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Preface


Multiple sclerosis (MS) is a complex, unpredictable, and chronic neurologic disorder that can affect numerous bodily systems. There is no known cause or cure. The disease process can result in minimal symptoms or significant disability. The cover photograph illustrates the precarious nature of MS; while at one point the disease can appear to be stable, at another point, symptoms and functioning can change and successful interventions can become less effective. The role of the mental health professional has been well recognized in evidenced-based treatment of individuals living with MS. Indeed, mental health providers interface with individuals living with MS across the course of the disorder.


There is no definitive medical or psychological MS theory or treatment. However, the trend in healthcare is toward integrative medicine, and the National MS Society and the Consortium of Multiple Sclerosis Centers both recognize the importance of comprehensive care for people living with MS. Numerous professionals may be part of an MS treatment team, and each team member may have its own perspective, research, and terminology. We will be drawing on research from many fields in an attempt to highlight both the challenges and the resources available for someone who is living with MS and those who provide support.


The following abbreviations are used frequently throughout the book:


















	
CID




	
Chronic illness and disability









	
CNS




	
Central nervous system









	
DMTs




	
Disease-modifying treatments









	
DSM-5




	
Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition









	
MS




	
Multiple sclerosis









	
NMSS




	
National Multiple Sclerosis Society









	
PPMS




	
Primary progressive multiple sclerosis









	
PRMS




	
Progressive-relapsing multiple sclerosis









	
RRMS




	
Relapsing-remitting multiple sclerosis









	
SPMS




	
Secondary progressive multiple sclerosis
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Description


1.1 Terminology


A working knowledge of terminology related to multiple sclerosis (MS) is important. Multiple domains of an individual’s life can be touched by MS, and the disease poses various challenges. A comprehensive understanding of related terms facilitates effective communication with other healthcare providers, informs the education provided to individuals with MS, and aids the clinician’s formulation of a comprehensive treatment plan. Tables 1, 2, 3, and 4 provide an overview of relevant terminology associated with biopsychosocial factors that may impact the life of a person with MS. In addition, more detailed and inclusive overviews of MS-related terminology and definitions are available from the National Multiple Sclerosis Society (NMSS; http://www.nationalms-society.org) and the Consortium of Multiple Sclerosis Centers (http://www.mscare.org).


















	
Table 1
MS-Specific Terminology









	
Term




	
Definition









	
Multiple sclerosis




	
An unpredictable disease of the central nervous system (CNS) that disrupts the flow of information within the brain, and between the brain and body (NMSS; http://www.nationalmssociety.org/what-is-MS); four disease courses have been identified (Lublin & Reingold, 1996).









	
Relapsingremitting course




	
Episodes of acute worsening of neurologic function, with some amount of recovery and no progression in between.









	
Secondary progressive course




	
Following an initial relapsing–remitting course, the disease transitions in many people to a steadily progressive form with increased loss of function.









	
Primary progressive course




	
Continuing worsening of disease from onset, without distinct relapses.









	
Progressive relapsing course




	
Progressive disease from onset, with occasional acute relapses and continuing disease progression.









	
[2]Clinically isolated syndrome




	
A temporary diagnosis that may initially be given if insufficient brain magnetic resonance imaging (MRI) evidence is present at first clinical presentation. Implies increased risk for future confirmed MS, given the need for subsequent evidence of further clinical relapses or new MRI lesions.









	
Radiologically isolated syndrome (RIS)




	
MRI abnormalities typical of CNS demyelination in the absence of clinical symptoms; treatment/diagnosis made on a case-by-case basis or after exam findings suggestive of demyelinating events.































	
Table 2
Relevant Biological and Neurological Terminology









	
Term




	
Definition









	
Antigen




	
Any substance that causes your immune system to produce antibodies against it. An antigen may be a foreign substance from the environment (e.g., chemicals, bacteria, viruses, or pollen) or formed within the body (e.g., bacterial toxins or tissue cells).









	
Autoimmunity; autoimmune disease; immunemediated disease




	
The prefix auto means self – that is, the immune system is reacting against normally occurring antigens in the body, as if these antigens were foreign (NMSS).









	
Axon




	
Also known as nerve fiber; the extension of the cell body that carries messages (NMSS).









	
Axonal (also, dendritic) sprouting




	
A phenomenon in which injured axons regenerate or “sprout” new terminal connections (Loring, 1999).









	
Blood–brain barrier (BBB)




	
A semi-permeable barrier that excludes many chemicals in the blood from entering the cerebrospinal fluid (CSF) and brain. This barrier is not absolute. The probable functions of the BBB include exclusion of blood-borne toxic substances and protection from systemic neurotransmitters and hormones (Loring, 1999).









	
CNS




	
Brain and spinal cord.









	
Cerebral spinal fluid (CSF)




	
Fluid produced in the choroid plexus that serves as a protective hydraulic system to cushion the brain and spinal cord from jarring injury. CSF may be examined as part of a neurological work-up because many CSF alterations may reflect nervous system impairment. Samples of CSF are obtained by lumbar puncture (Loring, 1999), and analysis of CSF is helpful in the diagnosis of MS.









	
[3]Cortex, cerebral




	
Outer layer of the brain consisting of gray matter. Its surface area is greatly increased by being folded into convolutions called gyri, which are separated by furrows, or grooves, called sulci (Loring, 1999).









	
Cranial nerves




	
Twelve paired nerves arising from the brain stem that innervate muscles of the head and receive sensory information, primarily from the head (Loring, 1999).









	
Demyelination




	
Destruction of the myelin sheath surrounding a nerve fiber that disrupts neural conduction. The most common demyelinating disease is MS (Loring, 1999).









	
Disease-modifying









	
treatments




	
Medications prescribed to modify the disease course.









	
Gadolinium




	
A chemical compound given during MRI scans that helps distinguish new lesions from old lesions.









	
Immunoglobulin G (IgG)




	
An antibody-containing substance produced by human plasma cells in diseased CNS plaques. Levels of IgG are often increased in the CSF in patients with MS.









	
Lhermitte’s sign




	
The radiation of tingling or electric-like paresthesias into the limbs or trunk on flexion of the neck.









	
Myelin sheath




	
The fatty insulating substance surrounding nerve fibers in the white matter of the brain and spinal cord (NMSS).









	
Neurodegenerative




	
Disease process that reflects the progressive loss of structure or function of neurons, including death of neurons.









	
Oligodendrocytes




	
Cells that make and maintain myelin.









	
Optic neuritis




	
An inflammatory disorder of the optic nerve that commonly occurs in only one eye and causes visual loss and sometimes blindness; it is usually temporary.









	
Paresthesias




	
Abnormal sensations such as numbness, prickling, or “pins and needles.”









	
Peripheral nervous system (PNS)




	
Nerves and axons that connect the CNS to muscles, sensory organs, and glands









	
Plaques (lesions)




	
Scarring (also called lesions).









	
Relapses




	
Random attacks of inflammation. Also known as exacerbations or flare-ups.









	
Spasticity




	
Involuntary muscle contractions leading to spasms and stiffness or rigidity (primarily affecting the lower limbs in MS).









	
T cells




	
T cells, which are one type of white blood cell in the immune system, somehow become sensitized to proteins
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in the CNS. When T cells become activated, they enter the CNS through blood vessels and produce damaging inflammation. Once in the CNS, these T cells not only injure myelin, but also secrete chemicals that damage nerve fibers (axons) and recruit more damaging immune cells to the site of inflammation.









	
Transverse myelitis




	
An acute spinal cord disorder causing sudden low back pain as well as muscle weakness and abnormal sensory sensations in the lower extremities.









	
White matter




	
A component of the CNS in the brain and superficial spinal cord. White matter consists mostly of glial cells (i.e., cells that form myelin, and provide support and protection for neurons) and myelinated axons that transmit signals from one region to another. While gray matter is primarily associated with processing and cognition, white matter modulates the distribution of action potentials, acting as a relay and coordinating communication between different brain regions.































	
Table 3
Cognitive and Neuropsychological Terminology









	
Term




	
Definition









	
Cognition




	
Mental processes associated with attention, perception, thinking, learning, and memory (Loring, 1999).









	
Delirium




	
A temporary and usually reversible confusional state involving alterations in level of arousal, disturbances of attention, and impairment in the logical stream of thought. Onset is rapid, with a fluctuating course (Loring, 1999).









	
Dementia




	
An umbrella term used to reflect the fact that cognitive dysfunction has resulted in impairment in independent living.









	
Neuropsychiatric;









	
neurobehavioral




	
Describes mental disorders, as well as affective and behavioral symptoms, that can be attributed to diseases of the nervous system.































	
[5]Table 4
Rehabilitation Terminology









	
Term




	
Definition









	
Rehabilitation




	
Neurorehabilitation aims to aid recovery from a nervous system injury/disease and to minimize and/or compensate for any functional disturbances (e.g., activities of daily living, communication, mobility). Rehabilitation specialists include an interdisciplinary team of speech, physical, and occupational therapists, as well as psychologists and physicians.









	
Impairments




	
Refers to the symptoms and limitations caused directly by CNS damage (e.g., decreased vision, decreased strength, spasticity, tremor, etc.)









	
Disability




	
Refers to the reduction in function in the performance of tasks (e.g., walking, bathing, etc.).









	
Handicap




	
Refers to the reduced ability to participate in various life situations (e.g., driving, employment, etc.) and the environmental restrictions that the patient suffers.









	
Remediation




	
Correcting the problem. This restorative approach consists of reinforcing previously learned patterns of behavior (Loring, 1999).









	
Compensation




	
An alternative means of task performance because the preferred approach has become more difficult or impossible secondary to impairment or disability. Also, modifying the environment or use of assistive devices to accommodate changes.















1.1.1 Psychiatric Disorders and Psychosocial Problems Associated With MS


Mental health professionals often find it useful to distinguish between psychosocial problems encountered by many individual living with MS and comorbid psychiatric disorders. Such a distinction can aid in the comprehensive conceptualization of the individual and treatment formulation. Psychosocial problems, which reflect psychological, interpersonal, and social adjustment difficulties, may be faced by individuals prior to definitive diagnosis of MS, as well as throughout various stages of the course of MS. Psychiatric disorders are defined by the classification system within the fifth edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM-5; American Psychiatric Association, 2013) and the International Statistical Classification of Diseases and Related Health Problems (ICD-10; World Health Organization, 2007) and can also appear prior to or subsequent to the diagnosis of MS.


[6]1.1.2 Psychiatric Diagnoses Associated With MS


Mental health professionals have an important place in the management of MS. Common symptoms associated with MS that are amenable to psychological intervention include mood disorders, cognitive disorders, adjustment disorders, interpersonal difficulties, and potential neurobehavioral symptoms associated with neurologic disease and medication effects.


Potentially relevant comorbid psychiatric diagnoses that mental health professionals may use to classify clinically significant problems are based on the DSM-5 (American Psychiatric Association, 2013). Table 5 shows diagnoses that may be encountered within a clinical setting while working with individuals with MS. Given the variability of diagnostic codes for select disorders listed in Table 5, the reader is referred to the DSM-5 for further detail.


















	
Table 5
Psychiatric Diagnoses Associated With MS









	
Mood disorders




	
DSM-5 (ICD-10)









	
Major depressive disorder




	
296.99 (F34.8)









	
Adjustment disorder with depressed mood




	
309.0 (F43.21)









	
Persistent depressive disorder (dysthymia)




	
300.4 (F34.1)









	
Depressive disorder due to another medical condition




	
See DSM-5









	
Substance/medication-induced depressive disorder




	
See DSM-5









	
Bipolar (I or II) disorder (coding depends on severity and whether the most recent episode was manic or depressed)




	
296.89 (F31.81)









	
Pseudobulbar affect




	
F48.2









	
Cyclothymic disorder




	
301.13 (F34.0)









	
Disruptive mood dysregulation disorder




	
296.99 (F34.8)









	
Anxiety disorders




	
DSM-5 (ICD-10)









	
Generalized anxiety disorder




	
300.02 (F41.1)









	
Adjustment disorder with anxiety




	
309.24 (F43.22)









	
Unspecified anxiety disorder




	
300 (F41.9)









	
Anxiety disorder due to another medical condition




	
293.84 (F06.4)









	
Substance/medication-induced anxiety disorder




	
See DSM-5









	
Somatic symptom disorder or illness anxiety disorder




	
300.7 (F45.21)









	
Social anxiety disorder (social phobia)




	
300.23 (F40.10)









	
Agoraphobia; also see panic disorder




	
300.01 (F41.0)









	
Specific phobia (e.g., needle/injection phobia)




	
See DSM-5









	
[7]Personality




	
DSM-5 (ICD-10)









	
Personality change due to another medical condition




	
310.1 (F07.0)









	
Personality disorders




	
301.83 (F60.3)









	
Personality change as an associated feature in delirium




	
See DSM-5









	
Personality change as an associated feature of major or mild neurocognitive disorder




	
See DSM-5









	
Personality change as a result of a substance use disorder




	
See DSM-5









	
Psychological factors affecting other medical conditions




	
316 (F54)









	
Cognitive disorders




	
DSM-5 (ICD-10)









	
Major or mild neurocognitive disorder due to another medical condition




	
See DSM-5















1.1.3 Psychosocial Problems Associated With MS


Corbin and Strauss (1988) wrote:




When a severe chronic illness comes crashing into someone’s life, it cannot help but separate the person of the present from the person of the past and affect or even shatter any images of self held for the future. Unless the illness is mild or its effects on activity are relatively negligible, who I was in the past and hope to be in the future are rendered discontinuous with who I am in the present. New conceptions of who and what I am – past, present, and future – must arise out of what remains. (p. 10)





Often, individuals are faced with adjusting their self-image from invulnerable or healthy to one that includes living with a chronic illness. Psychosocial consequences can influence numerous areas of life, with distress related to disruptions to life goals, employment, finances, independence, relationships, and activities of daily living (Mohr et al., 1999). A change in self-image may arise from any aspect of MS, such as incontinence, sexual dysfunction, reduced mobility, or cognitive problems. Therapists can explore why the changed and/or lost abilities were important and identify alternative methods to meet those needs.
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