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Multiple sclerosis (MS) symptom presenta-
tion can be diverse, with an unpredictable 
disease course, creating a need for frequent 

and long-standing health care services from a variety of 
health care professionals, including physicians, physical 
and occupational therapists, and mental health profes-
sionals.1-3 Despite frequent interactions with health care 
providers, people with MS continue to report unmet 
health care needs and dissatisfaction with aspects of their 
current level of care.4-6 Among these reports are concerns 
regarding discontinuity of care, lack of information 
about diagnosis and symptom management, and lack of 
patient-centered care. Indeed, unmet health care needs 
can contribute to ongoing MS symptoms, resulting in 
physical, psychosocial, and occupational consequences 
for people with MS.1

To promote patient-centered care, target improved 
health service access, and, ultimately, improve quality of 
life (QOL), it is essential to identify the unique barriers 
contributing to health care service access for individu-
als with MS. It is also helpful to identify how existing 

aspects of care may facilitate access to health services. 
This knowledge is critical as research has demonstrated 
that removing barriers to MS physical and mental health 
care contributes to improved health-related QOL for 
people with MS.7

The objective of the present study was to conduct a 
scoping review of the current literature to identify both 
the specific barriers that individuals with MS encounter 
when attempting to access multidisciplinary health ser-
vices and the reported facilitators of improved access to 
health services.

Methods
Guidelines outlined by Arksey and O’Malley8 and subse-

quent recommendations by Levac and colleagues9 guided the 
methods for this scoping review. In brief, the research question 
and search strategy were developed, relevant articles were iden-
tified and selected according to exclusion criteria, data were 
extracted and charted, and main themes were identified, as 
described herein.

Search Strategy
The search was guided by the research question, “What 

are the barriers to and facilitators of health service access for 
individuals with MS?” Three databases were searched: MED-
LINE, Embase, and CINAHL. Search terms included multiple 
sclerosis, health services accessibility, health care access, health care 
delivery, and delivery of health care. Studies were considered 
up to July 23, 2018, the date the final database search was 
conducted.

Inclusion and Exlusion Criteria
A total of 857 citations were exported to a reference man-

ager (EndNote; Clarivate), and 156 duplicates were removed. 

Background: The symptoms of multiple sclerosis (MS) can be diverse, complex, and progressive, 
creating a need for frequent and long-standing health care services. The purpose of this scoping 
review was to identify the barriers people with MS encounter when attempting to access 
multidisciplinary health services and the reported facilitators for better access to health services. 

Methods: The MEDLINE, Embase, and CINAHL databases were searched, without date or 
geographic restrictions, using the following terms: multiple sclerosis, health services accessibility, 
health care access, health care delivery, and delivery of health care. After screening based on exclusion 
criteria, 23 articles were included in the final review. 

Results: Five main themes were identified as barriers and facilitators to accessing health services: 
1) information (information available to people with MS, health care provider knowledge of and 
familiarity with MS), 2) interactions (interactions between health care providers and people with 
MS, social networks and support of people with MS, collaboration among health care providers), 3) 
beliefs and skills (personal values and beliefs, perceived time to travel to and attend appointments, 
and self-assessment of symptoms and needs of people with MS), 4) practical considerations 
(wait times, physical barriers, affordability of services), and 5) nature of MS (complexity and 
unpredictability of disease symptoms). 

Conclusions: People with MS and their health care providers may benefit from structured and 
comprehensive MS-specific education to address barriers to accessing health care services. The 
education can ultimately facilitate the process of addressing unmet health care needs and contribute 
to a greater quality of life for people with MS. Int J MS Care. 2021;23:37-44.

From the Department of Psychology, University of Victoria, Victoria, 
BC, Canada (CDM); Centre de Recherche du CHUM, Département 
de Neurosciences, Université de Montréal, Montreal, QC, Canada 
(NF); and School of Rehabilitation Therapy, Queen’s University, 
Kingston, ON, Canada (SG). Correspondence: Setareh Ghahari, 
PhD, School of Rehabilitation Therapy, Queen’s University, 31 
George St, Kingston, ON K7L 3N6, Canada; e-mail: setareh. 
ghahari@queensu.ca.
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Health Care Provider Knowledge of and Familiarity  
with MS

Seven studies highlighted that health care provider 
knowledge of MS-specific information influences how 
people with MS access health care services.5,6,16,18-21 For 
instance, one study found that some people with MS 
had difficulties finding family doctors and neurologists 
who they perceived to be competent and knowledge-
able about novel therapies.5 Finding a mental health 
care provider who is a “good fit” and is knowledgeable 
about MS is another barrier that people with MS face.21 
Many study participants found educating their mental 
health care provider about MS exhausting and frustrat-
ing, causing one participant to stop seeking further 
treatment altogether.21 General practitioners and nurses 
both highlighted a lack of training and education with 
respect to new treatment options and mental health 
needs of people with MS, respectively, as barriers to pro-
viding care.6,20

One study found that increasing awareness of avail-
able services for both people with MS and health care 
providers was helpful in decision making concerning 
candidacy for available services.6 Nurse liaisons were 
noted in one study as important in this regard.16 That 
is, nurse liaisons improved knowledge of MS for both 
people with MS and affiliated health care profession-
als; in addition, they recognized overlooked symptoms 
and improved health care access for people with MS by 
increasing referrals to needed services.16 Liaison nurses, 
as well as specialist nurses and clinical nurse practitio-
ners, may perform many tasks that are key to a patient’s 
health management plan. They give information and 
advice to patients and their families and coordinate dif-
ferent aspects of the health care plan.16

Interactions
The second theme, interactions, encompassed the 

interpersonal relationships and communication that 
affect access to health care services for people with 
MS. Three subthemes were identified: 1) interactions 
between health care providers and people with MS, 2) 
collaboration among health care professionals, and 3) 
social networks and support.
Interactions Between Health Care Providers and People 
with MS

Nine distinct studies identified barriers and facilita-
tors that lend to this subtheme.6,11,16,17,21-25 The impor-
tance of interactions between health care providers and 
people with MS was highlighted by two studies. For 
example, negative interactions with health care profes-
sionals (described as “highly emotive”) affected how 
people with MS accessed health care services for years.6 
People with MS also noted that ineffective listening and 
communication by their health care providers contrib-
uted to “unhelpful care.”25

The remaining 701 abstracts were reviewed for inclusion (see 
the exclusion criteria below), and from these, 73 articles were 
downloaded for further full-text review (Figure S1, published 
in the online version of this article at ijmsc.org).

Articles were excluded if 1) no specific barriers to or facili-
tators of health service access were identified by the research, 
2) participants involved combined neurologic groups wherein 
MS-specific results were not presented separately, 3) the partic-
ipants spoke about a health behavior (eg, exercise) rather than 
about accessing a health service (eg, physiotherapy), 4) the text 
was written in a language other than English or French, and/
or 5) no full-text article was available for review. There were 
no date or geographic restrictions for inclusion.

Data Extraction and Identification of Main Themes
Based on the study criteria, 23 articles were ultimately 

included in the present review. For each of these articles, char-
acteristics of the study population (eg, number of participants, 
age, MS subtype) and study design (eg, qualitative vs quan-
titative) were tabulated, along with the specific barriers and 
facilitators reported by study participants. Next, the extracted 
information about barriers and facilitators was grouped by 
independent reviewers (C.D.M. and N.F.) to identify the 
main themes described later herein. A third reviewer (S.G.) 
was consulted to resolve discrepancies, when needed. When 
multiple barriers and/or facilitators were reported in a single 
study, the results were grouped into more than one theme.

Results
After final examination, seven quantitative, 13 

qualitative, and three mixed qualitative and quantita-
tive studies were included in this scoping review, for a 
total of 23 articles (Table 1). Studies were included in 
this review only if specific barriers and/or facilitators 
to accessing health care services were identified. These 
barriers and facilitators were categorized into five major 
themes: information, interactions, beliefs and skills, 
practical considerations, and the nature of MS (Figure 
S2). Findings in each theme were further grouped into 
several subthemes.
Information

The first theme, information, concerned the avail-
ability of MS-specific information to people with MS 
and health care provider knowledge of and famil-
iarity with MS.
Information Available to People with MS

Lack of information regarding services available to 
people with MS was cited by nine distinct studies as a 
significant barrier to accessing health care services.4,10-17 
Services cited in these studies had a wide range and var-
ied from MS-specific dental services10 to care for lower 
urinary tract symptoms13 and rehabilitation.15 Three 
studies found that lack of information about physical 
aids, adaptations, and insurance/welfare benefits posed a 
barrier to accessing care.4,12,17 In addition, understanding 
how the health care system operates, knowing how to 
navigate it, and knowing how to fill out necessary paper-
work were identified as facilitators.14
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a patient with MS were also barriers to seeking health 
services such as rehabilitation.15 In addition, believing 
that a particular health intervention would not have a 
positive effect was cited as a barrier.11 Correspondingly, 
a positive attitude and being accepting of one’s physical 
limitations contributed to greater health service utiliza-
tion by individuals with MS.14 These findings demon-
strate the importance of addressing the beliefs and con-
cerns of individuals with MS to overcome these barriers.
Perceived Time

This subtheme relates to the mindset of people with 
MS. Four studies found that believing that people with 
MS do not have sufficient time, or already have too 
many responsibilities and commitments, posed a barrier 
to people with MS to access health care services.11,13,15,17 
For instance, one of the main barriers to seeking uro-
logic care was feeling that “they had enough problems 
to deal with,” as voiced by 18.6% of people with MS 
included in one study.13 Another study found that many 
people with MS did not use services at rehabilitation 
facilities for which they were eligible due to time restric-
tions and existing commitments.15 The need for person-
alized, feasible care plans for people with MS to improve 
access to care was highlighted by the literature.
Self-assessment Skills

Self-assessment is considered the ability to assess 
changes and medical needs to seek out appropriate 
health care services. Four studies found that an inabil-
ity to identify needs or a misidentification of symptoms 
by people with MS posed a barrier to accessing health 
care services.6,12,14,20 For instance, determining the cause 
of low mood and whether it required mental health 
care intervention was difficult for people with MS.20 
These findings suggest that giving people with MS tools 
to self-assess may improve access to required health 
care services.
Practical Considerations

The fourth theme, practical considerations, included 
systemic-level and functional factors that individuals 
with MS encounter when seeking health services. Three 
subthemes were identified among these practical consid-
erations, including concerns regarding 1) wait times, 2) 
physical barriers, and 3) finances.
Wait Times

Six studies noted that long wait times, primarily to 
access secondary care, and a paucity of specialized ther-
apy centers was a significant barrier to accessing health 
care services.6,20,21,23,25,31 People with MS noted particu-
larly long wait times for appointments with specialists 
such as mental health professionals.21,25 Similarly, people 
with MS who participated in another study noted delays 
in accessing community and secondary services.6 These 

Poor communication and rapport with health care 
providers during diagnosis that results from a lack 
of understanding or empathy affected health service 
access.17,22,23 A distressing diagnostic experience negative-
ly affected future interactions with health professionals22 
and how people with MS follow prescribed treatments, 
both of which pose a significant barrier to accessing 
health care services.23 Feeling rushed during consulta-
tions with health care providers and feeling that provid-
ers did not have time for them contributed to poor com-
munication and was a barrier to health care access.16,25 
Research shows that having a nurse with whom to dis-
cuss sensitive topics and practical issues facilitated access 
to various services.16,22

Collaboration Among Health Care Professionals
Although open and effective communication between 

members of an interprofessional health care team is 
important for continuity of care,26,27 lack of communica-
tion and coordination between health care professionals 
is a barrier to health service access.4,6,28 Lack of continu-
ity of care causes frustration for people with MS and 
even leads to certain health concerns not being addressed 
by health care providers despite repeated attempts by 
people with MS reiterating the concern.4 Similarly, 
inadequate communication causing poor continuity of 
care can lead to loss of information and treatment plans 
being abandoned.28 Seeking care at a comprehensive care 
center or an MS clinical center, where various services 
and health care providers are integrated, facilitated access 
to health care services.21,29 For instance, people with 
MS found it easier to access mental health services via 
these clinics.21

Social Networks and Support
Three studies found that social isolation and lack 

of support from family and friends was a barrier to 
accessing health care services for people with MS.11,14,30 
Similarly, having supportive family members and friends 
nearby to help maintain health care routines, such as 
attending doctor appointments, was found to be a facili-
tator to health care access.14,28 These data illustrate the 
importance of a strong social network to ensure continu-
ous access to health care services.
Beliefs and Skills

The third theme, beliefs and skills, involved the per-
ceptions of individuals with MS. Three subthemes were 
identified: 1) personal beliefs, 2) perceived time, and 3) 
self-assessment skills.
Personal Beliefs

Lack of confidence in one’s abilities or appearance, 
and feeling embarrassed, was found to be a barrier to 
accessing health care services for people with MS in two 
studies.11,17 Fears of being confronted with the realities 
of MS symptom progression and of being labeled as 
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findings were also reported for people with epilepsy; 
social support, knowledgeable health care providers, and 
adequate medical insurance were key during the diag-
nostic process.34 In addition, psychological barriers (eg, 
mental illness, frustration), cognitive impairments, mis-
trust of health care providers, and poor communication 
from health care providers posed barriers to health care 
self-management for these individuals.35

Overall, identifying the major barriers and facilita-
tors experienced by people with MS is a critical first step 
in facilitating the changes needed to improve access to 
health services for people with MS. In the present study, 
a critical barrier to accessing health services concerned a 
lack of MS-specific information, for both people with 
MS and health care providers. Because individuals with 
MS reported being unaware of various services and 
supports available to them,17,19 and perceived that their 
health care providers lacked MS-specific training,5 both 
individuals with MS and their health care providers may 
benefit from structured, comprehensive MS-specific 
education. Research has shown that increased knowledge 
is necessary for disease self-management for people with 
MS, allowing them to be active partners in managing 
their chronic condition.36,37 Furthermore, studies have 
also highlighted the benefit of having a dedicated health 
care professional (eg, a nurse liaison) to help individuals 
with MS navigate the health care system and identify 
possible sources of funding, including insurance.16 In 
addition to consulting with health care providers, indi-
viduals with MS may wish to seek out publicly avail-
able educational resources through MS societies (eg, 
MS Society of Canada, National MS Society) and/or 
seek the assistance of an “MS navigator,” an individual 
trained to provide MS-specific information. Health care 
providers may also wish to seek out professional devel-
opment opportunities (eg, MS continuing education 
courses), such as those available through the Consortium 
of Multiple Sclerosis Centers (CMSC).

Another relevant barrier to accessing health services 
concerned the interpersonal interactions between indi-
viduals with MS and their health care providers. Some 
individuals with MS perceived interactions as nonempa-
thetic, which disrupted the trust in the patient-physician 
relationship, leading the individual with MS to not 
follow their health care provider’s recommendations.23 
Others felt too embarrassed to ask questions about spe-
cific concerns such as incontinence or sexual problems.16 
One major solution to this ineffective interaction is 
targeted communication interventions. There is strong 
evidence that such interventions enhance communica-
tion between patients and health care providers, allow-
ing patients to obtain greater information and have a 
more active role in discussions.38 Therefore, individuals 
with MS may benefit from specialized education about 

findings highlight a need to address wait times and avail-
ability shortages for those with MS.
Physical Barriers

Physical barriers could hinder the ability of people 
with MS to access health services, including lengthy 
commutes and/or lack of accessible transportation 
options, inaccessible buildings, and lack of reserved 
accessible parking.10,11,13,14,17,21,30 For instance, people 
with MS noted that stairs, heavy doors, and small chang-
ing rooms posed barriers to accessing dental services,10 
mental health services,21 and breast cancer screenings.17 
These barriers can, therefore, affect access to health care 
services that are not directly linked to MS but contribute 
to the overall health of people with MS.
Finances

Three studies highlighted that affordability of ser-
vices was a barrier to accessing health services.11,13,21 For 
example, individuals with MS expressed concern about 
how to afford mental health services should they lose 
insurance benefits.21

Nature of MS
The fifth theme, the nature of MS, encompassed fac-

tors associated with MS symptoms and their complex 
interactions. Three studies noted that symptoms such 
as fatigue, pain, limited mobility, and cognitive impair-
ment were barriers to accessing health care services.11,17,30 
For example, women with MS reported being unable 
to tolerate standing during procedures such as mam-
mograms.17 In addition, one study found that individu-
als with MS were not considered candidates for mental 
health service referral if their symptoms were not seen 
as separate mental health conditions distinct from MS.20 
Thus, the complexity of MS symptoms was seen as a 
barrier to accessing mental health services.

Discussion
In the present study, five main themes were identi-

fied as barriers and facilitators to accessing health services 
for people with MS: information, interactions, beliefs 
and skills, practical considerations, and the nature of 
MS. The present findings are similar to the barriers to 
and facilitators of health service access reported by other 
patient populations with chronic conditions. For exam-
ple, during cancer consultations, individuals with cancer 
have reported that health care providers do not provide 
them with sufficient information, lack empathy in their 
communications, and perceive that there is no time to 
express concerns.32 Similarly, differences in perspec-
tives among patients and providers, insufficient time, 
and stroke-related impairments (eg, fatigue, cognitive 
impairment, dysregulated mood) are reported barriers 
to stroke rehabilitation, and frequent active communi-
cation and education, adequate resources, and effective 
and encouraging providers were facilitators.33 Similar 
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Regarding limitations, this review used a language 
restriction (only articles in English and French were 
included). Further research on health care access should 
include health care providers and people with MS, as 
well as their informal caregivers, to get a comprehensive 
understanding of their diverse perspectives. In addi-
tion, it is necessary to optimize knowledge translation 
to people with MS, their loved ones, and health care 
providers to facilitate effective communication between 
these parties and ultimately improve QOL for individu-
als with MS. Knowledge can be drawn from studies in 
the context of other chronic conditions, such as cancer 
and type 2 diabetes.46-49

In conclusion, this scoping review of the current bar-
riers and facilitators encountered by people with MS 
identified themes concerning information, interactions, 
beliefs and skills, practical considerations, and the nature 
of MS, all of which can inform potential changes in 
clinical practice and policy and guide future research. 
The results highlight that both individuals with MS and 
their health care providers may benefit from structured 
and comprehensive MS-specific education. The educa-
tion can facilitate the process of addressing unmet health 
care needs and, ultimately, contribute to a greater QOL 
for people with MS. o
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how to ask specific, relevant questions and how to bet-
ter communicate their perceived needs with their health 
care provider. At the same time, health care providers 
may benefit from specific training on effective commu-
nication with their patients, including the benefits of 
empathetic and patient-centered practices.39,40

Several studies found that the mindset of people with 
MS can positively or negatively affect access to health 
services. An important factor identified is one’s outlook 
and attitude on the health service in question, and how 
they believe it will affect their QOL. This has been 
reported previously as a relevant factor affecting health 
care access and compliance for those with other chronic 
conditions, such as heart failure41 and postoperative pain 
management.42 One way to facilitate access to health 
care services for these individuals may be to provide 
more comprehensive patient-specific education by thor-
oughly discussing treatment plans and addressing any 
misconceptions that may exist.

The ability of a person with MS to self-assess and 
correctly identify their own needs affects access to health 
care services. It is, therefore, important to improve edu-
cation by providing patients with MS with the tools they 
require to accurately identify and adequately communi-
cate their needs to health care professionals. In addition, 
the complexity of the symptoms experienced by people 
with MS could pose barriers to health care access.11,17,30 
Multiple sclerosis is a heterogenous disease, with differ-
ent subtypes and phases, as well as a wide array of poten-
tial symptoms.43 These symptoms, including mobility 
issues and fatigue, greatly contribute to how people with 
MS access their health care services. Learning to com-
municate these barriers with health care professionals so 
that they can be addressed may improve access to health 
care services and enhance QOL.

Several practical matters were found to significantly 
affect access to health care services for people with MS. 
Financial and insurance-related considerations is one 
such factor. People with MS in several studies cited 
financial limitations and uncertainty of insurance cov-
erage as a barrier to accessing health care services.11,13,21 
The economic burden is great for people with MS and 
their loved ones owing to the effect on employment for 
people with MS and others in the household, as well as 
the cost of medications, medical services, home modi-
fications, and items such as mobility aids.44,45 It would, 
therefore, be helpful to have information available for 
people with MS to clarify insurance options, rebates, 
and any other helpful resources available to alleviate 
financial concerns. One study has shown that assistance 
from a dedicated health care professional, such as a nurse 
liaison, can be helpful in identifying sources of financial 
assistance.16

PRACTICE POINTS
•	When attempting to access health services, 

people with MS encounter barriers related to 1) 
lack of information, 2) varied interactions with 
health care providers and social support, 3) 
variable beliefs and skills (eg, personal values, 
time constraints), 4) practical considerations 
(eg, physical barriers, affordability), and 5) the 
complex nature of MS symptoms.

•	People with MS and their health care providers 
may benefit from structured and comprehensive 
MS-specific education. The education can 
facilitate the process of addressing unmet health 
care needs and, ultimately, contribute to a 
greater quality of life for people with MS.
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