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Important Employment Qutcomes Reported by Individuals with Multiple Sclerosis
Introduction

Multiple sclerosis (MS) affects approximately 2.3 million people worldwide, with most individuals being diagnosed
between the ages of 20 and 40 during what are usually the most active employment years. Employment is of
great importance to adult life and produces tangible (income, fringe benefits) and intangible (intrinsic benefits,
purpose in life) benefits. However, MS can present significant barriers to maintaining employment. Research has
found that, as the illness progresses, there is a sharp decline in employment. One study found that only 20-30%
of people with MS were employed 15 years after diagnosis, and less than 50% in the US are currently employed.

The majority of research on employment of people with disabilities focuses on employment rate, health, and
employment, or employer perceptions. Although obtaining and maintaining work is an important employment
outcome, other quality indicators of employment must be considered. Current literature is devoid of studies
examining subjective aspects of the employment experiences and quality employment outcomes throughout
the work life cycle of people with MS. This RRTC study sought to identify important predictors and outcomes
of employment of greatest importance as defined by individuals with MS. Our objectives included the following:
1. Identify at least two sets of factors/predictors related to quality employment.
2. Identify three common themes of quality employment throughout the work life cycle after
MS diagnosis.
3. Describe how qualitative and quantitative studies may work together to clarify employment
outcomes.

What is the source of information?

To allow for new insights on quality outcomes of employment, a qualitative approach was used. We conducted
three focus groups in three different geographic locations (Ohio, Georgia, South Carolina), in an effort to get a
cross sectional representation and to assess if regional differences were linked to quality outcomes of employ-
ment. We recruited participants from a variety of different sources, including community support groups and clinics.
Participants included 74 individuals who had a physical disability from MS, were over 18 years old, were less than
65 years old at the time of diagnosis, and had been employed at some point after their diagnosis. Groups were
heterogeneous. A semi-structured interview format queried participants about factors impacting employment.

What are the general themes individuals with MS found to be important outcomes of employment?

Participants identified three important themes within employment outcomes, which included compensation, helping others, and personal
well-being. Compensation includes things such as income and benefits, or tangible aspects of employment. In contrast, helping others
and promoting personal well-being are more intangible benefits of employment.
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What types of compensation do people feel are important?

Salary, pay for health needs, and compensation to support responsibilities and lifestyle were all deemed important. Many
participants expressed money to pay bills and to pay for health care needs, including medications, is a primary benefit of
working. As stated by one and | like making people happy, but it's all about a paycheck.” For others, the benefit of
working was more related to the lifestyle compensation from work participant, “Yes, | love my job, and | like the social
aspect, could provide. The following quote reflects an example of how salary from employment allowed one partici-
pant to support his lifestyle: “Work is a paycheck that allows me to go on vacation in certain areas.”

How does helping others impact employment?

Participants identified helping others through their jobs, such as inspiring others, providing direct help or
assistance, and general helping, provided a sense of value and importance to them. One of our participants
stressed how inspiring others brought fulfillment at work: “What inspires me is to have people come to me
and say I'm their inspiration because I'm doing so well with my MS. And they look up to me, and they think if

| can do it, anybody can do it.” For others, the direct help they provide in their job, such as working with
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Based on the qualitative responses by participants with multiple sclerosis (MS), the researchers

developed a 10-item set of considerations or needs people have when they make vocational decisions.
Each item is measured on a five point Likert scale, with options ranging from not important to extremely
important. The items include:

Virginia Commonwealth University, 1. Compensation (salary, wages) _ 7. Opportunities for helping others
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funded by the National Institute

on Pioabilu ndependent BNG.  The importance of work to the lives of people with MS cannot be measured by employment rate alone.
(NIDILRR grant number #1133~ The emphasis needs to be expanded from focusing almost exclusively on the portion of people who are
B130011). NIDILRR is a Center employed after disability to a greater emphasis on the quality of employment among those who have be-
within the Administration for ; ;

Community Living (ACL) come employed. The emphasis on the employment rate obscures the importance of career development
Department of Health and and associated benefits with participation, health, and quality-of-life. Quality employment will promote health,

Human Services (HHS). community integration, quality of life, and a sense of well-being.

Future applications should work toward maximizing employment outcomes among those with MS and other
disabilities, rather than focusing on return to employment or transition only. Enhancing prediction of changes in
employment outcomes, which will allow for more accurate assessment of lifetime needs (such as is in the life care
plan), should be done, as well as developing equations which use weighted models for various outcomes that
determine better the cost effectiveness of interventions to promote overall employment success.



