Dismantling the Attitudinal Barriers Against MCS

By Toni Temple, President –Ohio Network for the Chemically Injured

Attitudes are developed through what people see, hear, experience, and believe.  In areas pertaining to illness and disease, the media plays a major role in developing these attitudes. Through massive television, radio, and print campaigns, the public has been led to believe that physicians and pharmaceutical science have answers for every health problem. If they don’t, they will soon find one with our generous contributions.

Because people are busy and would prefer to leave the problem solving to the “experts,” they choose to believe there are “magic pills” and that “help is on the way.” They develop attitudes that result in tunnel vision and can literally blank-out any other information and solutions, including prevention. Unfortunately, for those with Multiple Chemical Sensitivity (MCS), the media has been unduly influenced by the chemical industry, an industry that would like everyone to believe that many toxic chemicals and pharmaceuticals are a necessity. Their denial that MCS is caused by toxic exposures is confronted in the toxicology literature that no one reads—until they get sick. 

What can those of us with MCS do? 

Do not be intimidated. We have all experienced discriminatory phrases: MCS is a psychological disorder; those with MCS are not covered under the Americans with Disabilities Act; they were abused in childhood; they are lazy and don’t want to work; and so on. Many statements have come from medical professionals who have not been trained to recognize toxic poisoning and nutrition depletion (or don’t take the time to read the literature). 

Refer physicians who discriminate to the National Environmental Education 

& Training Foundation at www.neetf.org. 

While help may not always be instantaneous, if we report each violation to the appropriate agency and to our federal and state representatives, we will slowly create change. If representatives hear from as few as five or six of us on the same topic or issue, they will act!

Educate those who want to be educated. 

Don’t waste your time on those who don’t. If your family doesn’t support you, adopt your own new family. Build support systems that are willing to accommodate disability. When some accommodate you, make this known to others. Write letters thanking those who do. 

Address key members of organizations in pursuit of solutions to discrimination and accommodation problems. 

Write to those who have the ability to make policy changes (e.g., for hospitals, write to the administrator). If your hospital won’t accommodate you and you are covered by Medicare, report the hospital to your state’s Medicare Quality Improvement Agency. 

Recommend Solutions when asking for MCS accommodation. 

Most people and businesses do not know how to accommodate us. Recommending simple substitutions can help. Scented hand soap and cleaning products were concerns at our perfume-free Prevention Convention held at Cleveland’s Playhouse Square Center in August. Magick Botanicals and N.E.E.D.S. provided donations of perfume-free and less toxic products as a solution to the problem. The end result was spectacular. The theater manager heard so many appreciative comments about the hand soap that he is planning to use this product in 

all dispensers.

Don’t complain to each other. 

Strategize with others when possible, but complain where it counts, in the right tone and in the right way. Share your solutions and offer to obtain sample products for others to try. Make a list of substitutes (based on what you can tolerate, while still meeting legal requirements for sanitation). Meet people in the middle and don’t expect change to happen all at once. Change takes time and work. We cannot sit and wait for someone to help us. Each of us is that “someone” and we must all do our share. As a bonus, doing something constructive will benefit your self-esteem and self-worth.

Don’t Wait! 

We have received so many calls from MCS people in hospitals who are not being accommodated. Educate your hospital before an emergency or illness arises. Ask to meet with the administrator to discuss your needs. Give your disability requirements to your physician in writing and have him/her order your accommodations.

Attitude and credible tools are important.

Choose your MCS educational materials wisely and be absolutely certain they contain credible sources. Do not burden busy people with too much literature. Suit your educational tools to your audience—show them what others in their industry are doing to accommodate those with MCS. Above all, approach others  as you wish to be approached. Be courteous, considerate of their time, and non-threatening.

Good news: MCS is in the Preamble to ADA/ABA Guidelines.

Those with MCS whose life functions are affected, and who otherwise qualify, have always been covered under the Americans with Disabilities Act (ADA). The ADA requires that those with disabilities be accommodated. To obtain more information about ADA law, visit your library or http://www.access-board.gov/. 

Due to controversy and discrimination, as well as our general inability to gain inclusion in the disability population, many of us wrote to the U.S. Access Board with our concerns. As a result, the Access Board created an MCS ad hoc Committee to research the causes of MCS barriers and to determine what guidelines are needed to make buildings safer and accessible for those with MCS. They contracted with the National Institute of Building Sciences (NIBS) to investigate indoor air quality.  Four of us with MCS are on this ad hoc committee working toward finding solutions to the barriers. It does pay to be the squeaky wheel—you can make things happen too and be part of positive change. One person can make a difference.
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U.S. Access Board’s Preamble to ADA/ABA Guidelines:

The Board recognizes that multiple chemical sensitivities and electromagnetic sensitivities may be considered disabilities under the ADA, if they so severely impair the neurological, respiratory, or other functions of an individual that it substantially limits one or more of the individual’s major life activities. The Board plans to closely examine the needs of this population, and undertake activities that address accessibility issues for these individuals.

The Board plans to develop technical assistance materials on best practices for accommodating individuals with multiple chemical sensitivities and electromagnetic sensitivities. The Board also is sponsoring a project on indoor environmental quality. In this project, the Board is bringing together building owners, architects, building product manufacturers, model code- and standard-setting organizations, individuals with multiple chemical sensitivities and electromagnetic sensitivities, and other individuals. This group will examine building design and construction issues that affect the indoor environment, and develop an action plan that can be used to reduce the level of chemicals and electromagnetic fields in the built environment. 

