disease
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evolves and the patient also needs to evolve as the illness progresses.
Multiple sclerosis care lasts throughout the course of the disease
and not just when relapses occur and therefore MS requires a system
of comprehensive care that empowers the patient at all stages.
Comprehensive care in MS is designed to address the medical, social,
vocational, emotional and educational needs of patients and their
families. The team approach facilitates co-ordination of services and
continuity of care. Within this team, MS nurses are in a position to
take a holistic view of the patient and their families and optimise their
quality of life. This type of comprehensive care, however, is limited by
cost cutting, poor appreciation by healthcare organisations and the
separation/non-co-ordination of care facilities.

Communication Skills for the Clinic — Tips and Hints
(Catherine Hood, London, UK)

The ability to communicate effectively with patients is a key skill
required by MS nurses. Good communication requires asking the
patient questions to ascertain their level of understanding and to
recognise patients’ concerns and needs. When treating people with
MS it is important to find out what the patient wants and
accommodate that — the doctor/nurse—patient relationship is a
lengthy one and should be a continued partnership. Decision making
about MS treatment options should be shared with the patient and,
because of this, it is essential to effectively communicate the
differences, advantages and disadvantages of each therapy.
Furthermore, it is important to remember that people with MS are all
different and thus require different treatment and different levels and
types of support. Because MS is a complex and variable disease,
with the need for patients to make lifestyle changes and comply with
long-term medication regimes, there are unique communication
challenges. To overcome some of these challenges, a summary of
helpful tips and hints for communicating in the clinic were presented
and are summarised in Table 3.

Feedback from Discussions of Two Multiple Sclerosis
Case Examples

Two case studies discussed at the symposium emphasised the
importance of good communication skills when treating people with
MS. The first illustrated the challenge of dealing with a patient who
reports that he is fine but, in reality, is in denial and doing badly. In this
instance, it was agreed that communication is a key step in
understanding the patient, determining their true disease status and
addressing their problems, possibly with altered therapy. Another
case example was of a patient who had been living with MS for a long
time and who now has mobility problems after a bad relapse. In this
case, it was agreed that the patient was likely to have SPMS and
would need help with various matters including work problems,
finances, wheelchairs, incontinence and end-of-life issues. Effective
communication with the patient is essential to help maintain quality of
life and support carers at this stage of the disease. An overview
of these cases and consensus responses is given in Table 4.

Summary of Conference Posters

A series of studies, conducted by participating nurse groups from
various clinical centres, were presented as posters, mostly focusing
on the substantial improvements that could be gained from greater
communication with patients and providing enhanced support leading
to better treatment adherence (see Table 5). The MS-NEED study was
a large-scale telephone survey of 280 nurses from the Czech
Republic, Finland, Germany, ltaly, Poland and the UK that determined

EUROPEAN NEUROLOGICAL REVIEW



The Evolving Role of the Multiple Sclerosis Nurse — Implications of Future Management Directions

the wide range of roles and responsibilities adopted by MS nurses
and their importance in patient management (see Figures 3 and 4).
Although this study highlighted the leading role that MS nurses take in
patient management, some respondents felt that standards of care
in MS are not well maintained at all treatment centres and that
marked differences in practice exist between the countries included.
The study also indicated the need for a consensus framework to
define roles and responsibilities, to establish best practice and
to ensure improved outcomes in MS across Europe.

conclusions

As novel MS therapies are introduced and new patient treatment
strategies emerge, the role of the MS nurse is constantly evolving. They
must be knowledgeable about advances in MS treatments and have
expertise in the newest therapies for symptom management. Coupled
with this, the role of the MS nurse now involves patient education,
clinical practice, research and patient support, and advocacy. Multiple
sclerosis nurses need to adopt a holistic approach and treat the entire

patient, not just one aspect of MS. In addition, it must be remembered
that people with MS are all different and thus require different
treatments and different levels and types of support. Advances such
as the introduction of oral DMTs call for new patient management
strategies to ensure patient compliance and, as the pivotal members
of the team responsible for the treatment management of people with
MS, nurses are often responsible for designing and/or managing these
new strategies. Another key role of the MS nurse is that of educator.
This role is rapidly evolving as the use of tools such as telephone
support lines and online education programmes are introduced as
part of support networks for people with MS. A key component of
patient education and support is effective communication and it was
recognised that MS nurses need to be skilled communicators, however,
in general, there is limited training given for this important aspect of
the job. Finally, an international consensus is required in MS nursing
practice to provide a universally accepted definition of the role of the
MS nurse, recognition of their skills and to provide better outcomes for
people with MS receiving long-term care. B

MS-NEED study group, European nurse survey

study, Clin Ther, 2009;31:1724-36.

36.

Wardell L, Hum S, Laizner AM, et al., Multiple sclerosis

demonstrates significant disparities in nursing of multiple 19. Clifford DB, De Luca A, Simpson DM, et al., Natalizumab- patients” interest in and likelihood of using online health-
sclerosis patients and the need to benchmark standards associated progressive multifocal leukoencephalopathy in care services, Int J MS Care, 2009;11:79-89.

for improved patient care (European Multiple Sclerosis patients with multiple sclerosis: lessons from 28 cases, 37. McGill University, My Toolbox living a healthy life with
Platform), 2011;The Evolving Role of the MS Nurse: Lancet Neurol, 2010,9:438-46. chronic conditions. Chronic disease self-management
Implications of Future Management Directions Athens, 20. FDA, Drug Safety Communication: New risk factor for program, 2012. Available at:http://mytoolbox.mcgill.ca/en/
Greece, 22-24 September. Progressive Multifocal Leukoencephalopathy (PML) index.php (accessed 6 February 2012).

2. Sawcer S, Hellenthal G, Pirinen M, et al., Genetic risk and a associated with Tysabri (natalizumab), 2012. Available at: 38. Korsch BM, Gozzi EK, Francis V, Gaps in doctor-patient
primary role for cell-mediated immune mechanisms in http://www.fda.gov/Drugs/DrugSafety/ucm288186.htm communication. 1. Doctor-patient interaction and patient
multiple sclerosis, Nature, 2011;476:214-9. (accessed 30 January 2012). satisfaction, Pediatrics, 1968;42:855-71.

3. Zuvich RL, McCauley JL, Pericak-Vance MA, et al., Genetics 21. Confavreux C, Vukusic S, Moreau T, et al., Relapses and 39. Zolnierek KB, Dimatteo MR, Physician communication and
and pathogenesis of multiple sclerosis, Semin Immunol, progression of disability in multiple sclerosis, N Engl J Med, patient adherence to treatment: a meta-analysis, Med Care,
2009;21:328-33. 2000;343:1430-8. 2009;47:826-34.

4. Cantorna MT, Vitamin D and multiple sclerosis: an update, 22. Devonshire V, Arbizu T, Borre B, et al., Patient-rated 40. Abdel-Tawab N, Roter D, The relevance of client-centered
Nutr Rev, 2008;66:5135-8. suitability of a novel electronic device for self-injection of communication to family planning settings in developing

5. Koch-Henriksen N, Sorensen PS, The changing subcutaneous interferon beta-1a in relapsing multiple countries: lessons from the Egyptian experience, Soc Sci
demographic pattern of multiple sclerosis epidemiology, sclerosis: an international, single-arm, multicentre, Phase Med, 2002;54:1357-68.

Lancet Neurol, 2010;9:520-32. IlIb study, BMC Neurol, 2010;10:28. 41. Lavier A, Berger E, Magnin E, et al., The role of therapeutic

6. Lang HL, Jacobsen H, lkemizu S, et al., A functional and 23. Pozzilli C, Schweikert B, Ecari U, et al., Supportive education in patients with multiple sclerosis in clinical
structural basis for TCR cross-reactivity in multiple strategies to improve adherence to IFN beta-1b in multiple trials. The Evolving Role of the MS Nurse: Implications of
sclerosis, Nat Immunol, 2002;3:940-3. sclerosis - results of the BetaPlus observational cohort Future Management Directions Athens, Greece, 22-24

7. Wingerchuk DM, Environmental factors in multiple study, J Neurol Sci, 2011,307:120-6. September, 2011.
sclerosis: Epstein-Barr virus, vitamin D, and cigarette 24. Verdun di Cantogno E, Russell S, Snow T, Understanding 42. Moberg J, Jespersen V, Relapse information for patients
smoking, Mt Sinai J Med, 2011,78:221-30. and meeting injection device needs in multiple sclerosis: a with multiple sclerosis. The Evolving Role of the MS Nurse:

8. Chun J, Hartung HP, Mechanism of action of oral survey of patient attitudes and practices, Patient Prefer Implications of Future Management Directions Athens,
fingolimod (FTY720) in multiple sclerosis, Clin Adherence, 2011;5:173-80. Greece, 22-24 September, 2011.

Neuropharmacol, 2010;33:91-101. 25. Buttmann M, Rieckmann P, [Practical advice for a safe, 43. Liban D, Villemin Y, Debouverie M, LORSEP standardisation

9. Miller A, O'Connor P, Wolinsky JS, et al., Clinical and MRI effective and well tolerated therapy of multiple sclerosis], of methulprednisolone bolus administration procedures in
outcomes from a phase Il trial (TEMSO) of oral MMW Fortschr Med, 2006;Spec no. 2:49-50, 2-3. the home setting. The Evolving Role of the MS Nurse:
teriflunomide in multiple sclerosis with relapses, 26. Treadaway K, Cutter G, Salter A, et al., Factors that Implications of Future Management Directions Athens,
Neurology, 2011;76. influence adherence with disease-modifying therapy in MS, Greece, 22-24 September, 2011.

10. Comi G, Abramsky O, Arbizu T, et al., Oral laquinimod in J Neurol, 2009;256:568-76. 44. Assand N, Ensuring adherence to treatment without
patients with relapsing-remitting multiple sclerosis: 36- 27. Kozubski W, Autoinjector improves injection-related compromising quality-of-life of MS patients: a challenge to
week double-blind active extension of the multi-centre, tolerability issues in patients with multiple sclerosis — nurses. The Evolving Role of the MS Nurse: Implications of
randomized, double-blind, parallel-group placebo- exploring the new Extavilect™ 30G System for the injection Future Management Directions Athens, Greece, 22-24
controlled study, Mult Scler, 2010;16:1360-6. of interferon beta-1b, Eur Neurol Rev, 2010;5:77-81. September, 2011.

11. Anon, Trial watch: Phase Il success for Biogen's oral 28. Beck CA, Metz LM, Svenson LW, et al., Regional variation of ~ 45. Debouverie BE, Liban N, Villemin Y, et al., LORSEP efficacy
multiple sclerosis therapy, Nat Rev Drug Discov, 2011;10:404. multiple sclerosis prevalence in Canada, Mult Scler, of a multidisciplinary procedure when telling patients

12. Merck Serono: Regulatory update on Cladribine tablets. 2005;11:516-9. about their multiple sclerosis (MS) diagnosis. The Evolving
Available at: http://www.merckserono.net/ 29. Hader WJ, Elliot M, Ebers GC, Epidemiology of multiple Role of the MS Nurse: Implications of Future Management
corp.merckserono_2011/en/images/20110622_en_tcm1494 sclerosis in London and Middlesex County, Ontario, Directions, Athens, Greece, 22-24 September, 2011.
_76074.pdf?Version= (accessed 6 February 2012). Canada, Neurology, 1988;38:617-21. 46. Bocwinska D, Patients' meetings in South Poland. The

13. Kappos L, Radue EW, O'Connor P, et al., A placebo- 30. Poppe AY, Wolfson C, zhu B, Prevalence of multiple Evolving Role of the MS Nurse: Implications of Future
controlled trial of oral fingolimod in relapsing multiple sclerosis in Canada: a systematic review, Can J Neurol Sci, Management Directions Athens, Greece, 22-24
sclerosis, N Engl J Med, 2010;362:387-401. 2008;35:593-601. September, 2011.

14. Cohen JA, Barkhof F, Comi G, et al., Oral fingolimod or 31. Karampampa K, Gustavsson A, Miltenburger C, et al., 47. Berlfein M, Zolotaryov D, Telephone support for patients as
intramuscular interferon for relapsing multiple sclerosis, Treatment Experience, Burden, and Unmet Needs an improving factor in quality of treatment. The Evolving
N Engl J Med, 2010;362:402-15. (TRIBUNE) in multiple sclerosis: the costs and utilities of MS Role of the MS Nurse: Implications of Future Management

15. Novartis, Fingolimod - Response According to Coping - patients in Canada, J Popul Ther Clin Pharmacol, Directions, Athens, Greece, 22-24 September, 2011.
Evaluation (GRACE), 2011;NCT01420055. Available at: 2012;19:€11-25. 48. lakob C, loanovici N, Maria V, Supporting MS patients
http://clinicaltrials.gov/ct2/show/NCT01420055?term= 32. Marrie RA, Yu N, Blanchard J, et al., The rising prevalence taking injectable disease modifying agents: case report.
NCT01420055&rank=1 (accessed 6 February 2012). and changing age distribution of multiple sclerosis in The Evolving Role of the MS Nurse: Implications of Future

16. Kappos L, Freedman MS, Polman CH, et al., Long-term Manitoba, Neurology, 2010,74:465-71. Management Directions Athens, Greece, 22-24
effect of early treatment with interferon beta-1b after a 33. Roberts J, Browne GB, Streiner D, et al., The effectiveness September, 2011.
first clinical event suggestive of multiple sclerosis: 5-year and efficiency of health promotion in specialty clinic care, 49. Toufexis J, Right patient? Right service? How to
active treatment extension of the phase 3 BENEFIT trial, Med Care, 1995,33:892-905. individualise? A further relapse or future relapses. The
Lancet Neurol, 2009;8:987-97. 34. Parker D, Beach B, Care plan to improve adherence to Evolving Role of the MS Nurse: Implications of Future

17. Galetta SL, Markowitz C, Lee AG, Immunomodulatory glatiramer acetate among patients at risk of nonadherence, Management Directions Athens, Greece, 22-24
agents for the treatment of relapsing multiple sclerosis: a Int J MS Care, 2007,9:72. September, 2011.
systematic review, Arch Intern Med, 2002;162:2161-9. 35. Lejbkowicz I, Paperna T, Stein N, et al., Internet usage by 50. Harris C, Working in a multidisciplinary team: tips for

18. Ebers GC, Reder AT, Traboulsee A, et al., Long-term patients with multiple sclerosis: implications to success. The Evolving Role of the MS Nurse: Implications

follow-up of the original interferon-beta1b trial in multiple
sclerosis: design and lessons from a 16-year observational

EUROPEAN NEUROLOGICAL REVIEW

participatory medicine and personalized healthcare, Mult
Scler Int, 2010;2010:640749.

of Future Management Directions Athens, Greece,
22-24 September, 2011.

55



	EU_Neuro_46
	EU_Neuro_47
	EU_Neuro_48
	EU_Neuro_49
	EU_Neuro_50
	EU_Neuro_51
	EU_Neuro_52
	EU_Neuro_53
	EU_Neuro_54
	EU_Neuro_55

