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Abstract

Objective and Methods: A total of 21 published studies on self-
management for people with multiple sclerosis (MS) were reviewed 
to explore the significance and potential of self-management for 
people with HTLV-1 associated myelopathy (HAM). These studies 
were classified based on three concepts: self-management regimen 
and preferences, context of self-management, and outcomes of self-
management.
Results: Self-management regimens for people with MS include 
medical, role, and emotional management. Moreover, self-manage-
ment regimens are closely associated with the context of self-man-
agement, emphasizing the importance of investigating contextual 
factors and regimens concurrently. Quality of life (QOL) has been 
evaluated as an outcome of self-management, and self-management 
has been shown to have both positive and negative effects on the 
QOL of people with MS. However, insufficient studies focus on 
self-management regimens and patient preferences; further investi-
gation is necessary to develop effective self-management interven-
tions that reflect the often unique nature of the disease for each in-
dividual. The characteristics of HAM are also unique to individual 
patients. Therefore, investigation of people with HAM in particular 
is required.
Conclusion: This literature review examined the significance of 
investigating self-management for people with HAM.

Key words: self-management, multiple sclerosis, HTLV-1 associ-
ated myelopathy

(J Rural Med 2019; 14(1): 7–25)

Introduction

“Living with illness” is a focal issue for patients, fami-
lies, and healthcare professionals, following the shift from 
acute to chronic health conditions. With increasing life 
expectancy comes the occurrence of chronic conditions 
among individuals; in other words, “living with illness” is 
a problem faced by nearly every human in his or her life-
time. Chronic conditions are described as health problems 
that persist over time and require some degree of healthcare 
management1). People with chronic conditions must learn 
how to manage their illness and its effects long-term, and 
they must incorporate this management into their everyday 
lives. They must partner actively with healthcare profes-
sionals in managing their chronic conditions2).

Management of chronic conditions is found to be dif-
ficult, however, for people with neurological disorders that 
have no cure and an unpredictable prognosis, such as mul-
tiple sclerosis (MS) and Parkinson’s disease. Accordingly, 
it is difficult for patients to identify effects and symptoms 
they can manage over the course of their illness. People 
with HTLV-1 associated myelopathy (HAM) in particular 
often encounter difficulty in managing their chronic con-
dition. HAM is a spinal spastic paraparesis caused by in-
fection with human T-lymphotropic virus type 1. There 
are approximately 3,000 cases of HAM in Japan. Common 
symptoms include gait disorder due to chronic spastic para-
paresis, weakness of the lower limbs, bladder function dis-
turbance, constipation, and sensory symptoms such as tin-
gling, pins and needles, and burning3). Because there is no 
cure, people with severe HAM must consider modifying not 
only their daily behaviors but also their entire way of life. 
In a previous study4), a phenomenological method was used 
to investigate the experience of people with HAM. Results 
showed that people with HAM had often been living with 
their illness for a significant period before their diagnosis, 
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and remained in a state of uncertainty after their diagno-
sis due to lack of knowledge about the disease. Throughout 
the progression of symptoms, they experienced a “feeling of 
loss of self-control” over their body, their disease, and their 
future. However, many attempted to manage the problems 
caused by HAM. In conclusion, it is important to provide 
support and opportunity for people with HAM to manage 
their chronic condition, thereby helping them find positive 
meaning in their illness and improving their quality of life 
(QOL). A better understanding of self-management would 
also provide nurses with information about how to best as-
sist people with HAM.

Self-management is defined as “learning and practic-
ing skills necessary to carry on an active and emotionally 
satisfying life in the face of a chronic condition”5). It has 
gained importance in management of chronic conditions. 
Self-management science has developed, in part, due to the 
insufficiency of the acute care model to meet the needs of 
people with chronic conditions1), and research has already 
described and evaluated self-management interventions in 
various areas6–8). The Stanford Patient Education Research 
Center has developed and evaluated self-management pro-
grams for people with chronic conditions such as arthritis 
and HIV/AIDS9), which proved to be effective; participants 
exhibited significantly improved self-management behav-
iors10). Previous studies have shown that a self-management 
approach is effective in supporting not only lifestyle-related 
diseases, such as hypertension, cardiovascular diseases, and 
type 2 diabetes, but also progressive neurological disorders 
such as MS, which is similar in presentation to HAM.

The most common neurological disorder studied in the 
context of self-management is MS11). Rae-Grant et al. identi-
fied 39 articles in a systematic review of self-management 
programs in individuals with MS and other neurological 
conditions12). MS is one of the most common chronic pro-
gressive diseases of the central nervous system, with the 
most common symptoms including fatigue, numbness, gait 
problems, bladder and bowel dysfunction, vision problems, 
sexual dysfunction, cognitive function changes, and emo-
tional changes13). Some characteristics of MS, such as symp-
toms, uncertainty of course, and progressive disability, are 
similar to those of HAM. Common issues for people with 
MS included uncertainty regarding the course, symptoms, 
and prognosis of their disease and a reduced sense of con-
trol14), consistent with the findings of previous research on 
the experiences of people with HAM. Patients with HAM 
may increase their sense of control over their chronic ill-
ness through self-management. Furthermore, independent 
engagement in managing chronic conditions may lead pa-
tients to reestablish and/or maintain control over their lives 
and sustain their QOL15–17). As patients realize that self-

management processes can positively affect their chronic 
conditions, they may be better able to live with their illness, 
resulting in enhanced QOL.

For these reasons, studies of self-management in people 
with MS are very informative for patients with HAM, which 
shares many symptoms common to neurological disorders. 
Although a systematic review of self-management interven-
tion for people with MS has already been done12), the pres-
ent study conducted an integrative review to determine the 
current knowledge in self-management science for people 
with MS, focusing specifically on three concepts: self-man-
agement regimens and patient preferences, the context of 
self-management, and outcomes of self-management. This 
study aimed to explore the significance and potential of self-
management for people with HAM by reviewing published 
studies of self-management for people with MS.

Methods

Existing research was explored through two electronic 
databases, PubMed and CINAHL, using MS and self-man-
agement or self-care as search criteria, with the following 
terms added: regimen, preference, context, outcome, and 
QOL. A self-management regimen is the method for man-
aging a chronic condition, and patient preferences lead to 
a better understanding of patient perspectives. The context 
of self-management presumably includes factors relevant to 
the self-management regimen. QOL was added because it is 
assumed to be the final outcome of self-management.

Articles that met the criteria for review were identified 
and classified according to the concepts of self-management 
regimens and patient preferences, the context of self-man-
agement, and outcomes of self-management outlined in a 
matrix table for review. Each article was systematically read 
and synthesized.

Results

Twenty-one research articles were identified and classi-
fied according to the concepts of self-management regimens 
and patient preferences, the context of self-management, 
and outcomes of self-management.

Self-Management Regimens and Preferences of 
People with MS

Self-management regimens and preferences were identi-
fied from six studies (Table 1) that described various dis-
ease-specific problems and difficulties as well as manage-
ment regimens for people with MS.
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Self-management regimens
Self-management regimens were identified in four stud-

ies that described patient experiences18–21) and one that de-
scribed the development and psychometric analysis of the 
Multiple Sclerosis Self-Management Scale22). Because self-
management encompasses a large number of topics, the 
present study classified self-management according to the 
three following tasks, described by Lorig and Holman10).

Medical management
Medical management describes managing health prob-

lems through modified behaviors, such as taking medica-
tions, adhering to exercise and diet plans, going to the doc-
tor, and using medical devices10, 23). To assume responsibility 
for management of their disease, it is important for people 
with MS to understand the disease and know how it affects 
them as individuals18, 20, 22). Malcomson et al. reported that 
keeping up to date with the latest research on MS increased 
patients’ knowledge and empowerment20). Furthermore, 
people with MS must know their own limitations, because 
patient experiences of different symptoms are unique to 
each individual20). Understanding and familiarity with one’s 
own case of MS is considered the first step in the self-man-
agement regimen, and relates to how patients ultimately 
participate in their treatment.

Active participation in treatment is important in medical 
management. Taking medication based on an understand-
ing of its effects is the primary regimen, and medication 
adherence is expected from patients as part of their daily 
routines21, 22). Disease-modifying drugs, such as immu-
nomodulating drugs and immunosuppressant drugs, are 
known treatments for MS24) and are most effective when 
started early and taken on a generally long-term basis; some 
cases require self-injection of drugs. Therefore, adherence 
to treatment is an important regimen in management of MS 
symptoms. Participation in conventional therapies, such as 
physiotherapy, speech therapy, and counseling, is another 
medical regimen that people with MS must consider21).

Patients should not only actively participate in their 
treatment, but also strive to maintain their own health sta-
tus20–22). The most important health maintenance behavior is 
exercise, such as stretching, swimming, walking, and yoga. 
Rehabilitation is another treatment for people with MS. Pa-
tients reportedly recognized that appropriate exercise was 
beneficial both for maintaining their physical status and for 
coping with emotional issues20). When engaging in exercise, 
people with MS must incorporate rest so as to minimize fa-
tigue20, 21). They must know their symptoms and capabilities 
to ensure they have enough energy to get through the day; 
regular rest is an essential part of their regimen. Dietary 
supplements, such as vitamins, minerals, and oils, are also 

essential to maintain health21).
A cooperative relationship between patients and health-

care providers facilitates active participation when people 
with MS take control of their own health condition. How-
ever, some negative experiences were reported by people 
with MS; studies showed that some healthcare professionals 
paid attention only to patients’ physical signs and symptoms 
and did not address other concerns, such as psychosocial 
issues and potential lifestyle changes18, 20). Building trusting 
relationships between patients and healthcare professionals 
is a fundamental task in medical management.

Role management
Role management describes maintaining, changing, 

and creating new meaningful behaviors and life roles to al-
low people with MS to carry out normal activities10, 23). MS 
symptoms have adverse effects on patients’ daily activities. 
Specifically, activities of daily living (ADL) and mobility 
are major issues for patients with MS21). Patients must be 
creative in developing new ways to maintain independence 
in ADL, and many employ assistive devices, such as wheel-
chairs, to maximize their mobility.

Symptoms and behavior modification also affect pa-
tients’ social lives. People with MS tend to adjust their so-
cial lives based on their conditions to maintain and develop 
their social networks20, 21). Malcomson et al. reported that 
fatigue or urinary urgency or frequency required patients to 
meticulously plan their daily schedules20). Several patients 
also made changes to their employment circumstances or 
left work due to mobility issues and the impact of fatigue. 
People with MS hoped to maintain their social lives as much 
as possible and to foster a sense of purpose by contributing 
to society. Such regimens relate to social life adjustments.

When patients assume role management, strong support 
from their family and friends is indispensable20, 22). Patients 
also were reported to value the opportunity to meet with 
others who have MS, which allowed them to share experi-
ences and advise each other. Serious decision-making is a 
precursor to changing and creating new meaningful behav-
iors and life roles. Therefore, seeking and accepting support 
can be considered a meaningful regimen.

Emotional management
Emotional management concerns dealing with the emo-

tional changes associated with a chronic condition, such as 
anger, fear, frustration, depression, uncertainty about the 
future, and changed expectations and goals10, 23). O’Hara et 
al. reported that coping, which involves the use of cogni-
tive or behavioral strategies to handle stress, was the highest 
priority among people with MS21). Because people with MS 
experience uncertainty and unpredictability related to their 
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illness after diagnosis, the authors’ findings are consistent 
with the common trajectory of MS patients’ experiences. 
People with MS must cope with the stress associated with 
MS symptoms and everyday life using methods such as re-
laxation, aromatherapy, and low-impact exercise, like yoga 
and swimming20).

Because MS is a personally intrusive condition and re-
quires patients to rethink their life goals and plans, people 
with MS experience a range of feelings, such as distress, 
fear, frustration, worthlessness, and reduced self-esteem, 
both before and after diagnosis20). Patients have attempted 
to manage their feelings by staying aware of them, being 
open and honest, and having the confidence to seek help. 
As described by Isaksson and Ahlström, some people with 
MS were able to find ways to effectively manage chronic 
sorrow19). Internal management methods involved distrac-
tion for comfort, acceptance and adjustment, “can-do” at-
titudes, positive and constructive thinking, creation of hope, 
and personal care. External management methods included 
care and encouragement from family, respectful acknowl-
edgment from friends, and confirmation from healthcare 
personnel. In contrast, Courts et al. reported denial as a 
defense mechanism for controlling the emotional impact of 
MS’s intrusion into patients’ daily lives18).

Patient preferences
Patients’ preferences reflect their wishes regarding self-

management. Only one article was identified that related to 
MS patient preferences in terms of self-management. Hes-
sen et al. explored patients’ decisional role preferences, 
knowledge of risks, and interest in information, as well 
as the relationships among these factors25). Seventy-nine 
percent of patients preferred to take an active role in areas 
such as informed choices and shared decision-making in 
the course of treatment. People with MS showed interest in 
obtaining information related to alleviation of symptoms 
and MRI to determine symptom progression, followed by 
knowledge of relapses, including knowledge of steroids and 
eastern complementary medicine.

Context of Self-Management for People with MS

Although some self-management contexts for people 
with MS are discussed in the section on self-management 
regimens and preferences, the present study tried to identify 
them by adding five articles (Table 2). Each aspect of con-
text was classified among three contextual factors—condi-
tion-specific factors, physical and social environments, and 
individual and family characteristics—which are described 
by the Individual and Family Self-Management Theory26).

Condition-specific factors
Condition-specific factors are physiological, structural, 

or functional characteristics of the condition and its treat-
ment or prevention that impact the number, type, and impor-
tance of behaviors needed to manage it26). As mentioned in 
the section on self-management regimens, the characteris-
tics of MS, such as its devastating symptoms, affect patients’ 
self-management18). Features such as a protracted diagnostic 
process were related to healthcare communication27). Bio-
markers such as fatigue affected the significance of self-care 
decisions for people with MS28). Moreover, the type of MS 
was associated with self-efficacy29). Because it is difficult for 
others to understand the variety of personal differences and 
the sometimes invisible symptoms experienced by people 
with MS, symptoms unique to each patient affect their self-
management regimens.

Physical and social environments
Environmental factors can be physical or social, includ-

ing access to healthcare, transitions in healthcare providers 
or settings, transportation, neighborhood, work, school, cul-
ture, and social capital, and can either enhance life or pres-
ent barriers26). As stated in the section on role management, 
physical factors, such as the availability of mobility aids 
and certain employment circumstances, affected self-man-
agement in people with MS with respect to social life20, 21). 
Likewise, others’ lack of knowledge about MS was related 
to ineffective management of chronic sorrow19), and self-
management was further affected by social relationships30) 
and interactions within the social context28). Interpersonal 
encounters stigmatized people with MS via one of two pro-
cesses, either ignoring or overemphasizing the illness, in 
social relationships30). Stigma within a social network led to 
a sense of “feeling more ill” in patients, and may interfere 
with their active engagement in managing their own care. 
Paterson et al. found that MS influenced social interactions 
for patients, determining the significance of their decisions. 
For example, the visibility of MS symptoms often exposed 
people with MS to public scrutiny, causing them to avoid 
moving in public settings for fear of being regarded as 
“handicapped”28).

Healthcare professionals were reported to play an impor-
tant role in MS patients’ social environments27, 31), given that 
patients seek their advice and support31). However, patients 
reported cases of ineffective communication with health-
care professionals, such as lack of respect or engagement 
and highly adversarial interactions27). Such attitudes taken 
by healthcare professionals may discourage effective self-
management.
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Individual and family characteristics
Factors related to individuals and families may enhance 

or diminish self-management26). Sociodemographic factors, 
such as age and sexuality, may also influence self-manage-
ment29, 31). Moreover, the ability and means to access MS-
related information reportedly affected patients’ attitudes 
toward attending meetings31). As mentioned in the section on 
medical management, understanding of MS and familiarity 
with the individual characteristics of one’s own disease is 
reflected in self-management skills20). Furthermore, family 
support for people with MS influences self-management. In 
an overlap with social environment factors, lack of acknowl-
edgment or overemphasis of MS by family members created 
a sense of stigma among patients30). Appropriate recognition 
of MS within the family was an effective contextual factor 
supporting self-management in people with MS.

Outcomes of Self-Management

Ten articles were selected for inclusion in this review to 
identify the outcomes of self-management on people with 
MS (Table 3), of which four described self-management 
regimens and outcomes and the other six self-management 
intervention programs and evaluated outcomes. Two of the 
six interventions focused on overall self-management. One 
was not disease specific32); another focused specifically on 
MS33). Two studies used the same wellness intervention pro-
gram17, 34). Another intervention focused on physical activi-
ties35), and the final intervention focused on management of 
cognitive symptoms36). Based on these studies, two types 
of outcome were described, discussed separately in this re-
view: the effects of self-management intervention, and the 
final consequences of self-management.

Effects of self-management intervention
Three studies reported the effects of self-efficacy on peo-

ple with MS with respect to self-management interventions. 
Two of the three showed positive effects of self-efficacy on 
self-management; they demonstrated a trend toward im-
provement in MS self-efficacy32) and improvement in self-
efficacy for health practice17) as a result of self-management 
intervention. Systematic programs and continuous support 
based on self-management programs may increase patients’ 
confidence to participate in self-management regimens. In 
contrast, Plow et al. reported that self-efficacy and expecta-
tion of physical activity frequency decreased significantly, 
whereas self-identity improved34). They concluded that self-
management interventions might cause changes in psycho-
logical constructs, such as self-efficacy, self-identity, and 
expectations.

Similarly, researchers have reported improvement in 

health-promoting behaviors17) and increase in patients’ un-
derstanding of MS35). Shevil and Finlayson reported that 
the cognitive self-management intervention program had a 
positive impact on management of cognitive symptoms by 
increasing knowledge and awareness of cognitive changes, 
having positive social and emotional impacts, and changing 
perceptions regarding cognitive changes36).

Outcomes of self-management regimens
In five studies, QOL improvement was measured as an 

outcome of self-management in people with MS. This is the 
ultimate goal for both patients and healthcare professionals. 
In a study by Stuifbergen et al., improvements in selected 
dimensions of QOL, such as bodily pain and mental health, 
were observed as a result of the wellness intervention pro-
gram17). According to Bishop et al., self-management is 
strongly associated with perceived control, and both per-
ceived control and self-management mediate the relation-
ship between impact of MS and subjective QOL14, 37). How-
ever, as described by Hartley, the ACTIVE (Advice, Coping 
mechanisms, Training, Information, Value your health, and 
Exercise) program, which involved information sessions, 
supervised exercise sessions in a hospital and a leisure 
center, contributed significantly to improved QOL in MS 
patients with mild to moderate impairment35). Shaw et al. 
reported that symptom relief among people with clean inter-
mittent self-catheterization had a positive effect on QOL38). 
In contrast, practical difficulties, urinary tract infections, 
and psychological and cultural contexts were reported to 
have a negative effect on QOL.

Improved sleep and decreased fatigue33), improved phys-
ical activity34), improved physical status and depression32), 
and significant improvement in walking speed were also 
reported35). Simmons et al. found an association between 
management of MS symptoms in the workplace and loss of 
employment and perceived risk of losing current employ-
ment for people with MS39).

Discussion

This study aimed to explore the significance and poten-
tial of self-management for people with HAM based on the 
results of research on self-management for people with MS, 
focusing specifically on three concepts: self-management 
regimens and patient preferences, the context of self-man-
agement, and outcomes of self-management.

First, various aspects of self-management regimens for 
people with MS were reported, such as medical manage-
ment, role management, and emotional management. Medi-
cal management included acquiring and keeping up to date 
with information related to MS and treatment, understand-
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ing MS and being familiar with one’s individual disease, 
understanding and adhering to a course of treatment, prac-
ticing health maintenance, knowing one’s own capabilities 
in daily life, and building good relationships with health-
care professionals. Role management involved creating new 
ways to maintain independence, using aids, adjusting one’s 
social life, and maintaining and developing one’s social net-
works. Emotional management included coping with stress 
and managing negative feelings.

The characteristics of MS, such as a spectrum of symp-
toms, an uncertain course, progressive disability, and lack 
of cure, require patients to actively engage in self-manage-
ment regimens. Regretfully, few studies have focused on the 
contents of self-management regimens for people with MS, 
leaving a gap in the literature related to self-management of 
MS. However, because MS patient care is already general-
ized and there is some degree of self-management interven-
tion12), further study or recognition of this gap by researchers 
may not be necessary. Of course, standard care and self-
management interventions could be based on evidence from 
studies and past practices. However, self-management in-
terventions cannot advance without a continuously updated 
understanding of patient perspectives due to the diversity of 
MS symptoms and uniqueness of patient experiences. Thus, 
it is important to enquire further into the self-management 
regimens and preferences of patients with MS to affirm the 
philosophy that self-management is “patient-centered.” The 
characteristics of HAM are similarly unique to individual 
patients. Therefore, investigation of people with HAM will 
be needed to establish a standard of care for them in par-
ticular. Detailed investigation into self-management regi-
mens from the patient perspective is important to develop 
effective self-management interventions that reflect the 
often unique nature of the disease for each individual. Ac-
cording to Lorig and Holman, although many concerns are 
shared across different diseases, behaviors, and populations, 
needs always differ between groups and even individuals10). 
Therefore, assessment of the specific needs of people with 
HAM is a priority. Accordingly, this reaffirms the necessity 
of studying the qualitative aspects of regimens and patient 
preferences for people with HAM.

In this literature review, some contexts of self-manage-
ment were identified based on three dimensions. Condition-
specific factors illustrated the features of MS, such as a 
protracted diagnostic process, devastating symptoms, un-
certain prognosis, progressive disability, and limited medi-
cal interventions. It is difficult to understand the experiences 
of people with HAM due to their complex backgrounds; the 
number of patients is small, there is no cure, the disease 
is infectious, and it can manifest in a variety of possible 
symptoms. Healthcare professionals who aspire to provide 

effective self-management support should understand these 
features of the disease and the lived experiences of people 
with HAM.

Physical and social environmental contexts included 
the impact of physical conditions in social life, social re-
lationships, and social interactions. Social environments 
influenced the psychological aspects of MS, as well as its 
significance and meaning. Environmental factors can be 
facilitative but also obstructive in the self-management of 
people with MS; thus, further research must investigate how 
different contexts mediate self-management. In particular, 
MS patients often felt stigmatized by interpersonal encoun-
ters. This presents the possibility that HAM patients may 
also experience stigmatization in social interactions. HAM 
is not as socially recognized and is apt to be misunderstood 
because its symptoms vary by individual. Moreover, HAM 
is an infectious disease that carries a lingering stigma to-
ward viral infection, because it is in the same family as HIV 
and HBV. For these reasons, people with HAM may not feel 
comfortable disclosing their disease to others or consulting 
others about their chronic condition. It would be meaningful 
to focus on stigmas in future studies, because stigma may 
affect patients’ active engagement in self-management.

Individual characteristics included demographic fac-
tors, recognition of MS-related information, and familiar-
ity with one’s individual case of MS. Family characteristics 
included capacity to support people with MS; however, lim-
ited literature exists on family characteristics. Family has 
a continuous effect on patients’ self-management regimens. 
Further investigation of patient–family relationships, fam-
ily functioning, and the effects of these factors on patients’ 
self-management practices is necessary. Previous studies 
have found that family interactions and relationships affect 
HAM patients’ decision-making. Therefore, there is a need 
for research exploring the meaning of family with respect to 
self-management in people with HAM.

Self-management interventions not only directly af-
fect self-management regimens but also indirectly affect 
some contextual factors, such as self-efficacy and increased 
knowledge and understanding of MS. Some studies demon-
strate the efficacy of self-management interventions for peo-
ple with MS. Self-management also leads to some positive 
outcomes for people with MS regarding specific symptoms, 
physical status, and psychosocial consequences. With re-
spect to QOL, the outcomes of self-management can be both 
positive and negative. Given the varying symptoms of MS 
and its impact on patients, QOL was investigated from both 
quantitative and qualitative approaches. This study suggests 
a need to explore in detail the meaning of self-management 
for QOL in people with HAM.
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Conclusion

This literature review inductively affirmed the signifi-
cance and potential of investigating self-management for 
people with HAM. It has provided a foundation of knowl-
edge and understanding for an investigation of self-manage-
ment for people with HAM.
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