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Methods
To answer the question “What are the key learning and practice needs of nurses 
involved in the treatment and management of MG?” we conducted:

The Steering Committee comprised six nurses with specialized experience in MG care 

Abbreviations: APP, advanced practice provider; CPD, continuing professional development; HCP, healthcare professional; ICU, intensive care unit; MDT, multidisciplinary team; MG, myasthenia gravis;  
MS, multiple sclerosis; PCP, primary care physician.
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Background
Nurses with specialized disease knowledge 
have an integral and diverse role in providing 
coordinated care and support to patients, 
as part of a multidisciplinary team1,2

MG is a rare, chronic, autoimmune 
neuromuscular disease characterized by 
fluctuating and fatigable muscle weakness3,4

Due to the heterogeneity of MG, a multidisciplinary 
team is essential for effective patient management1

	— It follows that nurses with specialized experience in 
MG care are an essential part of the MG clinical team

The importance of the role of the nurse in 
MG management, as described by physicians 
specializing in the treatment of patients with MG:

Objective: This learning needs assessment aimed 
to elucidate the educational needs and professional 
practice gaps of nurses caring for adults with MG

“In our clinic, a neuromuscular physician 
[diagnoses] all the new patients...Then our APPs 
take over the day-to-day management...get to 
know the patients well and provide them with 
support on all aspects of their MG care...They also 
bring their expertise to our research activities...
This arrangement allows the doctors to have time 
to see new patients expeditiously and to initiate 
treatment with the least delay. I travel frequently 
and am absolutely confident that my patients are 
in expert hands when I am not in the clinic.”

Professor Vu,  
University of South Florida, USA

“Having a nurse with specialist MG knowledge 
has enhanced the care we provide to our 
patients living with MG. We can share 
workload, enabling closer monitoring 
of our patients, and better address their 
medical, social and psychological needs.”

Dr Burke,  
University Hospital Southampton, UK

Summary

Nurses have an important, 
multifaceted role, bringing unique 
perspectives to patient care

There is an urgent need for tailored 
nurse-specific resources in MG

The development of targeted 
educational resources for nurses 
involved in the management of 
patients with MG will facilitate 
their professional development, 
help to clarify the MG nurse 
career path, and ultimately 
improve disease management

The MG Global Nurse Steering 
Committee is a dedicated community 
of nurses with specialized experience 
in MG who are working to develop 
resources, exchange ideas and 
solidify the importance of the 
nurse in MG management

Nurses fulfilled roles as coordinators, educators 
and patient advocates, but reported an absence of 
educational provisions throughout their career

Results
The literature search yielded 24 articles (17 reviews, 
five primary research reports, one clinical practice 
guideline and one case review), which were analyzed 
to identify system, practice, knowledge and skills gaps

Five overarching themes, each with a number of 
subthemes, were identified from thematic analysis 
of the semi-structured interviews with six nurses 
(UK: n=2; Spain: n=1; USA: n=2 and Japan: n=1)

	 In total, 17 of the retrieved articles from the 
literature search mapped to these overarching 
themes or the identified subthemes

	 The overarching themes of individual professional 
development and self-perceived challenges and 
learning needs which both highlighted the individual 
experiences and needs of the interviewed nurses, 
were uniquely reflected in the interviews

Self-perceived 
challenges and 
learning needs 
remain unaddressed

Gaps in personal 
knowledge

Lack of resources to 
support conversations 
with patients and 
families

Unmet CPD needs 
(e.g., complex MG 
cases, bone health, 
women’s health and 
immunology)

“…things like women’s health, 
family planning and particularly 
menopause…how on earth do 
you cope with that when you've 
got MG as well?”

3.
Nurses with 
specialized knowledge 
in MG play a 
multifaceted role

Patient educator

Medication adherence

Invisible beacon

Advocate, 
key coordinator, 
sense-maker and 
patient navigator

Literature finding
Nurse role and presence in 
the community and the ICU 
(Pugh, 2019;
Carruthers, 2018)

Literature finding
Nurse role in educating 
patients’ families/caregivers 
(Ates, 2018; Shrestha, 2024) 
and improving self-e�cacy 
(Shen, 2023)

“I will o�en liaise with all the 
di�erent teams…”

“…without me they [patients] 
would walk out feeling 
completely bamboozled.”

2.
MDT challenges 
and learning 
needs remain 
unaddressed

Shortage of education 
for non-MG 
specialized HCPs

Changes to medication 
by non-MG specialized 
HCPs, without 
consultation

Challenge in quickly 
identifying reputable, 
relevant information at 
the time of need

Literature finding
Clinical care and knowledge 
gaps (Deters, 2019; McGinnis, 
2019; Fernandes, 2018; 
Zuercher, 2019; Chen, 2024; 
Guilding, 2023; Barth, 2020)

Literature finding
Education or training need for 
nurses or nursing students 
(Shrestha, 2024;
Fernandes, 2018; Guilding, 2023; 
Erfani, 2022; Avery, 2021)

“Patients are getting put on 
inappropriate antibiotics and 
other medications that can 
worsen them.”

4.
Lack of individual 
professional 
development 
opportunities 

Lack of a defined 
career path for nurses 
to specialize in MG

Absence of 
educational provision 
about MG

Professional 
development gained 
through ‘on-the-job 
experience’

Reliance on expert 
peers for specialized 
MG education

Required to be 
self-starting and highly 
motivated

Lack of educational 
provision compared 
with other diseases

“I'm jealous of my MS 
colleagues…they seem to
always be at some educational 
program somewhere.”

1.

Number of articles 
mapped to each theme

Nurses have 
perceived learning 
solutions and 
preferences

Establishment of 
MG-specific 
educational events
and networks

Removal of barriers to 
the uptake of learning 
provisions

Development of 
educational tools for 
specialized and 
non-MG specialized 
HCPs

Literature finding
Approaches to education 
provision (Guilding, 2023; 
Casolla, 2021; Fink, 2023; 
Luchi, 2019)

“…nurses with experience of 
MG get together to talk about 
what kinds of patients we have… 
if we have a gathering of these 
types of nurses and we can talk 
to each other in a workshop it 
would be really great.”

5.

0
articles

0
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*The MG Global Nurse Steering Committee guides the development of nurse-specific materials for MG on the Rare Disease Connect in Neurology website.

? Qualitative semi-structured interviews

One-to-one 60-minute interviews between 
September 19, 2023 and November 22, 2023 
with nurses from an MG Global Nurse 
Steering Committee*

Interviews were analyzed using 
principles of thematic analysis

A literature search

Across four databases to identify 
articles published since 2018; 
search terms included “myasthenia 
gravis” and “nurse” (July 8, 2024)

Retrieved articles from the literature search 
were analyzed to identify system, practice, 
knowledge and skills gaps and (where possible) 
mapped to the interview themes 

Please use this QR code 
to access nurse-specific 

resources developed by the 
MG Global Nurse Steering 

Committee.

Please use this QR code to 
download a PDF of the poster.

These data were previously presented at the Immunoglobulin National Society 14th National Conference, Dallas, TX, USA; October 16–19, 2025
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