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0 ver the past decade, basic and clinical research has provided greater insight into the
pathophysiology of multiple sclerosis (MS) and the impact of early intervention with
disease-modifying therapies. Long-term data regarding these therapies indicate that relapse con-
trol and delay in disability progression can continue for years with consistent use. Still, for some
patients, the effect of disease-modifying therapy is suboptimal, or ineffective for progressive forms,
and the disease course results in many symptoms and functional disability. The unpredictability of
this illness requires lifelong management that utilizes a multidisciplinary team approach.

The current health care environment, with its focus on best practices, evidence-based practice,
patient outcomes, and cost-effective care, is suited to the expertise and leadership skills of
advanced practice nurses (APNs). The many components of the APN’s role provide specialized
skills and knowledge that are an asset in this milieu and are essential in helping patients manage a
chronic illness such as MS. The multiple sclerosis advanced practice nurse (MS APN) has emerged
as a nursing leader who accepts accountability and responsibility for evidence-based practice and
best patient outcomes. As such, the MS APN is best equipped to recognize, understand, practice,
and interpret these concepts for the broader community of MS professionals and caregivers.
Providing high-quality, consistent care and adding to the body of nursing knowledge require that
the role of the MS APN be well defined, described, and validated through nursing research.

With that goal, the International Organization of Multiple Sclerosis Nurses (IOMSN)
convened an Advanced Practice Nurse Advisory Consensus Meeting to define the MS APN's
roles, domains, and practice competencies related to MS care, primary care needs, and patient
outcomes. This monograph, the third in a series focusing on MS nursing, builds on earlier works
and summarizes the roles, domains, and competencies of the MS APN.

The first monograph described key issues in promoting adherence; detecting, assessing,
and maximizing cognitive function; and empowering patients to optimize their quality of life.
The second monograph addressed the evolving role of nurses in this field, describing a philoso-
phy and framework, domains and competencies, best practices in disease management and
treatment, and opportunities for research. In this monograph, advanced practice nursing in MS is
presented as an internationally recognized branch of nursing that is now specialized and certified.
This monograph expands on this structure and explores the domains and practices of APNSs,
both in general and specifically in MS.

This monograph is divided into six sections: (1) Overview of Multiple Sclerosis, (2) Nursing
Care in Multiple Sclerosis, (3) Domains of Practice in Multiple Sclerosis Care, (4) Application to
Practice, (5) Primary Care Needs in Multiple Sclerosis, and (6) Measuring Outcomes.

This monograph presents an expert consensus on APN role definition and clarification that
will help to validate and perpetuate the role of the APN in MS care throughout the world and,
ultimately, benefit those people who are affected by MS.

r ., \ ."l o
G.-Liu_n Kana®s
Colleen J. Harris, RN, MN, MSCN

Chair, Education Committee
International Organization of Multiple Sclerosis Nurses
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A n ever-increasing body of medical, nursing, and scientific knowledge has changed the face

of health care, demanding advanced training, expanded skills, specialized certification, and
increasingly expanded responsibility and accountability. Because of the way these changes impact
the care of patients with multiple sclerosis (MS), advanced practice nurses (APNs) who focus on
MS care met at Niagara-on-the-Lake, Ontario, Canada, in September 2002 with two goals:

(1) to identify and validate the multidimensional nature of the care they provide for patients with
MS and (2) to build upon the domains of basic MS nursing recently promulgated by the Interna-
tional Organization of Multiple Sclerosis Nurses (IOMSN).

A monograph capturing the results of their discussions at that meeting was published in 2003
(see page 4 for a complete listing of workshop groups and respective members). It focused on
three key areas:

|) defining the domains and roles of the APN in MS care,

2) identifying the importance of the primary care needs of patients and determining the role
of the APN in addressing those needs, and

3) measuring the effectiveness of the outcomes of APN care.

To underscore the considerations of the advanced training, expertise, and responsibilities of
APNs, the monograph explored the ways in which APNs complement the contributions of other
nursing specialties and MS health care team members.

This monograph, the second edition of the 2003 publication, builds on the framework of that
initial work and incorporates new findings, actions regarding drug safety, and relevant data pub-
lished in the literature or reported at scientific sessions since then. It also emphasizes the unique
problems related to MS as a lifelong disease that requires a multidisciplinary approach to its over-
all management. It focuses on issues such as the long-term safety and efficacy of the immuno-
modulators, adherence to therapy to enhance outcomes, and the crucial role of the APN in
these challenges to the health care system.

This edition contains additional material not included in the original, such as a new list of
relevant references and a revised table summarizing current knowledge along with nursing
implications.

This monograph, along with the previous work, is dedicated to our patients and their families
for whom we strive to make things better; in the hope that one day there will be a cure or, at
least, a permanent curbing of the devastating effects of MS.
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DEFINITION AND DIAGNOSIS

Multiple sclerosis (MS) affects an estimated 400,000 people
in the United States and approximately 50,000 in Canada."?
MS typically is diagnosed in early adulthood (most commonly
between the ages of 20 and 50) and has a variable course,
with about half of patients experiencing significant difficulty
with ambulation within 15 years after disease onset.?

The course of MS is relapsing-remitting, secondary-
progressive, progressive-relapsing, and primary-progressive.*
Most individuals (approximately 80%) begin with a relapsing-
remitting course of MS. Relapsing-remitting MS is character-
ized by periods of time with neurological symptoms
separated by periods of time with stability of symptoms.
Common early symptoms are sensory disturbances, unilat-
eral optic neuritis, double vision, limb weakness, clumsiness,
and bladder and bowel problems; fatigue is also common.?
Cognitive impairment, depression, emotional lability, progres-
sive quadriparesis, tremors, spasticity, and other signs of cen-
tral nervous system dysfunction may develop and become
problematic.’

The diagnosis of MS is based on established clinical and
laboratory criteria.®> The McDonald criteria for diagnosis,
published in 2001, are an effort to simplify the diagnostic
process of MS and to incorporate magnetic resonance imag-
ing (MRI) into the diagnosis.> The outcomes of the diagnos-
tic process should yield possible MS, definite MS, or an
exclusion of MS. Diagnosis continues to require two attacks
separated in space and time, but can utilize MRI to establish
new disease activity. The criteria still require that other diag-
noses be ruled out before determining a definite MS diagno-
sis. Cerebrospinal fluid analysis and evoked potential studies
may still be employed to provide paraclinical evidence of the
disease, although their use today is less frequent than in the
past.

EVOLUTION OF MS CARE PATTERNS

MS care patterns have evolved significantly in recent
decades. In the 1970s and 1980s, the care pattern was
focused primarily on palliative care and alleviation of symp-
toms. However, in the late 1990s, disease management
options and the scope of useful interventions were greatly
expanded with the development of the immunomodulatory
therapies, along with refinements in diagnostic and monitor-
ing technologies.

Advanced Skills, Advancing Responsibilities

Today, health care professionals have a more comprehen-
sive perspective and a more proactive approach toward
treating patients with MS. This approach encompasses
everything from improving earlier diagnostic efforts to maxi-
mizing overall wellness. At the foundation of all MS treat-
ment is the formalized appreciation of the fact that patients
and their significant others are active partners in the care
process.

According to the Consortium of Multiple Sclerosis
Centers’ Recommendations for Care, because MS is a life-
long disease for which there is currently no cure, the health
care team treating patients with MS should seek to provide
a comprehensive approach to disease management, which
takes into consideration the patient’s, and his or her family's,
medical, social, vocational, emotional, and educational needs.6
The goal of this comprehensive, integrated approach is to
empower patients and their families to maximize independ-
ent functioning and quality of life and to prepare them for
the adaptations that will come with changes in physical func-
tioning. The reach of this integrated care extends beyond
the walls of the health care office(s) and into the patient’s
centers of being (eg, home and work environments) and
carries across the time continuum for the duration of the
patient’s life.

EVOLUTION OF MS TREATMENT AND ESTABLISHED
EXPECTATIONS

The goals of MS treatment have now been expanded to
include managing neurological symptoms, reducing relapse
rates, slowing disease progression, and preventing the
disability that results from relapse and disease progression.”
These expanded goals depend on heightened expectations
for medications, which must be effective and well tolerated
over the long term.

Corticosteroids

Corticosteroids are thought to be beneficial in the treat-
ment of acute MS relapses, as they may accelerate recovery
from relapse symptoms.>’ However; they are not effective in
sustaining the positive long-term outcomes of reducing
relapses and resultant disability.” Long-term use of cortico-
steroids can also lead to complications, such as cataracts
and osteoporosis; therefore, only short courses of cortico-
steroids are recommended during acute episodes.

E
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Disease-Modifying Therapies

The disease-modifying therapies (DMTs) approved by

the Food and Drug Administration (FDA) in the 1990s
fundamentally changed the philosophy of MS care from a
paradigm of palliation and reduction of inflammation to a
paradigm of prevention of long-term disability.8? In contrast
to corticosteroids, the immunologic activities of the DMTs
diminish new MRI activity, reduce the number of relapses,
and, depending on the agent, have demonstrated a positive
effect on disability. Although DMTs do not constitute cures,
they hold significant promise for altering the natural history
of MS. In conjunction with ongoing care and support by
health care professionals, these treatments offer patients
options that help sustain hope and facilitate an acceptable
quality of life.

The DMTs currently approved for use in the United
States and Canada to treat MS include four immunomodula-
tors: glatiramer acetate (Copaxone®) and the interferon
(IFN) products—intramuscular IFN B-1a (Avonex®), subcu-
taneous IFN B-1a (Rebif®), and IFN B-1b (Betaseron®).
Glatiramer acetate is indicated for relapsing-remitting MS,
and the interferons are used to treat relapsing forms of MS.
Dosing and administration information, key efficacy and MR
findings, side effects, label warnings, and nursing implications
for each of these agents are summarized in Table [,'0-3>
(In Canada, IFN B-1b and subcutaneous IFN B-1a are also
approved for use for secondary-progressive MS.) The four
immunomodulatory agents are most effective during the
early stage of MS, when they may limit axonal injury and
delay late deterioration.? The immunosuppressant mito-
xantrone (Novantrone®) is also approved to treat MS and
can be used in combination with methylprednisolone to treat
secondary-progressive, progressive-relapsing, and abnormally
worsening relapsing-remitting MS.

Randomized clinical trials have shown that glatiramer
acetate and the interferons have favorable effects on MS
relapses, disease activity as monitored by MRI, and sustained
disability in a significant proportion of patients.'>!6.20.2629
Other randomized studies have demonstrated that initiating
IFN B-1a therapy at the first sign of clinical demyelination
can significantly delay the development of clinically definite
MS in patients who have had a first episode of neurological
dysfunction.'*3>

Long-term data have demonstrated the sustained
safety and clinical and MRI benefits of the immunomo-
dulators.17.1822.2529-31,34

Four-year data from the Prevention of Relapses and
Disability by Interferon B-1a Subcutaneously in Multiple
Sclerosis (PRISMS) trial of subcutaneous IFN 3-1a showed
that the benefits of active treatment were maintained in the
group that had received the drug from the beginning of the

trial on.!” Patients who originally received placebo but
crossed over to active therapy had fewer relapses and less
disease activity and lesion burden on MRI scans than they
had during the placebo-controlled phase. The patients who
had received active treatment all along had consistently bet-
ter efficacy outcomes at 4 years than the crossover group.

A noncontinuous /- to 8-year follow-up involving 68%
of the patients originally randomized in the PRISMS study
found that the favorable benefit occurred in patients who
came back for follow-up at points up to the 8-year mark and
who received subcutaneous IFN B-1a three times a week
compared with natural history cohorts, particularly in the
patients from the 44-llg group.'8%?

In early 2005, preliminary data were presented on the
noncontinuous | 6-year follow-up of patients in the pivotal
trial of IFN B-1b.3* Two hundred and thirty-four (63%) of
the 372 patients who had participated in the original
placebo-controlled, |04-week North American RRMS
study?® were identified as being either alive (89%; n = 209)
or deceased (I 19%; n = 25). Forty-two percent (n = 99) were
ambulatory, while 19% (n = 43) required a wheelchair or
were bedridden. These preliminary results suggested that
patients receiving 250 pg of the drug during the controlled
phase of the trial were more likely to be ambulatory in the
long term than placebo patients. It should be noted that
these data are complicated by the fact that the patient
follow-up was not continuous; only five patients in the origi-
nal trial completed the fifth year of study.

Of the DMTs used to treat MS, glatiramer acetate has
the most serially collected data in the clinical trial setting
and the longest duration of continuous follow-up: 6 years,

8 years, and 10 years.”?3! Open-label follow-up data on dis-
ability and safety status have been collected every 6 months
and during suspected relapses. At 6 years, in Group A, the
study arm in which patients received glatiramer acetate from
randomization, the majority of patients had a steady decline
in relapse frequency and improvement in, or stabilization of,
Expanded Disability Status Scale (EDSS) scores. In Group B,
the study arm in which patients received placebo and then
crossed over to treatment with glatiramer acetate after a
mean of 30 months, patients showed less of a decline in
relapse frequency than those in Group A until after they
switched to active treatment with glatiramer acetate. Group
B did not do as well as Group A with regard to degree of
disability, which was measured every 6 months. As the study
investigators pointed out, delaying active therapy increased
the risk of neurological disability in these patients.

Investigators involved in the 6-year study subsequently
published their findings in the same patients after 8 years
of controlled observation: the results were similar to those
seen at 6 years with regard to relapse frequency and degree
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TABLE I|. Disease-Modifying Drugs'%-3>

Interferons

Glatiramer acetate

Interferon B-la

Interferon B-la Interferon B-la

Mitoxantrone

implications

reactions

* Ensure that drug is given SC
only

* Educate regarding potential
side effects, problem solving,
and available resources

expectations of therapy

* Monitoring for injection-site
reactions, liver and blood
abnormalities, neutralizing
antibodies

+ Observe for depression,
suicidal ideation

* Educate regarding potential
side effects, problem solving,
and available resources

(Copaxone®) (Avonex®) (Rebif®) (Betaseron®) (Novantrone®)
Type Polypeptide mixture Recombinant protein Recombinant protein Recombinant protein Antineoplastic anthracenedione
Indication (US) Reduction of relapse frequency ~ Reduction of relapse Reduction of relapse Reduction of relapse frequency Reduction of relapse frequency
in RRMS frequency and slow frequency and slow in relapsing forms of MS and neurological disability in SPMS,
accumulation of disability accumulation of disability PRMS, or abnormally worsening
in relapsing forms of MS in relapsing forms of MS RRMS
Route SC injection IM injection SC injection SC injection 5- to |5-minute IV infusion
Administration Daily Weekly 3 x/week Every other day Every 3 months
Dosage (US) 20 mg 30 ug 44 g 0.25 mg 12 mg/m? (cumulative dose
not to exceed 140 mg/m?)
Duration of 10+ years 2 years 7-8 years (noncontinuous) 16 years (noncontinuous) 2 years
follow-up
Key efficacy In RRMS: In RRMS: In RRMS: In RRMS: In SPMS and PRMS:
findings * 72% reduction in relapse rate  * 18% reduction in annualized ~ *29%-32% reduction in relapse  * 30% reduction in relapse rate * Reduction in mean number of
over 6 years relapse rate at 2 years rate at 2 years which decreased  at 5 years relapses/patient at 2 years versus
* Ongoing reduction in relapse  * 37% lower risk for progressively with each year on * Reduction in annual placebo: 0.73 for 5 mg/m?, 0.40
rate at 8-10+ years progression of disability therapy through year 4 relapse rate for 12 mg/m?2 vs 1.20 for
* Significant delay in progression I N + Significant reduction in * Reduction in rate of placebo
e ; n monosymptomatic patients: fo R f B f g
of disability or no progression Siani 3 disability, and time to severe relapses * Reduction in progressive
. o * Significant delay in development . s . Ry
over 6 years in 69.3% of £ clinically definite MS sustained disability progression disability
latiramer acetate patients; of clinically definite significantly prolonged in .
g ] f . In SPMS and worsening RRMS*:
crossover patients who delayed interferon B-la SC compared + Reduction in relanse rate and
treatment had more frequent with crossover patients : apse !
- progression of disability at
relapses and significantly greater S
) A In monosymptomatic patients: 6 months
risk of disability - ;
) . . * Significant delay in development
* Ongoing delay in progression of clnically definite MS
of disability at 810+ years
MRI findings * Significant reduction in lesions I RRMS: » Significant reduction in * Reduction in rate of In SPMS and PRMS:
(40% at 9 months; 54% at * 50% fewer Gd-enhancing active lesions on MRI new and/or active lesions * Fewer patients with new lesions
18 months); overall 34.2% lower  lesions at 2 years sustained through 8 years detected by MRI at 2 years
AL Ie§ (2 GIEEre In monosymptomatic patients: e et In SPMS and worsening RRMS*:
burden for patients alwayson | Relative reduction in brai “F . ith new lesi
e Ao e elative reduction in brain ewer patients with new lesions
gla ) lesion volume, fewer new or at 6 months
with crossover patients larging lesi df
« Sionifi duction in the enlarging lesions, and fewer
ignificant reduction in t
. . Gd-enhancing lesions at
proportion of lesions that 18 months
evolve into black holes and,
hence, brain tissue
disruption/loss
Common * Injection-site reactions * Mild flu-like symptoms * Mild flu-like symptoms * Flu-like symptoms * Nausea
side effects/ * Systemic post-injection * Muscle aches * Muscle aches * Injection-site reactions and + Alopecia
warnings reaction * Decreased peripheral blood * Anemia necrosis * Menstrual disorders/amenorrhea
* For SC use only counts * Injection-site reactions * Anaphylaxis + URl or UTI
* Headaches * Anaphylaxis * Depression and suicide may + Cardiotoxicity, CHF and
* Anaphylaxis * Depression, suicide ideation, or  occur, warranting treatment decreases in LVEF
* Depression and suicide may suicide may occur, warranting cessation + Secondary AML
occur, warranting treatment treatment cessation * Menstrual disorders * For IV use only
cessation * Hepatic injury, including * Mild neutropenia, anemia, and
* Hepatic injury, including hepatic failure thrombocytopenia
hepatic failure * Abnormal liver function; blood
testing for leucopenia and liver
and thyroid function is required
Nursing * Monitoring for injection-site * Helping patient establish * Monitoring for injection site-  * Monitoring for injection- * Monitoring for evidence of

site reactions, liver and blood
abnormalities, neutralizing
antibodies

+ Observe for depression,
suicidal ideation

* Educate regarding potential
side effects, problem solving,
and available resources

reactions, liver and blood
abnormalities, neutralizing
antibodies

+ Observe for depression,
suicidal ideation

* Educate regarding potential
side effects, problem solving,
and available resources

cardiotoxicity, CHF, and
decreases in LVEF; evaluation
of LVEF by echocardiogram or
MUGA should be conducted prior
to each course of treatment

* Monitoring for IV infusion-site
reactions and signs of extravasation

* Ensure that drug is never given SC,
IM, or intra-arterially

+ Educate regarding potential side
effects, problem solving, and
and available resources

* Hematologic and hepatic function
tests performed prior to each
course of treatment

* Pregnancy tests for women prior
to each course of treatment

AML, acute myelogenous leukemia; CHF, congestive heart failure; IM, intramuscular; IV, intravenous; LVEF, left ventricular ejection fraction; MUGA, multi-gated radionuclide angiography; PRMS, primary-relapsing MS; RRMS, relapsing-

remitting MS; SC, subcutaneous; SPMS, secondary-progressive MS; URI, upper respiratory infection; UTI, urinary tract infection.
*In combination with methylprednisolone
Prescribing information for each of the drugs listed here was used to prepare this summary table, as were other sources as noted.
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of disability, reinforcing the importance of early initiation and
continued therapy.*° These investigators also point out that
the majority of patients recruited in 1991 continue to self-
inject the drug daily, a testament to its safety, tolerability, and
perceived and real efficacy. Moreover, several of the investi-
gators involved in the 6-year study presented data that con-
firmed both the previous findings and that, after a decade
of use, the safety and efficacy of glatiramer acetate were
maintained.?!

The interferons, glatiramer acetate, and mitoxantrone
achieve their therapeutic effects by different mechanisms of
action. As a consequence, the agents produce different side
effects (Table |). Most of these side effects are mild to mod-
erate, usually subsiding within the first few months after
treatment initiation. However, some side effects can be seri-
ous and require monitoring or extra caution. For example,
treatment with mitoxantrone requires monitoring for signs
of cardiotoxicity, while treatment with the interferons
requires periodic blood tests to detect blood count or liver
abnormalities and observation for signs of depression and
suicidal ideation.

Accelerated FDA approval of natalizumab (Tysabri®,
formerly known as Antegren™) occurred on November 23,
2004, for the treatment of relapsing forms of MS. The drug, a
monoclonal antibody that is an integrin antagonist, is given

by intravenous infusion once every 4 weeks and represented
a class of drug not previously used in MS. One-year efficacy
results from the 2-year Natalizumab Safety and Efficacy in
Relapsing-Remitting Multiple Sclerosis (AFFIRM) study and
efficacy findings from the Safety and Efficacy of Natalizumab
in Combination With Avonex (interferon B-1a) in Patients
With Relapsing-Remitting Multiple Sclerosis (SENTINEL)
study were sufficiently favorable to warrant FDA approval.363/
However, on February 28,2005, natalizumab was voluntarily
withdrawn from the market and its further use in clinical tri-
als suspended following reports of three cases of progres-
sive multifocal leukoencephalopathy (PML), two of them
fatal 2638 Two of the PML cases (one fatal) occurred during
the SENTINEL natalizumab-intramuscular IFN B-Ia trial, and
one case (fatal) was retrospectively identified in a Crohn's
disease trial that was evaluating natalizumab as monotherapy.
PML is a rare, serious, and frequently fatal demyelinating
disease that almost never occurs in persons with normal
immune function. Subsequent to the discoveries of PML and
withdrawal from the market, 2-year data from the AFFIRM
trial were presented, supporting the positive | -year efficacy
findings. Further positive results were also presented for the
SENTINEL trial 3740 At press time, the investigation into the
cases of PML was continuing, and the future of natalizumab
is unknown.
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EMERGENCE OF MS AS A NURSING SPECIALTY

The expanded strategies and approaches to MS treatment
have had dramatic implications for nurses. The role of the
nurse in MS has grown in both depth and breadth to
accommodate the increased need for education and health
care management. The enhanced spectrum of care requires
the abilities of highly skilled nurses who can meet the needs
of patients at any point on the health—illness continuum and
in a range of settings, including primary, acute, specialized,
and rehabilitative care. The variety of MS disease characteris-
tics mandates multidisciplinary care and specialized nursing
care for optimal outcomes. This provides the MS nurse with
many potential opportunities to play pivotal roles in patient
care at many different levels of intervention and interaction.
Such opportunities arise because of the broad range of MS
signs and symptoms, the unpredictable disease course, the
need for long-term treatment and periodic clinical and MRI
assessments, the need for consultation and interaction

with other health professionals in a variety of specialties
and disciplines, and the need for ongoing patient
support.442

To fill this growing need, nurses in MS have become
more specialized, attaining higher levels of knowledge and
more sophisticated skills. In addition, new roles for the MS
nurse have been articulated, new domains defined, and new
certification procedures established by the International
Organization of Multiple Sclerosis Nurses (IOMSN) to rec-
ognize the attainment of expertise and team leadership skill
of the MS nurse.

Founded in 1997, the IOMSN currently has about 1000
members and has established a specialized branch of nurs-
ing, developed standards of nursing care, supported nursing
research, and educated both professional and lay audiences.
Progress in these areas is ongoing; the ultimate goal of the
IOMSN remains improvement in the lives of all those per-
sons affected by MS through the provision of appropriate
health care services. An international certification board was
established as a separate entity in 2001, and the first certifi-
cation examination was administered in 2002. As of 2005,
there are approximately 400 nurses with special certification
in MS nursing, up from about 200 nurses in 2002. During
the same time, numerous advanced practice nurses (APNs)
have become increasingly involved in MS care and research
throughout North America.

EVOLUTION OF THE ROLE OF APNs IN NORTH AMERICA

The concept of specialty nursing was introduced in 1900,
when an article by Dewitt on the development of special-
ized clinical practice within the nursing profession appeared
in the first issue of the American Journal of Nursing.*> Dewitt's
article appeared at a time when hospitals offered their
nurses apprenticeship-model postgraduate courses in areas
such as anesthesia, tuberculosis, dietetics, and surgery.** A
nurse who had completed such a course or one who had
extensive experience and expertise in a particular clinical
area was deemed a specidlist.

As new discoveries in science and medicine were
incorporated into clinical practice, the need for specialization
grew. In the early 1960s, concerns about providing health
care services for the disadvantaged, along with a push for
greater nurse education, spurred the development of the
role of the nurse practitioner (NP).* By the mid-1970s,
more than 500 NP programs existed in the United States.
The American Nursing Association published guidelines for
NPs in 1974, and a credentialing program was developed in
[976.1n Canada, the heavy involvement of the government
in the health care system and the federation structure of the
government impeded the development of the NP However,
by 1993, NP guidelines were established and post-baccalau-
reate programs developed. The first Extended Class Regis-
tered Nurses (RNs; equivalent to NPs) were registered by
the Canadian Nurses Association in 1998.

In the 1970s and 1980s, several state nursing practice acts
fostered both the continued evolution of the NP role and
the contemporary use of the term advanced practice nursing.
As newly defined, the term was meant to encompass NPs
and other advanced nursing specialists, such as certified
registered nurse anesthetists (CRNAs), certified nurse-
midwives (CNMs), and clinical nurse specialists (CNSs). The
state nursing practice acts also served to demonstrate areas
of common ground among the various advanced practice
specialties.*

ROLE OF THE MS APN

The role of the MS APN can be defined as consisting of:
I) administraton,
2) educator,
3) collaboraton,
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4) consultant,

5) researcher,

6) advocate, and
7) expert clinician.

Each of these components is associated with its own set
of responsibilities, functions, and skills. Qualifications neces-
sary to fulfill these components have been identified during
the development of this monograph, along with inherent
constraints that exist.

Administrator

Although not all APNs function as an administrator, the con-
sensus of the advisory group was that this was potentially an
important facet. As an administrator, the MS APN is respon-
sible for staff (including hiring, supervision, and scheduling),
budget, policies and procedures, and quality assurance out-
comes. The administrator component of the MS APN role is
similar in many important ways to the case management and
case outcomes management aspects of the APN role, based
on the competencies of the CNS role.*® As Sparacino points
out, the CNS case manager is involved with, and frequently
directs, resource management and clinical systems develop-
ment. In contrast, the CNS case outcomes manager has
even broader responsibilities, including clinical and financial
analysis, outcomes for a particular patient population, devel-
opment and revision of organizational systems, quality assur-
ance, research, provider education, and development and
implementation of interdisciplinary practice improvements.

Educator

The MS APN is responsible for teaching a variety of audi-
ences about MS, including patients and their families, physi-
cians and allied health professionals, students, employers, and
the community. For the patient and the family in particular,
the MS APN provides information about the following:

* implications of an MS diagnosis
* pathophysiology and natural history of MS
* prognostic indicators (both positive and negative)

* realistic expectations with regard to lifestyle and
treatment options

* pharmacologic management of MS
— disease modification using immunomodulators

— education about current clinical trials and nursing
research in MS care

— symptom and side-effect management

Using their highly specialized knowledge and expertise,
MS APNs can help dispel misconceptions, interpret
research and clinical trial data, help patients make

informed decisions about their care, empower patients
to participate as full partners, and instill hope in patients
and families.

Collaborator

Collaboration is central to the role of any APN and is
essential to optimizing outcomes. The MS APN works with

a variety of disciplines, including physicians, rehabilitation
specialists, and psychologists, to ensure that patients receive
appropriate care and follow-up. Collaboration with other
nurses also leads to increased recognition of nurses as critical
members of the health care team.* The MS APN collabo-
rates with community-based agencies to facilitate access to
services, such as transportation, Meals on Wheels, home care,
and other available community support. In addition, the MS
APN collaborates with industry to develop tools and strate-
gies related to disease modification and technology, such as
intrathecal pumps, assistiv