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Abstract

The purpose of this qualitative study was to explore the lived experience of people

with Multiple Sclerosis (MS), a degenerative neurological disease. This

phenomenological study used Georgi's Method to analyze the data obtained from

the audio tape-recorded interviews of three individuals with MS. The data was

then grouped into six themes that were common within each of the participants'

interviews. The following themes illustrate the participants' experience of living

with MS: (a) seeking an explanation for symptoms, (b) financing and familial

concerns, (c) identifying supportive relationships, (d) establishing trust with the
Ml

physician, (e) adapting to change, and (f) rejecting the MS label. These themes
IJ

may provide nurses and other health care workers with knowledge and

understanding of the struggles that patients with MS face. Using these themes as

tools may help nurses to educate newly diagnosed MS patients about common

feelings and struggles that have been felt by others diagnosed with the disease.
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Chapter I

Enhanced Therapeutic Regime Management

Multiple Sclerosis is the chronic, unpredictable deterioration of the central 

nervous system (CNS) ("Just the Facts: 2004-2005," 2004). An estimated 10,000 

people are diagnosed with MS every year (Food and Drug administration news, 

2004). Currently, no cure has been discovered, and MS patients must rely upon 

palliative therapies to reduce symptoms and to possibly slow progression of the 

disease ("Just the Facts: 2004-2005," 2004). Affecting between 350,000-500,000 

Americans alone, MS primarily afflicts Caucasian women between the ages of 16 

and 60 years old ("MS Info: FAQ," 2004). MS patients experience a wide variety 

of symptoms related to sensation including: vision and hearing loss, numbness, 

tingling and burning in extremities, tremors, loss of balance and coordination, 

incontinence, cognitive and emotional dysfunctions, and sexual difficulties ("MS

Info: Symptoms," 2004).

Etiology and Pathophysiology

MS is believed to be an autoimmune disease in which the body attacks the 

cells that produce myelin, the protective insulation surrounding the nerves of the 

CNS ("MS Info: FAQ," 2004). More specifically, T cells become hyper-reactive 

to a particular myelin protein and the de-myelinating process begins (Huether & 

McCance, 2004). Sclerotic tissue replaces the destroyed myelin, and this scarred 

matter fails to produce the necessary level of conduction across the nerve fibers 

("Just the Facts: 2004-2005," 2004). This sclerotic tissue is called gliosis and 

results in plaque formation and the eventual degradation of the nerve axon
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(Huether & McCance, 2004). This de-myelination of the nerves is ultimately

responsible for the loss of sensation that leads to the previously mentioned

debilitating effects of MS.

Types of MS

There are four classifications for MS: “remitting-re lapsing (RR), primary- 

progressive (PP), secondary-progressive (SP), and progressive-relapsing (PR)” 

(Huether & McCance, 2004, p. 417). Remitting-Relapsing (RR) is the most 

common form of MS as approximately 85-90% of initial diagnoses are RR (“Just 

the facts: 2004-2005,” 2004). RR patients experience clearly defined flare-ups or 

exacerbations of symptoms, followed by relatively symptom-free recovery periods. 

Primary Progressive (PR) patients demonstrate a continuous, progressive decline 

in health with no distinct exacerbations or remissions. This form of MS is rare, 

affecting only 10% of the MS population. Secondary-Progressive (SP) patients 

initially reflect RR characteristics. However, over time Secondary-Progressive 

patients experience a more significant decline in health with more variations in 

exacerbations, plateaus, and improvements. Secondary-Progressive occurs in 50% 

of MS patients within 10 years of the initial diagnosis. Progressive-Relapsing (PR) 

patients experience a steadily declining condition with clearly defined periods of 

exacerbations of symptoms. In contrast to Remitting-Relapsing patients, whose 

periods between relapses are characterized by improvements or lack of symptoms, 

PR patients recognize the periods between relapses with a continuing decline of 

health. This form of MS is the most rare among the four categories, affecting only 

5% of MS patients (“Just the facts: 2004-2005,” 2004).
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Risk Factors

The ratio of MS prevalence between men/women is 1:2 (Huether & 

McCance, 2004). A genetic variation recently found in women may be the cause 

for this uneven ratio (“Medline Plus,” 2005). Specifically, a protein called 

interferon gamma has been found to be in higher quantities in women- the same 

protein that has been discovered to intensify the MS degenerative process 

(“Medline Plus,” 2005). MS also has been found to predominate in the Caucasian 

population, although it afflicts all races (Huether & McCance, 2004). The onset of 

MS is from late teens/early twenties to ages fifty-sixty (Huether & McCance, 

2004;“Just the facts: 2004-2005,” 2004).

A recent study indicates that only-children may be at increased risk for 

developing MS (Rauscher, 2005). According to the study, “It has been proposed 

that early life infections may reduce the risk for allergic and autoimmune disorders, 

such as MS, by influencing the developing immune system.” The study revealed a 

43% reduced risk of acquiring MS among children who had contact with a sibling 

under 2 years of age within the first six years of life (Rauscher, 2005).

Whether MS is inherited or not is still unknown, but genetic factors may 

cause a person to be more susceptible to developing the disease ("Just the Facts: 

2004-2005," 2004). 'Triggering factors' that may cause a person to be predisposed

to the disease include environmental factors, such as toxins or vitamin-deficiencies.

Infectious factors that may predispose a patient are likely encountered at a young 

age-less than 16 years of age, in order for the symptoms to surface between ages 

16-60, the most common age group for MS patients (MS Info: FAQ," 2004).
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Social Implications

Impact on the patient with MS. The emotional distress caused by MS is 

substantially higher than in other chronic illnesses (Gulick, 2001). The specific 

effects that social and community support have upon the well-being of an MS 

patient are unknown, but are believed to be beneficial according to one study 

(Gulick, 2001). Similarly, research has shown that those MS patients who are in a 

stable marriage have an improved chance of accepting the disease and delaying its 

progression (Harrison, Stuifbergen, Adachi, & Becker, 2004). However, the 

burdens upon the spouses of MS patients should not be overlooked, as spousal 

carers must contend with a great deal of worry and stress (Cheung & Hocking, 

2004). The struggles with sexuality that plague many people with MS can have 

detrimental effects upon the client’s marriage/relationships, self-esteem and 

emotional stability (Cleveland Clinic, 2002).

Ethical implications. The ethical implications of this disease partially 

revolve around the healthcare system’s inability to provide for patients with 

chronic illness (Oeseburg, Jansen, & De Keyser, 2004). The ability of MS patients 

to obtain health insurance, job security, etc. is also called into question. The

minimal amount of research that has been conducted upon elderly patients with 

MS also indicates the possibility of poor quality of care for elderly MS men and

women in retirement and rehabilitation homes (Finlayson, Van Denend, & Hudson,

2004). Mothers with MS also face an ethical decision regarding breastfeeding 

infants or when contemplating pregnancy while receiving immuno-modulating 

therapy (Gulick & Johnson, 2004).
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Financial implications. The financial implications of MS can be 

devastating for patients. Diagnostic tests, treatments and therapies are very 

expensive. As the disease progresses, the patient may lose the ability to work or 

provide for his or her family, let alone cope with the additional expenses created by 

the disease itself. Patients may eventually be forced to enter a retirement home or 

assisted living complex which can further strain financial resources.

There are many organizations and foundations that are dedicated towards 

MS research. Among these is the National MS Society, which has “invested $35 

million into more than 300 MS research investigations this year alone. Since its 

inception in 1947, the Society has invested $460 million into finding the cause, 

cure, and better treatments for the disease” (National MS Society, 2005).

However, the demand for more research on MS far exceeds the resources 

presently available, despite the best efforts of many organizations like the National 

MS Society.
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Chapter II

Review of Literature

The MS patient and his/her family must contend with a great deal of stress, 

beginning with the time of diagnosis and continuing throughout the progression of 

the disease. The research being conducted on medical treatments, alternative 

therapies, and the individual experiences of the MS patient will all aid in producing 

a therapeutic regimen for MS management. The effects of an MS patient’s mindset 

and attitude regarding the disease can also have a profound impact on disease 

outcome. Because there is no cure for MS, management of symptoms and delaying 

the disease’s progression are both essential in maintaining the patient’s quality of

life.

Treatments of MS

Multiple Sclerosis treatment focuses on two perspectives; treatment of 

exacerbations of symptoms and treatment of the progression of the disease 

(Huether & McCance, 2004). A variety of treatments are currently in use with 

varied reports of success, dependant upon each individual case and its contributing 

factors. As a health-care provider, the nurse should carefully assess the MS 

patient’s response to the treatment being provided and monitor any combination 

therapies being used, such as prescribed medications in collaboration with herbal 

remedies, to avoid adverse reactions. The nurse should be encouraging in the 

patient’s exploration of alternative treatments and assist the patient in making 

decisions regarding the client’s health care in order to ensure optimal results and

safety.
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Pharmacotherapy management. Medications used to combat MS have a 

wide spectrum of therapeutic effects, as well as side effects. Much medical 

research has focused upon the use of interferon beta-la, a disease modifying agent 

which can delay the physical decline that is common among MS patients (Miller & 

Jezewski, 2001; “Living with MS,” 2005). The benefits of interferon beta-la have 

proven to be quite substantial (Fischer, et ah, 2000). A study performed on 

patients being treated with interferon beta-la explored the individual experiences 

and fears associated both with the disease and with the treatment. The qualitative 

study involved interviewing 15 patients with remitting-relapsing MS. As a whole, 

the patients described feelings of fear and anxiety both in starting a new 

drug/treatment and in facing the challenges that are associated with medication 

administration and monitoring (Miller & Jezewski, 2001). The fear and discomfort 

of interferon beta-la injections remained a prominent concern among the study 

participants. These fears are not exclusive to interferon beta-la treatments, and the 

nurse must be conscientious of the patient’s feelings regarding pharmacological

therapy and aid in alleviating the patient’s anxiety as much as possible.

Glatiramer acetate, or Copaxone, is also a subcutaneous injection that,

when given daily as directed, is prescribed for delaying the progression of

relapsing-remitting MS patients, and has proven to be quite successful (Wolinsky,

Narayana, & Johnson, 2001). Because the drug requires both preparation and

injection, a patient must be carefully assessed for coherence and compliance issues 

(Fraser, Hadhimichael, & Vollmer, 2001). The success of this drug is evidenced by 

a study that used Copaxone in 146 MS patients. The exacerbation of symptoms
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decreased by 72% and the relapse rate of MS reduced by over 25% (Demina, et 

at, 2003). Another study was conducted on MS patients who were examined for

successful adherence to the Copaxone treatment regime. Different variables were 

taken into account in determining the results of the study, including psychological, 

biophysical and sociodemographic concerns. The study revealed that there were 

four significant factors influencing the success of Copaxone therapy; “Self-efficacy 

(control), hope, perception that the doctor was the most supportive of the 

individual taking Copaxone, and no previous use of other immuno-modulators” 

(Fraser, et al., 2001, p. 231). This particular research indicates the correlation 

between pharmaco-therapy and the psychological state of the patient. The more 

positive-minded the patient remained regarding the treatment, the greater the 

indicator of therapy success. The assigned nurse should consistently assess the 

patient’s feelings about the current therapy being used and seek to make any 

adjustments necessary to promote optimal treatment results.

A variety of pharmacological drugs are also designed for specific symptoms 

of MS and may be employed to alleviate any of the following: fatigue 

(Amantadine), spasticity (Baclofen), erectile dysfunction (Papaverine), urinary 

tract infections (Sulfamethoxoazole), as well as other complications that are 

commonly associated with MS (“Living with MS,” 2005). Proper care must be 

taken to prevent drug-drug reactions as combination-drug therapy is often 

prescribed for MS patients. The prevention of adverse effects from the prescribed 

drugs is not only safety-consciousness, but also aids in promoting a higher quality

of life.
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As advantageous as many pharmacological treatments are, the risks 

associated with prescribing the drugs is not to be discounted. Recently, a highly 

successful drug (Tysabri) was pulled from the market after a patient died and

another patient developed progressive multifocal leukoencephalopathy (PML)

(National MS Society, 2005). In both cases, the patient was using a combination

drug therapy regimen of both Tysabri and AVONEX (an Interferon beta-la). The 

companies of both drugs are investigating the cases, but for safety’s sake, Tysabri 

was pulled from the market on February 28, 2005 after being introduced for public 

use in November 2004 (National MS Society, 2005; “First Monoclonal,” 2004). 

“The approval of Tysabri [was] based on positive results seen in patients after one 

year of treatment. This product received accelerated approval because it 

[appeared] to provide substantial benefit for patients” (“First Monoclonal,” 2004). 

These events created distress among a vast number of MS patients, as Tysabri was 

considered to be a “break-through” drug in treating MS (Education Forum, 

February 28, 2005). Nurses must be aware not only of the risks involved with 

prescribed drugs, but also the detrimental psychological effects that events, such as 

those on Feb. 28th, may have on patients depending upon medications like Tysabri. 

Patients may become discouraged or fearful when a promising drug is pulled based 

upon recorded adverse effects. Health-care providers must be prepared to answer 

questions, provide support and comfort to patients and families using such

medications.
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Non-pharmacological treatments.

Complementary and alternative therapies. Non-pharmacological

treatments include many complementary and alternative therapies (CAT) used for

treating specific MS symptoms (Stuifbergen & Harrison, 2003). The use of CATs, 

either in combination with prescribed drugs or alone, is prevalent among MS 

patients. A quantitative study found that one-third of patients reported the present 

use of one or more CATs, while 50% of MS patients stated prior use of CATs 

(Stuifbergen & Harrison, 2003). The majority of CATs were reported to be 

beneficial by the patients, and those who use CATs indicated higher levels of 

health-promoting behaviors (Stuifbergen & Harrison, 2003).

Cooling-suit. Among these CATs is the cooling-suit, which reduces the 

incidence of fatigue among MS patients in hot temperatures (Flensener & 

Lindencrona, 2002). A study that combined both qualitative and quantitative 

methods was conducted, utilizing “self-assessments [including] the Fatigue Impact 

Scale (FIS), open-ended interviews and semi-structured diaries” (Flensener & 

Lindencrona, 2002, p. 541). All 10 of the voluntary participants in the study noted 

significant reductions in fatigue when using the cooling-suit. This study displayed 

both the effectiveness of the cooling-suit as well as the need for such a device in 

the management of MS. Fatigue is a considerable problem for people suffering 

from MS, as it interferes in nearly all activities of daily living (ADLs). “Fatigue is a 

complex, multi-dimensional phenomenon with physical, psychological, emotional 

and social dimensions and often influences emotional, cognitive and mental 

capacity. Feelings such as helplessness, hopelessness, and apathy can arise" (Piper,
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1993; Flensener & Lindencrona, 2002, p. 542). This information may be utilized in

the health-care field as “nurses who meet heat-sensitive individuals with MS have

the opportunity to give information on cooling methods, including how to use a

cooling-suit” (Flensener & Lindencrona, 2002, p. 541).

Cranberry supplements. The reports of cranberry cocktails preventing

urinary tract infections (UTIs) in women led researchers to explore the benefits of

daily cranberry supplements for MS patients. UTIs are a common complication

among MS patients, especially women; therefore, a study was conducted to test

the effectiveness of cranberry supplements in MS patients (McGuinness, Krone &
I*

Metz, 2002). A double-blind, randomized, placebo-controlled longitudinal trial

was conducted for six months using 135 participants. Over 35% of the llm

participants receiving the cranberry supplement developed a UTI versus only 32%
I'"

of the placebo-control group. Therefore, the supplements appeared to tail in

preventing UTIs among MS patients. The researchers stated that not all cranberry

supplements contain proanthocyanidins, the active ingredient of cranberries

believed to be responsible for preventing UTIs. Thus, patients are encouraged to

consume whole cranberries or juice in order to obtain the benefits of this treatment

(McGuinness, Krone, & Metz, 2002). "There is no way for the consumer to

distinguish supplements that contain proanthocyanins from those that do not,"

which leads the reader to question the accuracy of the study itself (McGuinness, et

al., 2002, p. 4). No mention is made whether the supplements used in the study

contained this key ingredient, which could dramatically alter the results.

Regardless, the nurse should be aware of the patient’s risk for developing a UTI
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and take proper precautions to ensure prevention of this adverse effect of MS. 

Besides cranberry juice, a patient may be prescribed Bactrim or Septra 

(sulfamethoxazole) as preventatives, both of which follow a more pharmacological 

approach (“Living with MS,” 2005).

There are many more symptoms of MS that all have a wide variety of 

treatment options. Regardless of treatment method, the importance of early and 

prompt action against the symptoms and progression of MS is clear. Early 

treatment helps to delay neurological deterioration, therefore reducing the extent 

of damage and minimizing symptoms (“MS Info: treatment,” 2004). Treating the 

specific side effects of MS such as fatigue or UTIs can serve to increase the

patient’s quality of life. This can lead to a positive increase in feelings of hope and 

independence, and aiding in the promotion of therapeutic regimen management. 

Treating patients’ psychological and emotional needs also indicate positive 

influences upon the physiological struggles of the MS patient. Encouraging the 

adjustment of mindset and the treatment of symptoms can significantly improve a 

patient’s quality of life (Wassem & Dudley, 2005).

Positive Mindset

The concept of readiness to change. The ability for MS patients to accept 

the disease and the symptoms that accompany it are directly related to the patient’s 

quality of life, as well as the progression of the disease. A qualitative study, using 

five MS clients over a 7-month period, found that “readiness is both a state and a 

process. Before clients can create change they need to become ready to change”

(Dalton & Gottilieb, 2003, p. 108). The factors influencing readiness to change are
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monumental and explain the difficulty in overcoming this important obstacle

towards acceptance of the disease. “The process of readiness involves recognizing

the need to change, weighing the costs and benefits and, when benefits outweigh

costs, planning for change” (Dalton & Gottilieb, 2003, p. 108). The study

concluded that nurses have an important role in both advocating and supporting

change. The ability to assess readiness for change and the influencing factors are as

important as facilitating the change itself (Dalton & Gottilieb, 2003).

Adjustment of MS patients. Strongly correlated with readiness to change,

the MS patient's adjustment to the disease is crucial in managing an adequate

quality of life. Adjustment covers many areas for the MS patient, including the 

following: adjustment following diagnosis, adjustment to physical and cognitive 

limitations, as well as psychological adjustment when coming to terms with a 

future involving a chronic illness. Recognizing that adjustment is a major aspect of 

the MS patient’s therapeutic regime, Wassem and Dudley conducted a study on 

the effectiveness of nursing interventions with adjustment and symptom

management of MS. The four year longitudinal study used four-week intensive 

outpatient programs to aid in adjusting patients to life with MS. Patients 

did show an improvement in symptom management based upon the correlating 

adjustment factors (Wassem & Dudley, 2003). "One measure of adjustment to 

disability has been acceptance of disability, which is a fundamental way one 

psychologically adjusts to impairments" (Harrison, Stuifbergen, Adachi, & Becker, 

2004, p. 267). The study did clarify that, although the group’s self efficacy scores 

did improve over time, the results were not substantially superior to that of the
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control group. This was anticipated by the researchers, based upon behavioral 

changes that may have preceded the study, and was duly noted within the text. 

However, the study does serve to emphasize the value of patient adjustment in 

coping with MS. As a health-care provider, the nurse must be capable of assessing 

the patient’s capacity to adjust to the influencing factors associated with a chronic 

illness like MS in order to best determine the appropriate plan of care.

Managing emotional distress. Research has proven that emotional distress 

is higher in MS patients than in people with any other chronic illness (Gulick, 

2001). The importance of managing the frustration and the sense of hopelessness 

that often accompany the debilitating disease are imperative towards managing a 

therapeutic regimen. One study tested whether “personal attributes of the person 

with MS and/or the presence of social support will function as mediating and/or 

moderating variables between emotional distress and adaptation to the illness” 

(Gulick, 2001, p. 147). Through the self-reported levels of emotional distress, 

social support, and activities of daily living (ADL) functioning by 686 MS patients, 

researchers found that higher levels of both personal attributes and social support

are associated with lower levels of emotional distress and better ADL functioning 

(Gulick, 2001). The nurse’s ability to assess the MS patient’s quality and quantity 

of personal attributes, social support, and ADLs will aid in managing the patient’s 

emotional distress, thereby promoting a therapeutic regimen.

Health promotion & quality of life. Health promoting behaviors can 

dramatically influence a patient’s ability to cope with symptoms of MS as well as 

slow the progression of the disease itself. Stuifbergen, Seraphine, and Roberts
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(2000) conducted a study that had results similar to that of Gulick’s. The study 

involved 786 MS patients and a variety of tests that measured “severity of illness- 

related impairment, barriers to health-promoting behaviors, resources, self- 

efficacy, acceptance, health-promoting behaviors, and perceived quality of life” 

(Stuifbergen, Seraphine, & Roberts, 2000, p. 122). The results reported that 

“quality of life is the outcome of a complex interplay among contextual factors 

(severity of illness), antecedent variables (Stuifbergen & Rogers, 1997), and 

health-promoting behaviors” (Stuifbergen, et. al. 2000, p. 122). The research 

indicated that nursing interventions that include the enhancement of “social 

support, [decreasing] barriers, and [increasing] specific self-efficacy for health 

behaviors would result in improved health-promoting behaviors and quality of life” 

for the MS patient (Stuifbergen, et. al. 2000, p. 122).

Education of the MS patient. A qualitative survey was carried out to 

identify the quality of and the amount of information MS patients were receiving 

from the time of diagnosis and continuing throughout the progression of the 

disease (Box & Hepworth, 2003). The majority of patients expressed a sense of 

frustration regarding the amount of information available on research trials, drug 

treatments, as well as any unique symptoms reported by other MS patients. 

Researchers have also explored the value of health-care providers, like nurses, who 

have MS as patient educators (Leino-Kilpi & Luoto, 2001). A study was 

conducted involving 35 nurses with MS as they educated MS patients on the

disease. The results revolved more around the patient’s individual response instead

of each nurse’s skill in educating. “The results showed that patient teaching is
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based on individual and unstructured approaches,” indicating the importance of the 

patient’s role in learning about this chronic disease (Leino-Kilpi & Luoto, 2001, 

p.83). By gaining knowledge about the disease and its treatments, patients may 

achieve a sense of independence that is often lost through the debilitating effects of 

MS. This can improve the patient’s mindset, thereby enhancing the potential for a 

positive therapeutic regimen.

Impact of Family and Community

MS impacts not only the afflicted patient, but the family and surrounding 

community as well. Financially, the family of the MS patient can become strained

due to the inability for the patient to continue working along with medical

expenses created by the disease. The stress that is placed upon the spouse or 

caregiver of the MS patient must also be recognized by the health-care provider.

The surrounding community of the MS patient can become both a hindrance and 

an asset to the health of the patient. By becoming educated on the illness, the 

community can provide much needed moral and physical support for the struggling 

MS patient. Failure to learn about this debilitating disease can create the bias and 

stigmas that are felt by many people with chronic illnesses. The nurse's 

responsibility includes assessing the amount of support that an MS patient has 

from his or her family, friends, and the surrounding public. Education of the 

patient, family, and surrounding community is also key in the role of the nurse.

The married MS patient. The period of time when MS is usually 

diagnosed, between the ages of 15 and 50, is often a crucial "building" time for 

marital relationships (Harrison, et al., 2004). The stress placed upon the marriage
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following the diagnosis of MS is only exceeded by the strain of the progression of 

the disease itself. The primary result revealed that "marital status was greatly 

related to a person’s acceptance of disability. Those who remained married had a 

higher acceptance of disability compared to those not consistently married" 

(Harrison, et al., 2004, p. 267). However, the differences between men and women 

regarding the effects of a successful marriage on a chronic illness like MS are 

substantial. Overall, female MS patients had a greater level of acceptance over 

time, married or not. Therefore, the positive effects of marriage do not appear to 

affect the female MS patient as greatly as men. "Over time, consistently married 

men's acceptance of disability scores and their perceived level of impairment scores 

were significantly better than the not consistently married men's scores" (Harrison, 

et al., 2004, p. 267). However, in this particular study, the sample of male MS 

patients was small, indicating that cautious use of this material is essential for 

accurate and unbiased research purposes.

Despite discrepancies in this study, the research indicates the value of a 

supportive home-network. Variations in marriage status (i.e.- co-habitating, gay 

relationships, etc.) may not affect the results of a study focused on exploring the 

value of supportive relationships for the MS patient, instead of strictly married 

relationships. The importance of the above-mentioned study appears not to be 

whether the patient is married, but how stable the relationship is that the patient is 

involved in. The nurse, or attending health care provider, must be capable of 

assessing the patient’s relationship status and the amount of support being 

provided as this can have a strong influence on the health of the patient.
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Caring for the carer. A study by Cheung and Hocking (2002) assessed the 

feelings and concerns of spousal carers for people with MS. This interpretive 

phenomenological approach recruited ten spousal carers of MS patients and 

conducted casual interviews. Incidentally, the term 'caring,' when applied to the 

caregiver of a chronic illness, takes on an entirely different meaning than in 

traditional use. The results found that, in such continuous care, “worrying as a care 

responsibility provides a further insight. Caring as worrying described caring as a 

complex emotional relationship of responsibility” (Cheung & Hocking, 2002, p. 

475). The physical and cognitive health of the spouse often determines the well

being of the MS patient. “Marriage quality and survival is often dependent on the 

spouse’s view of the impairment" (Harrison, et al., 2004, p. 269). Spousal carers 

must contend with a great deal of concerns, including “their partners, their 

relationships with their partners and their future. They also worried about then- 

own health, institutional care, and lack of government support” (Cheung & 

Hocking, 2002, p. 475). Careful assessment must be conducted on the spouse or 

significant other of the patient in order to determine any reservations or biases 

he/she might have in caring for the afflicted person. Support of and collaboration 

with the spouse of the MS patient is essential in ensuring the optimal health of both

individuals.

Sexual strain in the MS marriage. The sexual difficulties that are 

associated with MS can further strain a relationship. MS can have a significant 

impact on the person’s concept of self and of body image. MS can also lead to 

rectile dysfunction and an inability to become sexually aroused due to loss of
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sensation (“Intimacy and Multiple Sclerosis44, 2002). A study conducted on the 

constructions of sexuality for female MS patients addressed this complication of 

the disease. Twelve women participated in the study and the qualitative data 

indicated that sexuality has multiple aspects and meanings for an individual (Koch, 

Kralik & Eastwood, 2002). The conclusive results revealed that “constructions of

sexuality encompassed physical sexual responses, perceptions of appearance and

attractiveness to self and others, communication and relationships, self image and

self-esteem, and the sense of affirmation and acknowledgement that women 

experienced from others” (Koch, et al., 2002, p. 137). The study affirmed the need 

for health professionals to “reject the myths and stereotypes surrounding disabled 

women and attempt to understand the possible impact of long-term illness on 

women’s sexuality” (Koch, et al., 2002, p. 137). This assertion applies to all MS 

patients, men and women alike, along with any chronically ill individual.

MS effects on family. The stress of MS is difficult enough for a married 

couple. However, the effect that MS has upon the ability for the patient to have 

and raise children creates even more complications. Smeltzer studied the effects 

that MS has upon the reproductive decision-making in women. The qualitative 

study revealed that the lack of solid data surrounding the effects of MS on 

pregnancy as well as the unpredictability of MS strongly affected female MS 

patients’ decision to become pregnant (Smeltzer, 2002). The participating women 

all viewed pregnancy as a risk, both for themselves and for the child. As a result, 

“the diagnosis of MS affected their previous plans for number of children, as well 

as spacing of pregnancies” (Smeltzer, 2002, p. 145). The attending nurse would
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carefully assess the female patient’s knowledge regarding MS and the risks of 

pregnancy related to heredity of the disease ("Meta-analysis of genomic screens," 

2001). This aspect of MS can be especially particularly trying and sensitive. MS 

patients and their families may be disappointed, fearful, or angered by the 

disruption in prior life plans caused by MS. Consideration and compassion is 

essential for managing a therapeutic relationship with the patient and his/her 

family.

The breastfeeding MS mother. The concerns regarding the health of 

children with MS parents is a prominent concern. Little is yet known regarding the 

genetics of the disease, but research indicates that a person has a significantly 

greater chance of developing the disease with a diagnosed relative due to a 

“susceptible hereditary factor” (MS Info: FAQ’s, 2004; Nowak, et al., 2003). 

Pregnancy itself has not shown an adverse effect on MS and has, in feet, been 

proven to slow the progression of the disease in women (Gulick & Johnson, 2004). 

However, MS pharmacotherapies, in particular immunomodulating drug therapies, 

can affect the infants, and proper care must be taken when treating a pregnant or 

breast-feeding woman. A recent study examined the dilemma of delaying 

immunomodulating treatments for pregnancy and breastfeeding in women with MS 

(Gulick & Johnson, 2004). As a result of the positive effects of pregnancy on MS 

and the outweighing health benefits of breastfed infants being “significant in terms

of decreased incidence of lower respiratory illness, constipation, allergy, and milk

intolerance,” delaying immuno-modulating drug therapies was advised (Gulick & 

Johnson, 2004, p. 647). The assigned nurse would certainly wish to assess the
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pregnancy/breastfeeding status of any female MS patient undergoing therapies that 

might compromise the health of the child. Compassion and empathy during such 

an emotionally fragile time would be critical in providing proper nursing care.

It ■
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Chapter III

Methodology

Phenomenology

In attempting to comprehend and consolidate the vast amount of 

information to be gained from the human experience of MS, the researcher needed 

to apply a specific form of methodology to both the interview and the written

process (Fain, 2004). The phenomenological approach allows one to explore the 

lived experience in a qualitative manner, as opposed to a quantitative approach. In 

this, the researcher focused on the thoughts and feelings of men and women living 

with MS. The stories and descriptions given by the participants revealed a large 

amount of valuable first-hand information that aided in answering the research 

question; "what composes the lived experience of MS?"

Considerations by the Researcher

The researcher's bias. The researcher's interest in the experience of living 

with MS stems from her observation of the detrimental effects that MS had upon a 

close friend and his family. The researcher viewed the tumultuous process created 

by MS from the time of diagnosis over five years ago to the present condition of 

this friend today. Due to her relatively personal experience with the disease, the 

researcher acknowledges that she had preconceived notions regarding the effects 

of, as well as the lived experience of, MS. The researcher personally believes the 

effects of MS to be extraordinarily taxing on the afflicted person and surrounding 

family members. The diagnosis of MS is considered by the researcher to be a life

changing event that initiates a cascade of life-altering experiences, leaving a
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profound effect upon the individual and his/her family.

Procedure

Participant criteria. The necessary criteria for participation in this study 

required the interviewees to have been diagnosed with MS. Each participant had 

sought treatment for his/her MS symptoms at some point, with varying methods 

and results. Further requirements included the ability for the participants to 

communicate coherently in English and to be competent and reliable resources 

regarding the lived experience of MS. This purposive sample included one male 

and two females. The three Caucasian participants were between the ages of 30- 

60, all residing in Delta County, Colorado.

Ethical considerations. The participants were contacted and approached in 

a confidential manner. Two of the participants' conditions were previously known 

by the researcher and the third was brought to the researcher's attention by word- 

of-mouth. Participation was strictly voluntary and each interviewee was informed 

of his/her right to confidentiality. A consent form was signed (See Appendix A), 

illustrating the following; the interview purpose and procedure, confidentiality, and 

contact information for further questions and concerns. The participants received 

no monetary compensation for the interview and were made aware that the 

interviews were to be tape-recorded and later transcribed for data-analyzing

purposes.

Data Analysis

The process of analyzing the information from the interviews was guided

by Giorgi's method. The approach towards classifying and consolidating the
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common themes between the different experiences of living with MS was

conducted in five systematic and orderly steps. Due to the nature of the interview 

process and criteria of participants for the researcher, Giorgi’s method was an 

efficient, conducive guide for data gathering and analysis as his approach focuses 

on the descriptions of experiences (Whiting, 2001).

To begin using Giorgi’s method for this research, between 2 and 10 

participants who had experienced living with MS were needed for interviews (Fain, 

2004). The researcher, after having the interviews transcribed, would need to read 

through the entire description of the experience in order to obtain an overall sense 

of the participant's feelings. The transcriptions would then be reread, while 

observing for transitions in meanings or ideas, abstracting the themes within each 

interview. These themes would then be explored for redundancies and clarification 

(Fain, 2004). For, according to Giorgi, “Within the method of explication one tries 

to understand the actual context within which the facts emerge (Whiting, 2004, p. 

62). The themes correlating within each interview would be described and 

validated within the literature by the researcher (Fain, 2004).

Bracketing. The process of gathering and analyzing data regarding the 

lived experience of MS can be compromised by any bias or preconceptions that 

might be held by the researcher. The researcher, Husserl, “Used the word ‘epoche’ 

to describe phenomenological reduction, the aim being the ‘suspension of belief in 

the ‘outer world’ which prevents the researcher from making any judgements or 

having any preconceived ideas” (Whiting, 2004, p. 62). Therefore, the practice of 

bracketing allows the researcher to identify and address any personal opinions and
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beliefs that she has regarding MS prior to the development of the research. Every 

attempt is made to remove the researcher's personal convictions from the data

gathering and analysis.

The researcher's use of bracketing. The researcher implemented the use of

bracketing in an effort to produce unbiased results in her interviews with three MSif'<•

patients. Every attempt was made to ensure a neutral tone and environment for the

interviews. Using open-ended questions like, "Tell me about your experience with

MS" and "What was [that] like for you?" allowed each individual participant to

lead the direction of the interview without the influence of the researcher's

personal beliefs [See Appendix A Continued]. The participants chose the setting

for the interviews; each was privately conducted in the home of the interviewee at

his/her convenience. This choice further enabled the participant to feel comfortable I'I*
in disclosing information regarding his or her lived experience with MS without

any external influence that might affect the validity of the results.

Limitations

Despite the researcher’s efforts to remove any bias and conditions that 

might affect the validity of the results, several factors have limited the research.

The geographical area of the study sample was limited to a small community in 

western Colorado. Coincidentally, all three participants were involved in a 

predominantly agricultural lifestyle; two of the participants were cattle ranchers, 

the third owned an organic farm. The participants were all Caucasian, middle class 

Americans. The small sample size itself also limits the results of the study and 

compromises the researcher’s outcomes. The qualitative approach of the study
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removes any quantitative or objective data to be gained from the interviews. 

Although bracketing was incorporated into the researcher’s interview process, the 

acknowledgement is made to include all personal biases held prior to the data 

collecting process.
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Chapter IV

Results

The purpose of this qualitative study was to understand the lived 

experience of MS and the coping methods used by the participants. The results of 

this study revealed that, although MS affects each individual differently, there were 

common manifestations that correlated between the participant population. These 

common characteristics were grouped into themes, according to the applied 

phenomenological method created by Giorgi. These six themes are as follows: (a) 

seeking an explanation for symptoms, (b) financing and familial concerns, (c) 

identifying supportive relationships, (d) establishing trust with the physician, (e) 

adapting to change, and (f) rejecting the MS label.

The sample population consisted of three participants from a small, rural

area in western Colorado. Two women were interviewed, both of whom were in

their fifties and weren't diagnosed with MS until each woman was in her forties.

Both of the women had spouses and multiple adult children. The man that was 

interviewed was diagnosed four years ago, at the age of thirty. He was recently 

divorced and has two young children, ages 7 and 3. All three participants, at the 

time of the interviews, maintained an agricultural lifestyle; two of the participants 

were cattle ranchers and the third participant was an organic farmer.

Theme 1: Seeking an Explanation for Symptoms

One of the most critical, and impacting, moments in the struggle of MS for 

the participants was the experience of hearing the diagnosis. The common feelings 

and circumstances between the three participants that led each to seeking an
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answer for his/her symptoms were significant. This initial response to the disease 

inevitably prompted the coping mechanisms used by the participants against the 

devastating effects of the condition. The participants also described common 

experiences regarding the lack of conclusive information obtained at the time of 

diagnosis and the testing methods used to diagnose MS by the neurologists.

Telling signs. The initial symptoms described by the participants that 

prompted each to seek medical attention were similar in nature, and very 

characteristic of MS. The numbness and tingling in the extremities, particularly on 

one side, were common throughout the participant population. The first participant 

interviewed, who will be named 'Rebecca' for the sake of confidentiality, relayed 

her first symptoms:

It was in the fall of'87. And I went in [to the doctor's] because my arm was 

numb and it wouldn't go away... mostly on the left side... I have some 

permanent damage in my left foot, I‘m sure of... with the toe lifting, [it 

lifts] only if you really concentrate. If you‘re tired, it doesn‘t.

Both of the other participants also experienced decreased sensation and control in 

the extremities. The second participant, 'Clint,' stated:

I noticed my left side didn't feel right and I really started noticing ... I 

think what made me go to the doctor was I was dragging my left foot when 

I shouldn't. I'd pick my foot up flat, [but] it was angled down, so I'd drag 

my toe. Going up stairs was really tough.

The third participant, 'Margaret,' also described a similar experience: "Well, the 

very first symptoms that I had were peristhesias in my feet. That is, they felt numb
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and they felt cold." Each of the participants sought a professional opinion 

following the development of these, and other, unexplainable symptoms.

Accompanying the numbness and tingling of the extremities came a 

despairing sense of clumsiness and un-coordination. Clint relayed a story from the 

early stages of the disease, prior to his diagnosis:

Dad and I were down... watching a baseball game, and it was kind of a

cold day, so he said, ‘Go over and [buy] a cup of coffee.’ So I went over 

and got two cups of coffee. When I got back, and it wasn’t... maybe 100 

feet, when I got back to the truck the [cup] my left hand was holding was 

empty... and still today I can’t carry fluid in a cup in my left hand. Don’t 

really try it.

The feelings of decreased balance and coordination were characteristic of all three 

participants in the initial stages of the disease. As will be discussed later in this 

chapter, the feelings of un-coordination were particularly distressing to the 

participants and strongly affected the coping mechanisms that were adapted by

each.

The loss of balance seemed to be compounded by a sudden loss of vision. 

As is common among MS patients, each of the participants described an 

unexplainable loss of vision. Margaret "experienced a black spot, a hole in [her] 

vision." Clint experienced a frightening, although temporary, loss of vision in a 

slightly later stage of the disease.

I must have been going through an exacerbation or something, but it felt 

like somebody had a dimmer switch and things would just get black and
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then come back light. And that happened maybe twice a week ... and it

only lasted for about a month.

Rebecca's condition appeared to have affected slightly different visual aspects:

[the MS] affected the ... the optic nerve. It attacked that and left me with

kind of no color red. You know, I can see who you are, and if I look from 

the window at the mountains, you know, thirteen miles away, I know that

they're mountains, but there's not... it's not precise. It's not clear.

Denying the diagnosis. As is common among people who are diagnosed

with chronic illnesses, each of the participants described a sense of delayed

acceptance regarding the diagnosis. Rebecca described this initial reaction:

First of all, it's dreadful. It's horrible, horrible news. Terrible. Awful. And

so, what you want to try and ... I think there's a thing that you go 

through. It's like ... denial... Years of it. Denial. And the leg quits 

working and you go, 'Oh yeah, that's right.' Or your eye gets affected and 

you kind of go, 'Dog-gone-it, [the doctors] were right.'

Margaret's denial seemed to extend several years. Following a diagnosis of MS, 

she stated, "It wasn't a label that I felt I wanted to take on at that point. And I quit 

going to [the neurologist] and that would have been probably about fifteen years 

ago." It wasn't for several years, until Margaret met her current physician that she 

could actually admit to someone that she had been diagnosed with MS. Clint states

that, with his diagnosis, "That was kind of a tough thing for me to handle. 

Mentally, it took me probably at least a year to accept... and by that time, I 

would say the symptoms were getting worse."



The Lived Experience of MS 39

The inconclusive diagnosing experience was particularly stressful; each 

participant was left with questions that could not be truly answered by the 

professionals who were the most educated on the subject of MS. Clint described 

the fear and distress that was felt when he discussed the diagnosis with his

neurologist

[My doctor is] very smart on MS and the very first thing he told me after I 

got diagnosed and I went down for a consultation, he said, ‘We know 

nothing about this disease.’ You know, and when you’ve got a doctor 

that’s been at it that long, it kind of makes you think, ‘Damn... what do 

[I] do?

However disturbing his first encounter with the neurologist had been, Clint’s 

reliance and rapport with the physician would affect his choice of treatment in the 

coming months, and even years.

Visiting the doctor. At the time of the diagnosis, each of the participants 

were concerned and confused at the unexplained symptoms that were interfering 

with his/her lifestyle. A therapeutic interaction with the treating physician would 

have been optimal. However, each of the participants described a somewhat 

distressing experience. The patient-doctor trust relationship was not achieved on 

the initial visit by all of the participants. The patients’ frustration was compounded 

by the lack of information available on MS. The initial experience with the 

physician seemed to catalyze an either eventual trusting relationship that was

maintained or an alternative route of treatment.
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Diagnosing by elimination. A common experience among the participants 

at the initial diagnosis was the way in which the disease was diagnosed. The 

diagnosis did not come from a conclusive MS test, but rather by the elimination of 

other diseases. This was certainly experienced by Rebecca

Because it seems like MS is like a kind of a grab-bag kind of thing. If it’s ..

. he was eliminating tumor; he was eliminating this; he’s ... it was a 

process of elimination. And then it falls into the MS bag, and that’s how I

found out.

Clint had a similar experience with the initial diagnosis.

Then [the doctor] said, ‘Well the three things it could have been was MS,

Lupus or Lou Gehrig’s.’ And [the doctor] said, ‘you’d better hope for

MS.” [The doctor] said, 'Lupus and Lou Gehrig’s are not something you 

want. .. MS is not something you want, but you can deal with it.’

Theme 2: Financing and Familial Concerns

The experience of MS is a traumatic and life-altering event of continual 

progression and change. Perhaps the most profoundly distressing aspect of the 

disease is the level of concern and worry that the patient is suddenly burdened 

with. The cost of treatments and necessary lifestyle adjustments can also be 

financially debilitating. As the disease progressed, the physical capabilities of the 

participants decreased in exponential amounts, adding to the responsibility of 

surrounding family members and friends. Because MS is commonly diagnosed 

among younger populations, each of the participants were physically active and 

primary providers in the family prior to diagnosis. Each of the participants in this
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study were active members of an agricultural lifestyle; Clint and Rebecca were 

cattle ranchers and Margaret owned an organic farm. As each was self-employed, 

the physical ability to work critically affected their financial security. Already 

strained budgets can be potentially crippled by the high cost of treatments and the 

inability to work as a result of physical debilitation.

Cost of treatment. The cost of treatment, no matter the method, was

extremely expensive. Clint, who had yearly MRI’s to track the progression of the 

MS lesions on his brain, stated that “MRI’s are three thousand bucks apiece. The 

insurance doesn’t cover it.. . I‘m [currently] nine thousand in the hole.” The drug 

therapy that Clint was on required a weekly shot that costs $300.00 each, the 

equivalent of $l,200.00/month. Fortunately, Clint was obtaining financial 

assistance from the drug company, Avonex, and only pays for the shipping which 

costs $25.00 every three months. Both Clint and Rebecca, when asked how often 

they each visited the neurologist stated, “As little as I can.” The cost of a 

neurologist is equally expensive and this burden prevents the participants from 

frequenting very often. Margaret, who relied upon natural remedies, supplements 

and vitamins, also remarked on the cost. “I don’t recall what we had to pay on the 

MRI... [but] I do think sometimes about the supplements because CoQlO’s not 

cheap, and alpha lipoic acid’s not cheap, and the essential fatty acids aren’t cheap.”

The cost of treatment was multiplied by the dilemma of becoming 

physically unable to work. The physiological changes that occur over time prevent 

many from maintaining a full-time occupation, creating further strain on finances. 

Clint remarked that "One of the things I juggle ... that I'm kind of juggling with in
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my life right now is, I'm not all that different than anybody else. I still have to work 

for a living ... I have to get some work done because I have to earn a paycheck, 

you know?" This served to be an added strain upon the already stressful disease.

Cost of burdening others. A common concern in two of the three

participants was the fear of burdening family members and friends with the effects 

of the disease. For Rebecca, the effect that MS would have upon her family was

very difficult to cope with:

But what’s even worse is the effect that you are going to have on your 

family. That is really, really tough, and there’s nothing you can do about it. 

Really. I mean, you’re diagnosed. You’ve got this thing, you know. You

don’t like it and neither does anybody else. But I think that that is one of 

the biggest inhibiting things that happens to you, because you.. . your life 

is going to change. And because your life is going to change, you’re 

impacting your children, your husband, your friends, your family, you

know?

The loss of Rebecca’s independence has been difficult because it required her to 

depend upon, and impose on others:

To have to impact another person’s life ... because you need them to help 

you do something that you once were able to do ... you can’t get up in the 

morning when people are trying to [work] and say, ‘Oh, I’d like to ride 

today. Would you saddle my horse for me?’

Clint, recently divorced, addressed the impact that MS had upon his family.

He stated that both of his daughters, ages 7 and 3, know about his disease and



The Lived Experience of MS 43

freely talk about his condition with no inhibitions. However, in regards to his 

marriage, Clint asserted that his MS was responsible for 95% of the reason behind

his divorce:

A lot of people with MS, you hit that age where you’re going to have a

caretaker, and I was married to somebody that didn’t want to be a 

caretaker. So, yeah, it had a major effect on my marriage. Which, I still go 

back and say I can’t really blame her for that. I don’t know how I would 

handle it. I would have to be put in that situation. If my spouse was 

diagnosed with something that [I knew I was] going to be having to take 

care of this person for the rest of [my] life, I don’t know how I’d handle it.

Clint’s altered physical condition has also affected his ability to work full-time on

his family-operated ranch, which he owns along with his grandfather, his father and
III•II

his brother. According to Clint, “For me to say, ‘okay, I can’t do this ranch work

anymore so I’ve got to find something else to do, that makes you feel bad and it

adds stress to you.”

The ability and the need for surrounding family members and friends to 

accept the limitations induced by MS appeared to be significant throughout the 

participant population. According to Rebecca, “I didn’t ask a lot from [my family] 

because I didn’t want them to give up what they had... but, yeah, they’re 

supportive. .. I think in an instant, if I needed them, they’d be here.” Clint’s story 

with his parents and his brother, with whom he works on the ranch, was a little 

different: “It took [my family] at least two years to say, ‘you know what, he has 

[MS] and things are not right... so it took my family quite a while to accept it, I
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guess. I guess nobody wants to accept it.”

Theme 3: Identifying Supportive Relationships

The need for support and acceptance from health professionals, family and 

friends all appeared to impact the individual participant’s ability to cope with the 

disease and its effects. The varying symptoms like fatigue, susceptibility to heat, 

and delayed cognition can alter the patient’s lifestyle and require a network of 

support in order for the patient to adapt and cope with the debilitating condition of 

MS. A key component of familial and community support seems to center upon 

the understanding of the disease and its effect upon the afflicted person.

Making others understand. One of the difficulties that seems to hinder the 

public’s understanding of the disease is its varying effects upon different people. 

Two people can have the disease and one person will be terribly debilitated while 

the other person displays no symptoms. As Clint stated, this can be difficult to 

explain to friends and family.

MS is such a blind disease ... everybody with MS is so different. So you 

got your ‘John Smith's,’ [who] you would never know in a million years 

[that John has MS]. So it is hard ... it’s hard for people like me [who have 

worse conditions]. Well, if they know John, they’ll say, ‘Well why is John 

[doing so well]? You know, usually with a disease, it’s pretty much the

same . .. across the board.

The MS patient often feels obligated to explain, or to somehow prove, the validity 

of his/her limitations. Rebecca, in her most frustrated moments, asserted that, “I 

mean, you almost wish that you weren’t ambulatory. That you were, you know,
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had the wheelchair that said, ‘Hey, I cannot do this anymore!’” Clint, upon visiting 

the batting cages with a friend, was discouraged and embarrassed to find out that 

he no longer had the coordination to bat, an activity that he used to excel at. 

However, Clint stated that, “Not that I want [my friend] to know anything more 

than what [he] did know [about my condition]. But it was kind of nice to have [my 

friend] see what happened the other day... at least that way he knows I’m not 

faking it.” The concern that others might not understand the severity or the validity 

of the illness was significant for each participant.

Always changing. A consistent problem with one of the participants

seemed to be that her condition was so labile. Rebecca remarked that sometimes

she was incapable of activities that she could perform five minutes ago, let alone 

five months ago:

So it's kind of like you're living in a world that you don't want to live in. 

And that... It's a constant reevaluation, you know, because, yeah, last 

year you could do it, but maybe not this year. Or two weeks ago you could 

do it... Sometimes you surprise yourself. You're going, 'God, I feel 

great,' you know and you're doing things. And you kind of go, 'Oh man, I'm 

going to do that every morning.' No you're not. (laughs) You might want

to, but no.

This complication of MS can be difficult for Rebecca to explain to other people, 

who might inquire as to how she is doing: "People will look at [me] and go 'How 

you feeling? Well, ask me in five minutes, you know. Maybe I'll tell ya, you know, 

because it will change that quickly."
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Theme 4: Establishing Trust With the Physician

Trusting the doctor. Each participant had initially been referred to a

neurologist. There were some inconsistencies regarding the level of trust and 

rapport initially established with the neurologist at the time of diagnosis. However, 

the presence or absence of trust with the neurologist seemed to be a prominent 

factor in the type of treatment that each participant would choose. Clint and 

Rebecca both opted to proceed with his/her neurologist's choice of treatment and 

adopted drug therapies that involved self-injected intramuscular shots. Margaret, 

however, described a poor experience with her neurologist and sought a second 

opinion from a different neurologist:

It’s kind of like [the doctor] was cheering me on to get MS. It wasn’t a 

label that I felt I wanted to take on at that point. And I quit going to him.. 

. after I had the MRI. .. I actually made my husband go with me to see the

[second] neurologist because the last neurologist had been so kind of cold.

. . he didn’t want to listen to me at all. .. but I went to this [second

neurologist] and. .. he listened carefully, asked questions, wanted to know

what made me feel better, what made me feel worse, you know, all the 

things that, as a patient, is helpful to be able to say.

Following this more positive encounter with the neurologist, Margaret opted to 

seek an alternative therapy from a naturopathic physician, with the support of the

second neurologist. She developed a positive rapport with her doctor and has

continued her therapy for several years.
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Establishing a health care rapport. As previously stated, the trust between 

each of the participants and his/her physician appeared to be influential in the 

patient’s method of coping. Of the three participants, Margaret appeared to have 

formed a particularly close bond with her physician; a naturopathic doctor who 

asserts that she has been successfully treating her own MS for several years. 

According to Margaret, "I went to [my doctor] and she made some 

recommendations as far as diet and supplements and I guess you would call it 

lifestyle ... She did it in a very gentle way." Unlike the other two participants, 

Margaret looked forward to seeing her physician, despite the extra cost, because "I 

really appreciated [my doctor]. I think that having her for a physician has been 

incredibly helpful... I haven't needed [to go back], which has been wonderful and 

sad because I like to visit with her." Along with her private physician, Margaret 

felt as though her health was being looked after by a cohesive network of 

professionals:

When I went to [the naturopathic physician] and I had sort of someone on 

my team. That was the first time that I could actually say to somebody that 

I had been diagnosed with MS .. . and then I still have contact with my 

massage therapist and there is a chiropractor ... and so I have this team of 

three people which is ... after being alone in this for so long ... is quite 

remarkable, you know.

The concept of having a team, or a network of health professionals was prevalent 

in more than one of the participants interviewed.
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The other two participants, Clint and Rebecca, both maintain a more 

westernized approach to medical treatment. Clint's relationship with his neurologist 

appears to be one of genuine respect and deference: "Now my ... my neurologist, 

he's been at this, well, you look at his plaques on his wall, I bet he's been at it for at 

least twenty years ... yeah, he's very smart on MS." Clint also began to see a 

professional counselor to work through some of the major life changes that were 

occurring:

I started going to and seeing a counselor... I told her all these things in 

my life that have happened, and basically it was somebody to just blow
i

steam off at. Somebody I didn't know ... And I think I felt better. I saw

her six or eight times, probably, and I think it helped. [I only stopped 

because] it was money... I'd like to go back and see her again and just 

talk things over, and just see if I feel... if anything else I don't know that I 

was physically better but I was definitely mentally better.

Rebecca has opted to see a specialist as little as possible and remains 'loyal' 

to the local family physicians for the majority of her health concerns. However, she 

does assert that "you have to have a rapport with your Doc, you know. That you 

trust him. You find somebody that you can trust and when he says something, you 

can question and then, you know... but then in the end you're going to him 

because you want his expertise." At this time, she does not have a neurologist that 

she visits. This is, however, something that she is looking to change: “I think it 

would be prudent on my part to get a relationship with a neurologist so if, and 

when, you know, the shit hits the fan, let’s say, down the road, and you get this
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massive flare-up or something, it would be a good idea to have a relationship with 

a neurologist.” Thus, all three participants already have, or at least see the benefit 

of having, some variation of a health network to rely upon for advice and

treatment.

Theme 5: Adapting to Change

The methods of coping that each participant has adapted differ somewhat 

based upon their individual characteristics and experiences, as well as the influence 

of the various health professionals. However, despite minor differences, there were 

several significant similarities that were found, particularly regarding symptom 

management. Each participant has acquired coping mechanisms as a result of years 

of struggles and frustrated attempts to adapt to the changed lifestyle that MS 

enforces. These required changes included adapting to symptoms like clumsiness, 

susceptibility to heat and stress, slowed cognition, and coping with the uncertainty 

of the prognosis.

Preserving dignity. As a possible result of a general lack of understanding 

amongst the public, some of the participants illustrated a negative adaptation to 

their disease in an effort to avoid attention. Clint described feelings of frustration 

and embarrassment when he ate in front of people: “I can’t hit my mouth, you 

know, when I’m eating.” Inevitably, Clint adopted a habit of eating alone, or 

waiting until others were gone so that he would not make a mess in front of 

people. He also avoided moving about in crowds or walking up and down stairs in 

public, “In case I fall in front of people.” As a result, Clint’s social life has 

decreased, an aspect that he regrets, but, “I don’t miss [it] so bad that I’d go back
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[in public]... I mean, if I could ... financially if I could quit working and just be a 

hermit, I would be . .. because if I stumbled, if I fell... “

Learning about the disease. One of the most common coping methods 

discovered in all three participants included self-education regarding the illness. 

Clint demonstrated a large amount of knowledge regarding MS throughout the

interview:

I've done research on it... and that's what MS is. There are lesions, and

it's blocking the ... well, MS is Multiple Sclerosis, and that means 'many 

scars.' And the scars are on your brain. It attacks what they call a myelin 

sheath at the end of each nerve on your brain... see, my lesions are on my 

right side of my brain, and it affects the left side of my body... two out of 

three people are women ... Colorado is the number one state [for MS]...

Rebecca also indicated an interest in keeping up on the literature available about 

MS: "I'm going to be informed as much as I possibly can about what's [going on 

at] the research foundation and into things that they do, and I get that through my 

MS literature, The National MS, and I get two magazines a month." Margaret has

studied much of the nutritional information that correlates with the diet that she is

currently using to treat her condition. She also has read autobiographies of people 

who have had similar experiences with MS and Lou Gehrig's disease.

Reducing stress. Reducing stress appeared to be a major factor in 

managing MS symptoms as stressors can cause an exacerbation, or flare up, of 

symptoms like fatigue, decreased coordination and delayed cognition. Clint, in 

particular, noticed the effects of stress:
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There have been times where I think, 'Okay, I'm doing really good.' 

Everything is going good. And then something stressful comes into my life 

and right away my symptoms start getting worse ... and no matter how 

hard I try not to let that happen, it still happens ... I feel I handle stress, it 

just affects me physically. Not so much mentally, but physically it affects

me.

In an effort to cope with some of his stress, Clint has visited a counselor and has 

also attempted to find time for himself:

Even last night I was working out in the shop and I thought, you know, I 

am going to take a drive. I took [the dogs] down to the river and just sat 

there. Turned off [the road] and walked up there and sat there and watched 

the river ... the only thing that could have made that better was if I'd had 

my [daughters] with me. And that's really the only thing better.

Margaret has also had to adapt in order to manage her stress levels since her 

diagnosis: "I have had to pay attention, learn about myself and learn what is good 

for me and not good for me to do. And I used to be much more apt to just say 'yes' 

to whatever and, you know, overdo everything and run myself crazy." Margaret 

preferred to keep busy doing the activities that she enjoys like gardening, weaving, 

and using her spinning wheel both as a means of exercise as well as stress relief

Exercising. A common method of coping between the three participants 

included exercise. The benefits of exercise seemed to help the mind and the body 

maintain the level of functioning that the participants had prior to their MS.

Rebecca asserts that “I started yoga as a... I’m a very flexible person, but I was
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losing ... I have lost a lot of muscle, you know... So I would start... I did 

yoga pretty intense ...” Margaret’s naturopathic doctor “recommends some kind 

of tai chi or yoga or something like that, and massage ... good sleep.” Both 

women described a lack of self-discipline, or honest desire, in regularly exercising 

with these methods. However, Margaret stated that “I really think that growing

[my garden] is part of what makes me better.” And Rebecca made a similar

statement: “I don’t have the self-discipline to regiment myself to go, ‘Okay, Six- 

thirty you’re going to do your forty-five minutes of yoga.” I don’t do that. I go, 

‘Six-thirty. I’m going to go pull weeds!”’ Clint, besides remaining active at work, 

has recently begun to take Pilates as a means of regaining his balance and 

coordination. This was a new development in his MS management and was not 

formally interviewed regarding this particular therapy. He has, however, stated that 

he enjoys Pilates and has noticed a vast improvement in his mobility and balance.

Eating habits. Generally considered to be essential in maintaining good 

health, eating properly was also found to be a significant factor in one of the 

participants’ management of her MS. Margaret completely manages her therapy by 

her diet and supplements that are recommended by her naturopathic physician.

The key guidelines that she follows are similar to that of a vegan diet, with the 

addition of fresh fish. Margaret gradually reduced her intake of dairy, eggs, and 

meat until she was consuming little to none of these products. She also consumes a 

number of various vitamins and supplements which include coenzyme Q10, alpha- 

lipoic acid, calcium, and black cohosh. Margaret appears to be happy with her diet 

and gives a great deal of credit to the diet for her current health and condition.
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When asked by others how she maintains such a strict, ‘deprivation’ diet, Margaret 

states that she simply responds, “I’m just depriving myself of living in a

wheelchair.”

Beating the heat. One of the most common symptoms that the participants 

reported was a susceptibility to heat. As each of the participants worked outdoors

a large amount of the time, this presented quite a problem without some form of

adaptation. Clint indicated that because the heat caused him to feel tired, he was 

also cognitively slower; a dangerous problem when operating ranch equipment:

If it is hot outside and I’m pushing myself and I get hot, I get stupid ... 

and now I realize that, you know, keeping going [like I have been] I may

get hurt doing this ... I mean, mowing weeds on a tractor. You wouldn’t

think you could get hurt, but the hotter it gets, and the more I feel this, and 

the more I get to thinking about it, things multiply and the next thing you 

know, you’re doing something really stupid. I’d drive that thing across the 

highway and not even think ... you know?

As a result, all three of the participants indicated that the best way to ‘beat the 

heat’ was to get up early in the morning and work until it was too hot. Then each 

participant retreated indoors and worked until evening cooled everything down,

when he/she would return to the fields and work until dark. Rebecca had an

additional cooling method: “The sprinklers that we have are fabulous because they 

come down by the house and you can work outside and get this ... this mist.” 

Margaret stated that, in addition to working in the cool early morning, “If I’m out 

in the heat I have to have loose clothes on so that I evaporate and there is some air
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movement and it helps to cool me down. Or if I’m irrigating some place and I can

get a little bit wet.”

Remembering to remember. Another common symptom of MS is a lack of 

short term memory and slowed cognition. Rebecca has become accustomed to 

asking people to slow down when giving her directions, despite her initial

frustration:

You need to put on a delayed response so that you... and you need to 

ask people to slow down, especially when it’s hot or when you’re tired. So 

you just say, ‘Could you repeat that please, slower?’ It’s a little 

embarrassing, but if you want the information, and if they’re trying to give 

it to you, that’s what you have to do.

Clint has felt quite a bit of frustration as he has increasingly been forgetful about 

daily activities. Clint states that, as a result, “I make notes, a lot of notes. Just the 

other day I bought a lot of post-it notes to put in my truck. If I don’t write myself 

notes, I forget about it.”

Avoiding support groups. Interestingly, one of the most common coping 

mechanisms between the three participants was an aversion to MS support groups. 

Ironically, the support groups seemed to create more distress than hope for the 

participants. Clint attended a group for a period of time:

I started going to a support group .. . and that was both helpful and .. .and

I guess I could say discouraging ... I was the youngest one by forty years .

.. and yet they all have MS. I would say eight out of twelve of them were 

on some type of walking aid, either crutches, wheelchair, walker,
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something. And that was kind of... that was the discouraging part. .. I 

don’t know. I’m sure most of it was probably from MS, but some of it 

could have been from old age.

When asked if she ever considered attending a support group, Rebecca 

emphatically stated, “No. No. It’s too much trouble. I’ve got to get in the car, I’ve 

got to drive, I’ve got to listen to other people talking about what I know already .. 

. now, if I could help somebody out, meet with somebody one-on-one .. . 

absolutely.” Margaret stated that she had never been to a support group either 

because, “In fact, I think it was the [neurologist] who recommended that I not go 

to an MS self-help group because I might get scared.”

Coping with uncertainty. Not only is the prognosis of MS uncertain, even 

the drug therapies that are often administered have questionable levels of 

effectiveness. Physicians can only estimate at the amount of good that the drugs 

such as Betaseron and Copaxone are providing. Rebecca tried to make the best of 

this uncertainty:

There were a lot of visits at the neurologist’s... and [the neurologist] 

said, ‘Ah, you’re great. It’s working. It’s great’... well it was a nice thing 

to hear, but then you get... I’m doing so good do I still have to take [the 

medications?] And I asked her that, and she said, 'Well, it could be why.' 

And I went, ‘Thank you. Thank you very much'... so, I’m very happy to 

be on it, and no, I’m not going to try any of the new [drugs] you can [take] 

once a week [instead of every day.]... because why would I change?

Clint has a great deal of difficulty taking the interferon beta shot every
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week for four years due to an extreme reaction that he has each time: “I take my 

shot on Sundays. If I take [the shot] in my left arm, my right calf will be just like 

somebody took a baseball bat to it. Every Monday I feel like ... I feel like

somebody beat the crap out of me ... I’ve told [my doctor] and he doesn’t have

an answer for it.” Clint is due for a blood workup to discover if he has built up an 

immunity to the drug, in which case the physician will likely switch him to

Copaxone therapy.

The question remains for all three of these patients, and thousands of 

others, whether the treatment is slowing the progression of the disease or whether 

each participant would be in the same state of health without the drug. Clint 

wonders what would have happened if he'd simply never known that he had the

disease:

I'd like to go down the whole road again and never go to a doctor and 

never have him say 'you have [MS],' and see where I'd be at right now. I 

don't know if the symptoms I have are because I know I have this disease, 

you know ... because [for example] you're always hearing about 

somebody that... they did surgery on a guy and found that he was loaded 

with cancer ... Well, a month later he is dead ... okay, what if they never 

found that? Would he still be alive? I think ... I think mentally your mind 

is very, very strong that way. If you don't know something [maybe] it 

doesn't bother you.

The difficulty that is created by the uncertainty of both the disease and the 

effectiveness of such costly and invasive treatments can be very distressing
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emotionally and spiritually for MS patients. The susceptibility that people like 

these participants have to depression and hopelessness could be very high without 

a healthy attitude and adequate support system.

Theme 6: Rejecting the Label of MS

Possibly the most important discovery within this research was the value of

rejecting the label of MS. This is not to be mistaken for 'denial,' a common and 

healthy phase of the grief process that many MS patients might have experienced 

as each began to lose parts of their previous way of life, prior to the diagnosis. In 

fact, the word 'denial' has been given such negative connotation, the term 'rejecting 

the label' was created in order to express the positive force that this concept has in 

the life of someone with MS. 'Rejecting the label' refers to the patient's refusal to 

allow the disease to take control over his/her life. To an extent, this process of 

'rejecting the label' appeared to involve the recognition of the disease's presence by 

each of the participants, but denying the disease full access to and control over the 

individual's life. This was a surprising discovery, and the benefits of this philosophy 

were significant throughout the research.

Saying goodbye. One of the participants, in particular, stressed the 

importance of recognizing the aspects of herself that were lost to MS and moving 

on. Rebecca stated that she learned to accept the days when she was feeling down, 

so that she could accelerate her ability to move on with her new life:

You have to kind of go ... you should almost give yourself a little funeral 

and say, 'This person that you once knew and were, it's gone ... because it 

isn't coming back'... And it's hurtful. It's very, very hurtful. And yet, it is
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what it is ... I don't know exactly what the emotion is, but you can get...

into a muddle to the fact that where you don't want to live ... but that's

when you're at your low point, and you kind of go, "Oh, martyr out, would 

you?* And it is kind of a pity party, but it doesn't do us any good ... So 

what I'm trying to do is kind of go, 'Okay, I hear ya, little pity person in 

there. I know what you're saying and I couldn't agree more, but let's... try

to focus on something [else]'. .. so the next time the pity party comes on, 

it's a shorter party, you know?

By adapting this philosophy, Rebecca was neither denying nor completely 

accepting of the effect that MS has had upon her life. Instead, she acknowledged 

the new presence of MS, and its hindrances, and moved on.

Holding on to hope. The prevalence of hope was significant in the 

interview with Clint. Despite having a very "realistic" outlook on the current 

prognosis of MS, Clint relayed the importance of maintaining a little hope through

his ordeal with MS:

I've studied the disease and I know I have the disease. And I'm not trying 

to be pessimistic, but it's not a real good situation ... [but] hopefully they'll 

come up with a cure. And that could happen tomorrow or it may happen 

twenty years down the road. It may never happen, but you have to have a

little bit of hope ...

Clint asserts that he is still working on his attitude towards his condition, but that 

he truly believes it is improving:

In choosing to remain optimistic and to reject the label of MS, Margaret
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asserts that, "Now I say I have a condition, such that if I don't take good care of 

myself I have the symptoms of MS ... I'm not resisting anymore the way I was, 

but, it just seems to me that I don't have it and it doesn't have a really good grip on 

me either." This hopeful attitude has helped her to step out from under the weight

of the MS label.

Staying afloat. The label of MS is a concept that might seem very heavy 

and burdensome. Margaret described her philosophy of rejecting the label of MS,

and wished to share it with others:

I guess the only thing that I would encourage people if I had the chance is 

to not think that they are their diagnosis. You know, you just have to deal 

with what presents itself to you in the best way that you can, but I think 

that sometimes a diagnosis will kill people, whether it is cancer or MS or 

whatever, that some people just kind of collapse under it, and that is what I 

resisted so vigorously for ten years ... I mean .... it's a tricky one 

because it's not like you want to try to say 'nothing is happening to me,' so 

it's not like I'm trying to negate it, but I just don't want to sink under it.

This seemed to directly correspond with Clint's desire to go back and try this 

experience without ever hearing the diagnosis. The power of the MS label appears 

to be incredibly strong and each participant expressed determination to resist 

sinking under it.

Participant Validation

Each of the participants were mailed a copy of the "Results" section of this

study, along with a letter of explanation and a questionnaire (See Appendix B).



The Lived Experience of MS 60

Two of the three participants completed the questionnaire, giving the study a 66%

result in validation. This is considered to be sufficient in maintaining the integrity

and accuracy of the information within the research. When asked if the results

summary accurately reflected the participants' experiences, one responded, "Yes,

the summary conveyed the denial of having MS and the daily frustrations of living

with MS; the lack of muscle coordination, mental and physical fatigue and how sad

it is to have to give up parts in your life you love to do." The other participant's 

comments regarding the research were very similar: "What I said [in the interview] 

is accurate and I can even relate to what the other [participants] said ... I feel like 

it was very well written. I would not add anything or take away anything." Thus, 

the summary of these interviews may be considered to be accurate and true of the 

participants' experience with MS.
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Chapter V

Discussion

Facing the Unknown

The emerging themes within this research revolved around the participants’ 

similar experiences from the time of his/her initial diagnosis to each person’s 

current response towards treatment and symptoms. As is common to the disease, 

the participants were diagnosed by the process of eliminating other possibilities. As 

stated by Bowen (2005), "The diagnosis of MS requires central nervous system 

symptoms that are disseminated in time and space, and that have no better 

explanation ... The differential diagnosis is broad, and requires the exclusion of 

several diseases that are described [later] in the text (p. 359)." The uncertainty 

surrounding the method of diagnosis sets the tone for the uncertain future that the 

diagnosed individual will face. According to Schwartz and Frohner (2005), 

researchers are still unclear as to what causes MS and who is at the greatest risk 

for developing the disease. Current pharmacological treatments are intended to 

merely slow the progression of the disease and to alleviate symptoms, but not cure 

them (2005). The different characteristics of MS makes it a truly unique disease 

for each person, and the absence of a definitive prognosis can be considerably

distressing.

Crying out for help. The psychological strain of MS was one of the most 

prominent factors among the participants. As was discussed earlier, the 

participants described some susceptibility to depression and a decreased sense of 

hope at times. This finding was supported by a study which asserted that "the
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unpredictable, variable nature of Multiple Sclerosis (MS), and the possibility of 

increasing disability, means that a diagnosis can have substantial psychological 

consequences" (Thomas, Thomas, Galvin & Baker, 2006, p. 1). The study 

evaluated the effectiveness of various psychological interventions on such 

complications of MS related to both disease specific symptoms and quality of life 

factors. A number of different types of interventions proved to be effective, 

illustrating not only the need for proper psychological care of the MS patient, but 

also the unique and individual effects that the disease has upon each different 

patient (p. 1). Further research has served to validate the effect that MS has on the 

emotions and psychological well-being of the individual beyond the more 

commonly known physical implications (Schwartz & Frohner, 2005).

Correlated with this research was the awareness that many people with MS 

may seek medical attention for other reasons besides physical complaints. Each of 

the participants demonstrated a level of self-acquired knowledge and a desire to 

improve, or at least maintain, his/her quality of life. Andreassen and Wyller (2005) 

found similar results in a study that determined the underlying reasons for MS 

patients who sought health-care advice. The three primary motives for patients 

who entered a rehabilitation program for MS were; education and knowledge 

regarding the disease, improved muscular strength and Activities of Daily Living 

(ADL's), and inspiration and hope for the future (2005). The need to administer 

care to the physical, psycho-social, and spiritual aspects of the individual with MS 

is clearly imperative (D'Arcy, 2005). The research illustrates that the disease is 

extremely complicated, and affects every component of the afflicted person's life.
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Coping with Concerns

Working against all odds. The population of people who are at greatest 

risk for developing MS are between the ages of20-40 years old: a time of life 

when many have families and homes to provide for (Schwartz & Frohner, 2005). 

As the disease progresses, people with MS may gradually lose the ability to 

perform in the workplace. This can have a serious impact on the financial 

circumstances of the family; a loss that has likely already been affected by costly 

medical treatments (Johnson & Fraser, 2005). This concern is validated by the fact 

that the average cost of MS per individual is $40,000/year; however, the average 

household income of a family with an MS patient is roughly $49,000/year (Nelson, 

2005). If the family is obtaining absolutely no financial assistance, they are left with 

$9,000/year for all other expenses. Each of the participants in this researcher's 

study described a decreased ability to work and a concern for their financial future. 

This particular theme correlated with the research currently available.

Stressing about stress. Each of the participants articulated a desire to avoid 

stress in order to help maintain an optimal level of health. The theory that stress 

may induce an exacerbation of MS symptoms is prevalent among the general 

population, although never scientifically proven (Durand, 2005). However, 

managing stress is generally considered to be vital towards improving and 

maintaining an adequate quality of life (King, 2005). This can, however, be a 

'catch-22': if a person is concerned that a stressful event may initiate an 

exacerbation, the individual is more likely to be stressed about the potential event, 

ironically helping to induce a 'flare-up' (Durand, 2005). A primary cause for
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confusion regarding the connection between MS exacerbations and stress levels is 

that stress is entirely subjective. Only the patient may know if he/she is stressed 

and what effect it is having on his/her body (King, 2005). Regardless, "there's no 

doubt that there is a link in a general sense between stress and other things that 

happen to the human body ... but what they are and how they operate in each 

case is not so clear" (Durand, 2005, p. 17).

Feeling the fatigue of MS. The symptoms of MS typically experienced in 

an exacerbation may vary greatly among individuals. However, one of the most 

prominent symptoms described by all three participants was fatigue. According to 

MacAllister and Krupp (2005), fatigue is actually the most commonly reported 

symptom among MS patients. One of the most crucially debilitating results of 

chronic fatigue is its effect upon the individual's occupation, social life and 

activities of daily living (2005). In a study conducted by Thomas et al. (2006), 

fatigue was listed as one of the chief physical complaints by people with MS. The 

effects of fatigue upon the afflicted person may range from a general weakening of 

individual physiological systems to a depressed emotional state resulting from 

decreased energy and an inability to socialize (MacAllister & Krupp, 2005).The 

research presented here validates the experiences of the participants within the 

study.

Exploring the Options

Alternative methods. The primary method of treatment for one participant 

consisted of alternative medicine, as prescribed by her naturopathic physician. The 

research behind any type of Complementary and Alternative Therapy (CAT) is
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limited at best. However, one study evaluated the benefits, as seen by the

participants, when comparing CAT's to that of a conventional, westernized

medicine approach (Shinto, Yadav, Morris, Lapidus, Senders & Bourrdette,

2005). Among the patients with moderately severe MS symptoms, CAT providers

were considered to be a more favorable choice as treatment administrators. The

patients with a higher intensity of disease severity were more likely to use 

conventional medical care providers (Shinto, e. ah, 2005). However, the overall 

majority of patients listed CAT providers as more emotionally supportive, 

regardless of the outcome of the therapy, a quality that was not lost on this 

researcher's participant. Possibly as a result of this valued dimension of CAT 

therapy, "A large proportion of MS patients use unconventional treatments" (Apel, 

Greim & Zettl, 2005, p. 258). This research adeptly illustrates the appeal of 

complementary and alternative therapy in the treatment of MS.

Exercising towards health. Exercise was a common method of maintaining 

health among the three participants. Each of the individuals, at some point, 

engaged in activity with the intention of improving flexibility, mobility, and 

balance. Each of the participants indicated a positive result from these efforts, and 

current research supports these findings. One study determined that exercise 

therapy can be very beneficial for people with MS (Rietberg, Brooks, Uitdehaag & 

Kwakkel, 2006). The particular method of exercise did not seem to make a 

difference in the positive effects of exercise and no contra-indications were noted 

within the study except to limit exercise in the event of an exacerbation of 

symptoms (Rietberg et al., 2006) A large amount of MS patients become
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frustrated by their limited mobility and this may inhibit a person's desire and ability 

to exercise (Steultjens, Dekker, Bouter, Cardol, Van de Nes & Van den Ende,

2006).

Health care professionals may attempt to identify the specific inhibiting 

factor for the patient (weakness, spasticity, ataxia, loss of proprioception) and can

help to strengthen that particular limitation (Kraft, 2005). Physicians recommend 

daily stretching in order to prevent tightening of the muscles and to strengthen the 

muscle, thereby avoiding spasticity and weakness (Kraft, 2005). People with MS 

may also engage in cardiovascular activities to help maintain pulmonary function 

and respiratory muscle strength as this is a common complication among people 

afflicted with MS (Savci, Inal-Ince, Arikan, Guclu-Gunduz, Cetisli-Korkmaz,

Armutlu & Karabudak, 2005).

Rejecting the Label, Not the Disease

Dangers of labeling. Each of the participants displayed a strong aversion 

towards being ‘labeled’ or having his/her identity reduced to the diagnosis of MS. 

As stated by Boyd (2005), “A diagnosis becomes a way of labeling a particular 

patient problem, but there can be negative consequences of the label... the 

labeled person loses personal identity and becomes a disease” (29). The term, 

‘rejecting the label’ was created in order to illustrate the manner in which the 

participants approached his/her diagnosis. Because no research literature was 

found regarding the positive effects of denying the label of a disease, this topic is 

not fully validated. However, health care professionals and, in particular, nurses 

should always be aware that “people are not diseases;” our role in providing
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holistic support to the individual afflicted with MS is crucial in promoting 

understanding and knowledge regarding this disease (Hitchcock, Schubert & 

Thomas, 2003, p. 766).

Nursing Implications

The nurse’s role when caring for a person with MS may vary with each 

passing day. Because the experience of living with MS is so unique for every 

person, his/her needs will be different from other clients with MS. Additionally, 

each person’s symptoms will often fluctuate from week to week, day to day, and 

even from hour to hour. Because of this, experts “recommend that health 

professionals should be able to recognize and respond to the changing needs and 

expectations of people with MS” (D’Arcy, 2005, p. 32). Patients who obtain both 

acute and long-term care require continual assessment in order to note any changes 

or progression of the disease.

Nurses play a key role in ministering to the holistic care of the client with 

MS. The disease has a profound impact on the physiological, emotional, psycho

social and spiritual aspects of the individual. Each of these components must be 

addressed in order to provide the optimal level of care and quality of life for the 

client (Schwartz & Frohner, 2005). The need for a supportive health-care team 

extends beyond the MS client to the family. Emotional support is necessary for the 

family of the client and any care-givers as new roles are adopted and old roles are 

left behind (D’Arcy, 2005). Nurses are essential providers of education for the 

newly diagnosed patient and can help to maintain a network of knowledge and 

support during the journey of MS. The nurse can be a vessel of hope for the client



The Lived Experience of MS 68

with MS and his/her family by providing information, compassion and support

throughout the ever-changing effects of this challenging disease.
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Appendix A

Carroll College Department of Nursing

Informed Consent

Title: Multiple Sclerosis: Exploring the lived experience.

Your Name (Please Print)

Purpose:

The purpose of this interview will be to collect data and information 

regarding your lived experience of Multiple Sclerosis. Using the information 

accumulated from this interview, the researcher will attempt to gain a better 

understanding and grasp of the effects that MS has upon the individual 

physiologically, psychologically, socioculturally, and spiritually.

Procedure:

The interview will consist of a series of open-ended questions. All 

interviews are strictly on a volunteer basis. The interviews will be tape-recorded 

for transcription purposes. There will be no monetary compensation for 

participation. The researcher will broach topics of discussion, but the interviewee

will be able to lead the direction of the interview. The interview will be conducted

at the participant's discretion, in an atmosphere that is conducive and appropriate.

Confidentiality:

This interview, and all information provided for the purpose of this thesis 

will remain strictly confidential. All information that might indicate the 

participant's identity will be omitted from publication or presentation of the thesis.
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In the event that the researcher must create an identity, for simplicity's sakes, a 

pseudonym with no relevance to the participant will be used, (ex: the participant 

becomes "Jane Doe," or "John Doe").

Consent:

I,_______________________, give Kelsey A. Kossler, SRN, permission to

use any information provided within the context of this interview. I understand 

that I will not receive monetary compensation for my participation and that I have 

the right to withdraw from this research at any time. I understand tliat my identity 

will remain strictly confidential throughout the duration and publication of this 

thesis. I admit to having been fully informed of this interview process and 

procedure and I have been given the opportunity to ask questions and clarify 

information. I understand that if I have questions at a later date in time, the 

researcher, Kelsey A. Kossler, SRN may be reached at (970) 640-7504. Carroll 

College faculty member, Jocelynn R. Waldron, RN, MSN may also be reached for 

questions at (406) 447-5495. With this consent, I grant permission for the 

researcher to utilize any information deemed necessary, provided the above 

stipulations are followed.

Your Signature Researcher Name (Print) Researcher
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Appendix A Continued

Questions (Open Ended)

Tell me about your experience with Multiple Sclerosis.

Tell me about the days/weeks/months leading up to your diagnosis (symptoms,

feelings)

Tell me about the day you were diagnosed.

Tell me how MS has affected your life physically? Psychologically? Socially? 

Spiritually?

Tell me about your support system (family, friends, community involvement). 

How has MS affected your family?

How has MS affected your ability to work or activities of daily living?

How has MS impacted your life financially?

What kinds of medical treatments have you undergone?

What kinds of alternative therapies have you tried? Have they worked?

How hopeful are you in the development of a cure?

How much do you participate in your treatment strategy with your doctor?

On a scale of 0-10, how independent do you feel you are in caring for yourself?
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Appendix B

THE LIVED EXPERIENCE OF MULTIPLE SCLEROSIS:

Kelsev Kossler

403 Madison Ave.

Helena. MT. 59601

(97(1) 040-7504

April 3, 2006

Dear Participant,

Enclosed you will find a copy of the fourth chapter of my honors thesis of which you took

part in May of 2005. Within this chapter, I have analyzed the transcripts of yours, and

other, interviews and compiled the data into 'themes' of the lived MS experience. This

chapter contains the greatest amount of personal data from the interviews. Please note the

use of pseudonyms as per the Carroll College Nursing Department commitment to 

confidentiality. As a part of my thesis, I would like to request your comments regarding the

contents of this chapter. This will further validate my research as being accurate and true.

Please see the attached questionnaire and self-addressed envelope that I have included for

your convenience. I thank you for volunteering for this project. If you have any direct

questions or concerns regarding this information, you may attach them to the provided
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questionnaire or you may reach me at (970) 640-7504. You may also contact my Carroll 

College Honors Thesis advisor, Jocie Waldron, RN, MN, at (406) 447-5495. Again, 

thank you very much for your participation and continued support.

Sincerely,

Kelsey A. Kossler
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Appendix B Continued

Participant Questionnaire:

1. Have you made any recent changes towards your management of MS? (i.e.- 

diet, exercise, etc)

2. Do you feel that you look at your condition any differently than you did at the 

time of the interview 9 months ago?

3. General comments/concems regarding the contents of the enclosed Chapter IV:

Thank you very much for participating. Please return this form using the enclosed 

self-addressed envelope.
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