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Introduction 

 

The need for care providers who are trained in working 
with clients with mast cell activation spectrum related 
disorders such as Multiple Chemical Sensitivity (MCS), 
mastocytosis (masto), Mast Cell Activation Syndrome 
(MCAS), chemical sensitivities, and other related  
environmental illnesses (EIs) is increasing as more and 
more individuals are being diagnosed with these very 
difficult to manage disorders.  
 
The individual with these types of EIs presents with 
myriad symptoms involving all body systems. Their 
reactions range from mild to severe and life-
threatening, with multiple triggers to which they react. 
Most experience varying degrees of physical and 
cognitive impairment which can directly impact their 
ability to perform even the most basic of daily living 
tasks. 
 
Unlike more traditional clients, individuals with MCS or 
another mast cell activation related disorder (which 
includes, according to current research, irritable bowel 
syndrome, chronic fatigue syndrome, fibromyalgia, and 
more) have specific health protocols that must be 
strictly adhered to by anyone entering their home for 
any reason, but especially to provide care and support 
services. 
 
Environmental illnesses, (such as MCS, masto, MCAS, 
and chemical sensitivities), are those illness whose 
symptoms are both caused by and worsened through 



the person’s exposure to chemicals and substances in 
the environment to which the person reacts. The 
environment includes chemicals and substances on the 
person themselves, that are on other people, that are in 
their homes, in the homes of others, in apartment 
buildings, neighboring homes and apartments, the 
surrounding neighborhood itself, public buildings, and 
public spaces.  
 
The person with this type of an EI will react to even the 
tiniest amount of a chemical or substance, an amount 
so small that another person, one who does not have 
this disorder, won’t be able to detect the chemical’s 
presence. A person with an EI can have a reaction the 
severity of which requires the administration of an 
Epipen to such a minute amount of a chemical that a 
caregiver, friend, or companion standing next to them 
in the same environment is unable to detect or notice  
the chemical at all. 
 
It can be easy to dismiss these disorders as mental 
illnesses, but that is not the case. MCS and other mast 
cell activation spectrum related disorders are NOT 
mental illnesses. They are real, physiological disorders 
and the reactions their sufferers experience are equally 
as real. 
 
It is imperative that agencies and their care providers, 
especially those who will enter the homes of these 
clients, be educated and trained in how to provide 
services so that they do not compromise the client’s 
health through their not knowing, not understanding, 
and/or not believing. 
 



It is my hope and goal that agencies and agency 
administrators will not only find useful, practical, and 
actionable information in this guide but will also find a 
clear framework that they can adapt and use to create 
and implement their own individualized and agency-
specific strategies and protocols for the education, 
training, and the ongoing and continuing oversight of 
all staff. I am certain that through collaboration and the 
application of a person-centered approach to services, 
service provision, the clients, and the staff, appropriate 
supports and interventions will be put into place 
ensuring the highest quality of care for those clients 
who are living with MCS and other mast cell activation 
related EIs. 
 
Working together, everything is possible!  
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1 
A Brief Overview 

 
 
Multiple Chemical Sensitivity (MCS) is a twentieth 
century disability. A child of the post WWII explosion of 
popular chemicals for the home, plastics, petroleum 
products, and pesticides, MCS is robbing an increasing 
percentage of the population of their jobs, their homes, 
their relationships, and sadly their lives. We live in an 
age of chemical warfare and chemical disasters. The 
shelves of our stores bulge with items for personal 
care, sheets for the dryer, softeners, detanglers, 
deodorizers, fresheners, perfumes, car trees, pesticides, 
and plastics. There is a human cost. 
 
Environmental Illness (EI) is an overarching term that is 
used to describe the illnesses and diseases that some 
people have whose symptoms and reactions occur or 
worsen when they are exposed to chemicals in the 
environment, on other people, and on themselves. In 
an EI, something in the environment is toxic and/or an 
irritant or incitant and can cause individuals to have 
mild to severe and life-threatening reactions from their 
exposure to the chemical or substance. 
 
Multiple Chemical Sensitivity (MCS) is a term that is 
used to name the experience of being chemically 
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sensitive. People who have sensitivities to multiple 
chemicals are typically suffering from an EI. 
 
Chemical sensitivities, Multiple Chemical Sensitivity 
(MCS), mastocytosis, Mast Cell Activation Syndrome 
(MCAS), and mast cell activation spectrum related 
disorders come under the overarching heading of 
Environmental Illness (EI). Asthma, lung cancer from 
cigarette smoke, mesothelioma (a cancer often caused 
by exposure to asbestos) are EIs.  
 
The National Institute of Environmental Health Sciences 
includes in their 2007 publication, “Environmental 
Diseases from A to Z,”—in addition to asthma and 
cancers—dermatitis, emphysema, goiters, fertility 
problems, lead poisoning, mercury poisoning, immune 
deficiency diseases, kidney disease, nervous system 
disorders (which includes the brain, spinal cord, and 
nerves), pneumoconiosis (or black lung disease), and 
vision problems. 
 
What are Mast Cell Disorders? 
 
Everyone has mast cells throughout their body. When a 
person comes in contact with a chemical or substance 
to which they may react, their mast cells degranulate 
and give off histamine and other chemicals. The 
histamine and other chemicals pumped into their 
system by the degranulating mast cells cause the 
person to exhibit the symptoms we typically associate 
with an allergic reaction: sneezing, watery eyes, rashes, 
hives, itching, tongue swelling, difficulty breathing, 
runny nose, skin flushing, mood changes, cognitive 
impairments, dizziness, and more. 
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In a mast cell/mast cell activation related disorder, 
something has gone wrong with the mast cells. There 
may be, for example, too many of them, they could be 
irregularly shaped, or they could be degranulating—as 
in mast cell activation spectrum disorders—and be 
over-active for unknown reasons. A person with a mast 
cell/mast cell activation disorder may experience severe 
and life-threatening reactions after exposure to even 
very small amounts of a chemical or substance. 
Individuals with mast cell activation spectrum related 
disorders need to avoid exposures to the chemicals and 
triggers to which they may react. 
 
Are Mast Cell Disorders the Same as MCS? 
 
Mastocytosis (masto), Mast Cell Activation Syndrome 
(MCAS), and mast cell activation related disorders share 
many of the same symptoms typically associated with 
MCS. Current research (see T.C. Theoharides, MD, 
research http://mastcellmaster.com/publications.php) 
has shown that the reaction to triggers that individuals 
with MCS experience have a basis in mast cell function 
and mast cell degranulation.  
 
Theoharides includes as diseases with a basis in mast 
cell activation and degranulation migraines, autism, 
fibromyalgia, chronic fatigue syndrome, arthritis, skin 
diseases, multiple sclerosis, brain inflammation, cancer, 
cardiovascular diseases, irritable bowel syndrome, 
interstitial cystitis, allergy, and asthma (http://mastcell 
master.com/publications.php). 
 
 

http://mastcellmaster.com/publications.php�
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The Question of Cause 
   
Several theories have been presented by different 
doctors and researchers about possible causes of EIs 
such as MCS. Some believe they are caused by a high-
level exposure to chemicals, a series of low-grade 
exposures to chemicals, or a combination of the two. 
 
Others suggest hypersensitivity in the limbic system of 
the brain, or a cycle of elevated nitric oxide levels which 
may lead to chronic sensitivity, or carbon monoxide 
exposures.  
 
Environmental Medicine is an area of medicine that 
focuses on the illnesses people experience through 
their interaction with the environment and their 
exposures to the chemicals or excitants found in the 
environment.  
 
One of the basic theories of Environmental Medicine is 
the concept of “total load.” The website of the 
American Academy of Environmental Medicine (AAEM) 
shares the following information regarding total load: 
 
The total load concept postulates that multiple and 
chronic environmental exposures in a susceptible 
individual contribute to a breakdown of that person’s 
homeostatic mechanisms... Multiple factors coexist, 
usually over a prolonged period of time, in bringing 
about the disease process. Individual susceptibility to 
environmental agents occurs for a variety of reasons 
including genetic predisposition, gender, nutritional 
status, level of exposures to offending substances, 
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infections processes, and emotional and physical stress, 
(http://www.aaemonline.org/introduction).   
 
The concept of total load means that a person’s body 
can tolerate only so much exposure to chemicals 
before it becomes saturated and reaches its limit; 
before the person becomes sick. 
 
Sherry Rogers, MD, a physician and specialist in 
Environmental Medicine, lists in her book Chemical 
Sensitivity (1995), three important principles of 
chemical sensitivity: (1) it can produce any symptom, in 
any person, at any time, but the brain is the most 
common target organ involved; (2) there is a vast range 
of individual susceptibility; and (3) the spreading 
phenomenon – exposure to one chemical produce[s] 
susceptibility to other environmental components (8-9). 
She highlights body chemistry, a person’s genetic and 
inherited predisposition and ability, as a key factor 
regarding why everyone is not affected equally when 
exposed to chemicals and why some people are better 
able to process these chemicals and get rid of them 
than others, “How well we perform this enormously 
complicated job depends on our genetic or inherited 
ability and on the extent of the environmental burden 
[total load] of chemicals challenging us,” (9). 
 
 
 
 
 
 
 

http://www.aaemonline.org/introduction�
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2 
Triggers & Reactivity 

 
 
Individuals with MCS, masto, MCAS, and mast cell 
activation spectrum disorders experience mild to severe 
reactions from exposures to often very minute amounts 
of chemicals. The chemicals to which a person with an 
EI can react vary greatly from person to person as do 
the specific reactions. One person may experience 
dizziness, agitation, and cognitive impairments when 
exposed to paint fumes. A second person with a mast 
cell related EI may experience severe abdominal and 
stomach cramping, diarrhea, and nausea when exposed 
to paint fumes. A third person with a mast cell related 
EI may not react to paint fumes at all. However, each 
and every person with a mast cell related EI will have 
consistent reactions to their specific triggers. The 
person who becomes dizzy, agitated, confused, and 
disoriented when exposed to Brand Y laundry 
detergent will become dizzy, agitated, confused, and 
disoriented every time they are exposed to Brand Y 
laundry detergent. 
 
The Environmental Illness Resource, an online resource 
for information about environmental illnesses, notes on 
their website that reactions “are triggered by a vast 
array of everyday chemicals from perfume to diesel 
exhaust,” (http://www.ei-resource.org).  
 
 
 

http://www.ei-resource.org/�
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Triggers 
 
A partial list of things to which a person with a mast 
cell related EI such as MCS, masto, and MCAS may 
react when exposed to, and/or may cause reactions, 
and/or may intensify reactions includes:  
 

• Pesticides 
• Plastics 
• Exhaust fumes (from, for example, cars, trucks, 

equipment, and various types of machinery 
such as mowers, blowers, drills) 

• Paint, finishes, shellac 
• Inks and dyes 
• Detergents 
• Cleaning products at work (industrial strength) 
• Household cleaning products 
• Laundry detergents 
• Fabric softeners 
• Dryer sheets 
• Disinfectants and germicides 
• Hand sanitizers 
• Air fresheners, room deodorizers, car trees 
• Petroleum products 
• Carpet refreshers 
• Carpets (especially new carpets) 
• Adhesives/solvents 
• Cooking spices 
• Shampoos and conditioners 
• Hair sprays/gels/mousse/conditioners 
• Soaps, lotions, bath gels 
• Personal care products 
• Make-up/cosmetics 
• Cigarette smoke 
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• Air conditioners 
• Heating/air conditioning systems that recycle 

and re-circulate the air 
• Gas heating systems 
• Renovation work (interior and exterior) 
• Particle board (and many other materials used 

in building and renovation work) 
• Dry cleaning, dry cleaning chemicals, and things 

that have been dry cleaned 
• Copy machine chemicals and things that have 

been copied 
• New clothing 
• Preservatives in foods and medications 
• Additives in foods and medications 
• Perfumes and scents (the chemicals that these 

scents are made of and not necessarily to the 
odor itself) 

• Metals 
• Glass 
• Exercise 
• Extremes in temperature (hot and cold) 
• Stress 
• Intense emotions (negative and positive) 

 
Some people may also react to electrical and magnetic 
fields when they are exposed to power lines, cell 
phones, electric generators, electrical appliances, and 
machinery. The World Health Organization (WHO) 
notes in their article, “Electromagnetic fields and public 
health: phones,” that the electromagnetic fields that are 
produced by mobile phones are classified by the 
International Agency for Research on Cancer as 
“possibly carcinogenic to humans,” (http://www.who 
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.int/en/news-room/fact-sheets/

• Nausea, vomiting, diarrhea  

detail/electromagnet ic-
fields-and-public-health-mobile-phones).  
 
The California Department of Health Services found, in 
1998, that electrical sensitivities affected 3.3% of the 
2,072 adults surveyed in their California Adult Tobacco 
Survey. 3.3% extrapolates to approximately 8 million 
Americans with electrical sensitivities (Gibson, 2002, 8-
9).  
 
Reactions 
 
A partial list of common reactions individuals with a 
mast cell related EI such as MCS, masto, and MCAS 
may experience includes: 
 

• Increased need to urinate 
• Stomach and abdominal pain/cramping 
• Exhaustion, extreme lethargy 
• Dizziness, vertigo 
• Confusion, disorientation, forgetting 
• Difficulty concentrating 
• Problems with breathing 
• Tongue swelling, airway swelling 
• Headaches and migraines 
• Joint/muscle/bone pain and aches 
• Irregular heartbeat, tachycardia 
• Elevated blood pressure 
• Low or sudden drops in blood pressure 
• Elevated pulse rate 
• Anxiety 
• Panic 
• Agitation, irritability 
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• Anger 
• Weeping 
• Depression 
• Feelings of impending doom 
• Suicidal ideation 
• Numbness and tingling to skin and extremities 
• Tinnitus 
• Nasal congestion, runny nose 
• Chest pressure and pain 
• Blurred vision 
• Inability to understand what is being said  
• Inability to read things 
• Inability to remember things 
• Teeth and jaw aches and pain 
• Rashes, hives, skin eruptions 
• Fever, flu-like symptoms 

 
Reactions do not always occur immediately. Reactions 
can occur four hours, eight hours, sixteen hours, two or 
three days after an exposure. Reactions can last for 
weeks or longer leaving the person exhausted, dizzy, in 
pain, with varying degrees of cognitive impairment, 
unable to work, and often with lingering GI distress. 
The most basic daily life activities can become difficult 
if not impossible to perform. 
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3 
Current Medical Treatment  

 
 
Any individual living with a chronic illness experiences 
loss, changes in lifestyle, changes in body concept and 
sense of self, sadness, and varying degrees of isolation. 
A person living with a chronic illness can experience 
changes in mood as well as feelings of decreased 
worth, helplessness, hopelessness. 
 
An individual living with a chronic mast cell activation 
spectrum related environmental illness such as MCS, 
MCAS, and mastocytosis, may be hit doubly hard, 
experiencing what are the normal psychological 
responses to having a chronic illness coupled and 
overlapped with the physiologically-based symptoms 
of their reactions that affect these same body systems. 
 
When having a reaction to an exposure to a trigger, a 
person can become agitated, emotional, irritable, 
tearful, angry, exhausted, anxious, depressed, have 
suicidal thoughts. These are all reactions to their 
exposure to a trigger and are not psychological or 
symptoms of mental illness. Remove the trigger and 
the reactions typically will fade away.  
 
Picture your human body as a clear drinking glass. You 
wake in the morning, the glass is relatively empty. You 
go to work, school, drive the car, walk, eat, maybe go 
shopping, spend time with friends, go out to eat or to a 
movie. As you move through your day, the glass fills 
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and fills with the chemicals you encounter through 
breathing, through foods, through touching and 
handling items, in the air, chemicals you absorb 
through your skin, eyes, and hair. A healthy person’s 
body is able to process these chemicals much more 
efficiently. A person with a mast cell activation 
spectrum related disorder is not so able. The glass fills, 
and fills, and fills until it overflows. The way for the 
glass to empty is for the person to avoid exposures to 
the chemicals that fill it. It is the job of every person 
with a mast cell activation related disorder to keep their 
“glass” as empty as possible. 
 
Chemical sensitivity does not follow the rules of drug-
oriented medicine. Drugs and surgery are currently the 
first line approaches in conventional western medicine 
in the treatment of most diseases. Give a drug to a 
person with a mast cell activation related EI who 
already has a compromised system and you will make 
that person worse (Rogers, 1995, 11). 
 
There is no cure for mast cell activation spectrum 
related disorders, no cure for MCS, MCAS, or masto. 
Individuals with these disorders must avoid exposures 
to the chemicals and substances to which they react. 
Repeated exposures cause more and more damage 
and harm. The person becomes more and more 
sensitized to chemicals with every exposure. Their 
reactions become increasingly severe while being 
exposed to smaller and smaller amounts of chemicals. 
 
There are different protocols and combinations of 
protocols that may be used by doctors who treat 
individuals with masts cell activation spectrum based 
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EIs. Chelation therapy is used by some physicians to 
remove heavy metals from the body. Vitamin and 
nutrient supplements such as folic acid, B12, increased 
daily doses of vitamin C may be prescribed. Treatments 
with nebulizers may also be recommended. Issues 
regarding diet may be focused on and may include 
monitoring not only the foods ingested but also the 
chemicals associated with the foods and their 
packaging, as well. Many doctors recommend eating 
organic foods.  
 
The protocols used by doctors who specialize in the 
treatment of mast cell related disorders, such as MCAS 
and masto, can be very individualized, focusing on 
relieving the person’s symptoms, and may include 
antihistamines (for example, Benadryl, hydroxyzine, 
Zyrtec, Zantac), and anti-mast cell mediator medication 
such as cromolyn sodium (brand name Gastrocrom), 
and steroids (e.g., Prednisone) to stabilize mast cells 
(O’Brien, 2014, 34). 
 
The Mastocytosis Society Inc. (USA) provides on their 
website an “Emergency Care for Mast Cell Disease 
Patients” brochure detailing precautions for these 
patients including: 
 

• Mast cell activation symptoms can quickly 
disintegrate into anaphylaxis, and simple 
symptoms should never be overlooked nor 
should treatment be delayed 

 
• Additional doses of H1 and H2 antihistamines 

[such as Benadryl and Zantac] may be needed 
to control itching, abdominal pain, nausea, 
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diarrhea, and bloating even after acute 
anaphylaxis has responded to treatment 

 
• Control the patient’s stress and environmental 

temperature to avoid setting off a mast cell 
reaction again (http:// tmsforacure.org) 

 
There are many psychotropic medications prescribed in 
the treatment of anxiety and other psychological 
disorders, as well as in the treatment of insomnia, 
motion sickness, and vertigo, (for example, Elavil, 
Xanax, Trazodone, benzodiazepines such as diazepam 
brand name Valium, clonazepam, lorazepam brand 
name Ativan, meclizine,) that are also antihistamines, 
have antihistamine properties, and/or can inhibit mast 
cell activity through various mechanisms of action 
(O’Brien, 2014, 35). 
 
When mast cells become active—degranulate—they 
release histamine and other chemicals into the body. It 
is the release of histamine that causes the reactions we 
commonly associate with allergic responses. These 
same systems are involved in the reactions of people 
with a mast cell activation spectrum related disorder, 
such as MCS, MCAS, and masto. 
 
What this means is that a person with MCS or other 
mast cell activation related disorder when prescribed, 
for example, certain anti-anxiety medications, may 
show positive effects and decreased symptoms but the 
positive effect and decrease in symptoms are not due 
to a psychotropic medication acting on and improving 
a psychological condition. The positive effect and 
decrease in symptoms are due to the client taking a 
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medication that is an antihistamine, has antihistamine 
properties, and/or is a mast cell activity inhibitor. 
Although the individual may appear to be responding 
to an anti-anxiety medication, what is more likely is 
that the person is responding to taking an 
antihistamine and/or mast cell activity inhibitor and the 
resulting stabilization of the mast cells and/or blocking 
of histamine is what is causing the reduction in 
symptoms. Symptoms decrease because mast cell 
degranulation decreases as mast cells are stabilized 
and also because of the antihistamine/antihistamine-
like properties blocking histamine reactions. It is a case 
of a person being prescribed a right-acting medication 
for a wrong reason (O’Brien, 2014, 35). 
 
Regardless of the associated treatments that may or 
may not be used, everyone with one of these EIs must 
avoid exposures to the chemicals and substances to 
which they react—on themselves, on others, and in the 
environment. 
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4 
The Role of the Agency 

 
 
One of the main roles and purposes of the home health 
care agency is to support individuals so that they are 
able to live safely in their homes. The agency, to this 
end, coordinates care and care providers. It is essential 
that the client services managers within the agency 
have a clear and accurate understanding of the issues 
with which each of their clients presents—this includes 
the medical, physical, cognitive, psychological, social, 
and spiritual aspects of the person’s health and health 
needs in the context of their illnesses and in their daily 
lives. 
 
It falls to agencies and their client services managers to 
make sure that interactions they may have at all levels 
with clients or potential clients who have a mast cell 
activation spectrum related disorder, such as MCS, 
MCAS, masto, and chemical sensitivities, will not be 
putting the client at risk of reactions or compromising 
the health of these individuals in any way. 
 
It becomes an agency responsibility, when they accept 
as clients individuals with these types of medical issues 
and disorders, to provide ongoing and appropriate 
oversight of their home care workers who they send to 
support these clients in order to ensure that the clients 
will not be put at risk and that their health will in no 
way be compromised through the caregivers entering 
and being in their home environment.   
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It also is a responsibility of each agency who accepts as 
clients individuals who have a mast cell activation 
spectrum related disorder, to provide for the clients 
access with the agency for emergency communication 
that is immediately responded to by a live person and 
not a computer or digital recording, as well as a forum 
for client feedback regarding the support services they 
receive. Clients need to know that they have supports 
in the moment, especially in a situation where due to a 
caregiver’s noncompliance with the client’s stated 
protocols, the client’s health has been dangerously 
compromised.  
 
The client feedback forum is a resource for all agencies 
and can be set up with in-person, telephone, email, and 
virtual options for client participation. It is a hugely 
important aspect of providing care, for the agency to 
hear back directly from these clients regarding what is 
and isn’t working, in order for the agency to maintain 
and improve the quality of the care they provide as well 
maintain and improve their home care worker 
oversight and compliance. 
 
The needs of the client with a mast cell activation 
spectrum related EI can be highly individualized. 
However, there are some overarching aspects of care 
that tend to be consistent from client to client: 
 

1. The client’s home is a safe haven for them, a 
place where they can retreat from exposures to 
the chemicals and triggers to which they react; 

2. Each client has specific products that they are 
able to use (personal care, laundry, cleaning, 
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etc.,) and these are the only products they can 
tolerate; 

3. Each client has a minimum tolerance for 
physical activity and conversations with others 
as these can trigger reactions; 

4. The majority of these clients are able to express 
and explain clearly what they need in order to 
have a health care worker enter their home; 

5. The protocols that the client has regarding, for 
example, types of cleaners, must be adhered to 
absolutely; 

6. If the client says that he or she is experiencing a 
reaction to something on the caregiver, this 
must not be challenged or questioned: it is the 
absolute truth. 

 
Initially it may seem like a daunting task to be able to 
provide home health care workers who are able to 
understand the needs of clients with a mast cell 
activation spectrum related disorder who are also able 
to make the necessary personal and professional 
changes and adaptations that are required in order to 
provide the highly needed care and support. 
 
Changes on the Personal Level 
 
A client with a mast cell activation related EI, such as 
MCS, masto, and MCAS, typically cannot tolerate the 
chemicals from most laundry detergents—especially 
from Tide—most personal care products, as well as 
plastics. Plastics includes: fabrics such as fleece, nylon, 
polyesters; adhesives (glues and tapes); containers; 
pens; pencils; inks; dyes; carpeting, and more. We live 
in a plastic universe. These clients will react to 
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backpacks, purses, bottles of water, shoes, socks, other 
items of clothing. Many individuals have difficulties 
with foods. If not the food item itself, the difficulty 
often arises from the plastics with which they are 
wrapped, or stored, or shipped, or displayed upon in 
the grocery store. All plastics leach out their chemicals 
into the air. When food is contained or wrapped in 
plastic, the food item absorbs the chemicals that are 
off-gassing from the plastics which makes them unable 
to be eaten without the risk of causing potentially life-
threatening reactions, up to and including anaphylaxis. 
Anaphylaxis can kill. 
 
As we live through our days, and perform the activities 
and tasks that make up our moments, unknowingly we 
collect on ourselves—our hair, skin, shoes, clothing—a 
residual build-up of chemicals. The average person 
usually doesn’t notice and at the end of the day will 
feel refreshed after taking a shower and washing away 
the “grime.” That grime is the residual build-up of 
chemicals and toxins we carry around on us and on our 
belongings from everywhere we’ve been, every chair or 
seat we’ve sat on, every person we’ve hugged. We 
bring this residue with us into the homes of our clients 
when we are working. It is a non-issue for most clients; 
a huge issue for clients with a mast cell activation 
related EI. 
 
Direct care providers and anyone who is going to enter 
the home of a person with a mast cell activation 
spectrum related disorder (such as MCS, masto, MCAS, 
chemical sensitivities) need to understand and adopt 
changes in their personal and professional lifestyles, 
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choices, and approaches to providing care in order to 
not cause harm.  
 
Examples of changes can include: 
 

• Using Arm & Hammer brand free and clear 
laundry detergent (this brand is typically better 
tolerated but not by everyone) for all personal 
and professional clothing, no fabric softeners, 
no dryer sheets 

• Using a bath soap that the clients can tolerate 
(this typically is an unscented glycerin bar soap, 
for example the 365 brand at Whole Foods 
Markets or diluted Dr. Bronner’s Peppermint 
liquid soap) however some clients are only able 
to tolerate baking soda and/or vinegar 

• Using a deodorant/antiperspirant to which the 
client won’t react 

• Using household cleaners in their own homes 
whose residuals the clients tend to not react to t 

• Trading in skin lotions and creams and using 
olive oil instead 

• Many clients react to make-up which may mean 
using a brand the client does not react to or not 
wearing make-up at all 

• No scented products of any kind including a car 
tree or carpet refreshers, scented candles, etc., 
in home or vehicle (residual chemicals from 
these items end up on the skin, hair, clothing 
and being brought into the client’s home) 

• Always remembering that what the caregiver 
and visitor to the client’s home uses on 
themselves they will be bringing into the client’s 
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home environment, which can potentially cause 
the client harm 
 

People who have MCS, MCAS, masto, and these types 
of EIs react to the most minute amounts of chemicals, 
such small amounts that a person without this disorder 
may not even notice the presence of the chemicals.  
 
The most significant changes are those that are 
brought through education, training, and an improved 
understanding of mast cell activation related disorders. 
 
 
Changes on the Professional Level 
 
Providing care for clients with mast cell activation 
spectrum related disorders can be challenging for the 
client services manager. It falls onto their shoulders to 
make sure that staff and caregivers are appropriately 
trained and then to monitor, on an ongoing basis, each 
caregiver’s compliance with that training in their direct 
care practices. 
 
These clients can appear highly demanding regarding 
their needs and the ways in which these needs are to 
be met. It can be easy to jump to conclusions, for 
example, that the client surely has issues that would fall 
under the OCD (Obsessive Compulsive Disorder) 
category, has control issues, has anxiety issues or some 
other mental health issue, might have dementia, is 
exaggerating, or that what they are experiencing is not 
real. It is especially understandable as the clients can 
ask a lot of questions that on the surface might seem 
to be unimportant or ridiculous or even bizarre. The 
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client and all of their questions are to be taken with the 
utmost seriousness. They are the ones who are the 
experts in their illness and in their needs which includes 
services and methods of delivery due to their disorder. 
 
Typically, people who work in the caring professions 
understand the scope of their professional practice and 
they have successfully developed, over time and 
through experience, their approach to their job duties 
and the tasks they are responsible for performing. They 
have developed their own style, their own personal 
“bedside manner” that they use when working and in 
supporting their clients.  
 
Clients with MCS and other mast cell activation related 
disorders tend to know exactly how things must be for 
them in order to not cause them harm or exacerbate 
their symptoms. When these clients explain the ways in 
which certain tasks need to be performed and the only 
products that can be used in their homes, all of their 
directions are to be followed exactly—without change, 
alteration, or skipping steps. Direct care givers need to 
be very clear about this, as well as that the specifics of 
one client may be very different from the specifics of 
another client. You can’t make generalities when it 
comes to working with clients with mast cell activation 
related disorders such as MCS, masto, and MCAS. 

 
Scheduling becomes an issue as caregivers cannot be 
scheduled to work in a home for a client who does not 
have a mast cell activation related EI and to then go to 
the home of a client who does. The caregiver will be 
bringing into the home of the client with chemical 
sensitivities the residual chemicals on their persons and 
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on their belongings from the previous environment. 
These residual chemicals that are brought into the 
homes of chemically sensitive clients are triggers to 
which they are now exposed that can cause them mild 
to severe and life-threatening reactions as well as 
potentially irreversible harm.  
 
Client services managers need to be aware that 
although some clients with chemical sensitivities are 
more reactive than other clients who may seem to have 
a better tolerance to exposures, none of these clients 
should be exposed to triggers through inadvertent or 
careless behaviors of staff or caregivers entering their 
homes.   
 
Client sensitivity and their severity of reactions can 
impact scheduling and the assignment of a particular 
caregiver to a client. None of these can be successfully 
managed without the direction and continuing input 
and feedback from the client. 
 
Barriers to Accessing Care & Services 
 
If a client’s symptoms interfere significantly with their 
ability to breathe, work, attend school, do housework, 
the Americans with Disabilities Act (ADA) considers the 
person to be disabled. To aid people who are disabled 
in accessing services, the ADA requires the removal of 
barriers in public accommodations when it is “readily 
achievable,” a phrase they define on their website as 
meaning, “easily accomplished and able to be carried 
out without much difficulty or expense,” (http://www. 

http://www/�
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ada.gov/q&aent02.him). The client with a mast cell 
activation related disorder faces many barriers and 
potential barriers to accessing healthcare. 
 
Transportation is frequently difficult to manage. Public 
transportation is often impossible because of the 
concentration of toxic chemicals in the confined space 
of a bus, subway train, or taxi, as well as the residual 
chemicals left on seats, hand-grabs, and in the air from 
the many fellow travelers. Elevators can also be 
prohibitive for the same reasons.  
 
Cars can pose problems due to their exhaust fumes, 
plastics, and chemicals in the car interiors (dashboards, 
for example), the upholstery, and the carpeting. 
 
The fact of chemical sensitivity and mast cell activation 
related disorders, that they are real physical illnesses, 
cannot be removed from any equation involving a 
client who has one of these disorders, or is suspected 
of having one of these disorders. It impacts everything 
they do and, in turn, everything their caregivers do. 
 
These same issues that create barriers to accessing 
healthcare also create barriers when accessing in-home 
supports. Creating and maintaining the safest  
environment possible for clients with mast cell 
activation related disorders begins with addressing and 
implementing specific reasonable accommodations to 
make the physical environment more tolerable, 
knowing what not to do to make their condition worse, 
being knowledgeable about the illness, and knowing 
how to best support the individual when he or she is 
having a reaction. 
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Reminders for Care Providers at all Levels: 
 

• Have ready the client’s emergency contact 
information including their hospital of choice 

• Be trained in how to administer an Epipen  
• Write things down that you want clients to 

remember as reactions can affect the person’s 
memory 

• DON’T MAKE DECISIONS BASED ON YOUR 
OWN SENSE OF SMELL. These clients react to 
even the smallest amounts of triggers in their 
environment that those who do not have this 
illness are not able to detect  

• A person who is experiencing a reaction to a 
trigger isn’t able to “remain calm” and requests 
to do so—with the best of intentions—often 
worsen their reaction 

• Remove the person who is having the reaction 
from the environment and the exposure to the 
trigger to the outdoors. Reactions resolve when 
triggers/incitants are removed. 
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5 
Creating the Plan for Care 

 
 
Care plans for the person with a mast cell activation 
spectrum related disorder, such as MCS, masto, MCAS, 
and chemical sensitivities, need to begin with the 
knowledge and understanding that many—if not most 
or all—of the client’s presenting symptoms occur as 
reactions that have an actual physical cause. This is not 
a mental illness. 
 
The needs and issues of these clients can be many and 
varied. It is also an important factor that not all clients 
are knowledgeable themselves about their disorder. 
Many doctors and healthcare professionals continue to 
deny that mast cell activation related EIs are real, and 
incorrectly insist that they are mental illnesses. Most 
doctors are not trained to recognize the symptoms of 
many EIs, such as MCS or MCAS. How can a doctor 
correctly diagnose something that they have not been 
trained to know, recognize, or understand? 
 
The Assessment Process 
 
When creating a care plan for a client, most agencies 
typically use information from their assessments, (as 
well as medical information and information from 
family members). In general, the assessments that 
agencies conduct are at two levels: the safety of the 
client’s home and the needs and safety of the client 
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themselves. Agency staff will make home visits prior to 
accepting a client in order to assess their needs. 
 
The Home Safety Assessment 
 
Services coordinators go regularly go into the homes of 
potential clients to assess for client safety, as well as to 
ascertain the appropriateness of the client for the types 
of services the agency provides. 
 
Home safety assessments review all aspects of the 
client’s home or apartment. The assessment begins at 
the entrance to the home and can include reviews of 
the steps and walkway (are they in good repair), the 
railings (are they easy to grasp), if there is sufficient 
light, if the peephole on the door is at the appropriate 
height for the client to see through, and the type of 
lock (and whether or not it requires key use from the 
inside). 
 
The home safety assessment will continue on through 
all the rooms of the home checking for open pathways, 
that there are no frayed electrical cords, no overloaded 
electrical outlets, smoke/fire/carbon monoxide alarms 
and detectors are present and working, hallways and 
stairways are free from clutter, that carpets and mats lie 
flat for safety, and more. 
 
The homes of clients with mast cell activation related 
EIs can be very different, depending on the individual’s 
reactivity. Some clients may have walls covered with 
aluminum foil. Others may have only certain areas of 
their home that they are able to physically be in. Some 
clients may have things stored away in boxes in rooms 
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that they may or may not be able to enter. Still more 
may have rooms or places in their apartments set aside 
to put items in to off-gas before they can use them. All 
of this is normal. Some clients may have little to no fur-  
niture. Some clients may have air filtration systems set 
up, while still others may have windows, walls, doors, 
and floors covered with sheets of aluminum foil or 
activated charcoal blankets. 
 
All of these behaviors are attempts by the clients to 
protect themselves from exposures to the multiple  
toxic chemicals that can cause them physical harm and 
damage. Aluminum foil is a barrier. It helps to keep a 
percentage of the toxic chemical fumes from entering 
the person’s living space. People with these mast cell 
activation spectrum related EIs live perpetually at the 
mercy of the behaviors of others. It can be something 
as simple as a nearby area being mulched in the spring 
to send the person to the hospital with severe and life-
threatening reactions. 
 
Those of us living without these types of EIs may have 
little to no understanding of what it takes for the 
people who are living with these types of chronic EIs to 
keep themselves and their homes safe. There is a 
tremendous amount of work involved in monitoring an 
environment for toxic chemicals, potential triggers, of 
experiencing reactions and trying to identify and locate 
the cause and find some way to protect themselves 
from the onslaught. Each person with a mast cell 
activation related EI has unique needs that must be 
maintained within their home environment in order to 
keep it as chemical free as possible; as their safe haven. 
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This need can, in some instances, mean that a service 
coordinator may not be allowed in for a scheduled  
visit. Living, as they are, at the mercy of the behaviors 
of others, these clients may not be able to let another 
person into their homes on any given day due to the 
severity of their reactions and possible unexpected and 
unanticipated exposure to triggers.  
 
It could be that a neighbor was cleaning their home 
with a cleaning product to which the client reacts. It 
could be trash day and the client may react severely to 
plastics. The plastic trash barrels on the curb along the 
street all off-gas toxic chemicals into the environment 
as do the plastic trash bags, and plastic recyclables. The 
bacteria in decaying food can also cause many 
individuals to have reactions. A house two streets over 
could be in the process of being painted. This is 
enough for some clients to experience severe reactions 
to the toxic chemicals in the environment from the 
paint and other paint-related products. Low VOC does 
not mean that a product is chemical-free or that a 
person with chemical sensitivities won’t react.   
 
Individuals without these disorders cannot go by their 
own senses. They do not have this disorder and, 
therefore, aren’t able to judge what may or may not 
affect a person who is living with this type of chronic EI. 
Just because you can’t sense it doesn’t mean it isn’t 
there, isn’t triggering a reaction, or isn’t causing harm 
to another. These are not mental illnesses. These are 
real, physiological disorders whose myriad symptoms 
are caused or worsened by things in the environment.   
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The Assessment of Client Needs & Safety 
 
Although most agencies have a form that the services 
coordinators complete with the potential client, much 
information is gathered through an interview process. 
These interviews and assessments for the client needs 
and safety, like the home safety assessments, are done 
in-person. 
 
Before beginning any interview and assessment with a 
person who has a mast cell activation spectrum related 
disorder, such as MCS, mastocytosis, MCAS, chemical 
sensitivities, it is important to understand that there is 
not a single aspect or area of the person’s life that has 
not in some way been impacted by their having this 
chronic illness. All of their responses to assessment 
questions must, therefore, be understood within the 
context of chronic environmental illnesses. Each person 
may have internalized their experience of illness 
differently, drawn different conclusions about their 
illness, and have different understandings of who they 
are, all of which can influence their vision of self, self-
worth, and the services they may need. 
 
Typical assessment questions on the forms are often 
phrased: 
 

• Level of supervision needed at home 
• Level of supervision needed in community 
• Ability to self-administer medications 
• Will need medication reminders 
• Requires assistance with the following ADLs 
• Sleep habits 
• History of problematic behavior 
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• Current or prior occupation 
• Education 
• Hobbies 
• Involvement patterns 
• Limitations that impact involvement 
• Activity preferences 

 
with spaces provided for brief notes written in by the 
services coordinator on the form as needed.  
 
The client with a mast cell related EI (such as MCS, 
masto, MCAS, and chemical sensitivities) will require a 
different set of assessment questions that are specific 
to their illness-related needs. These questions should 
include: 
 

• The client’s specific symptoms (type, frequency, 
severity, and date of initial onset) 

• The client’s known triggers 
• The client’s reactions to triggers (including 

severity, duration, and recovery time) 
• The client’s current exposures to chemicals (e.g., 

pesticides, paints, solvents, cleaners and 
detergents, personal care products, mulch, etc.,) 
at home and/or at work 

• The frequency of exposures (and duration of 
reactions and recovery time) 

• Military experience (and possible exposure to 
chemicals while serving) 

• Information about their diet, food tolerances, 
food preparation specifics, specific reactions if 
known to foods 

• The impact the illness has had on the person’s 
quality of life 
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• What to do if the client is having a severe 
reaction 

• The client’s specific protocol for when they have 
a severe reaction 

• The client’s specific needs regarding other 
people entering their home—what they need in 
order to stay safe, what the other person needs 
to do in order to enter and be in the home 

• List of chemicals that the client can and cannot 
have in their homes (some clients can only 
tolerate the use of baking soda and vinegar as 
household cleaners, as laundry cleaners, and for 
personal bathing), or on themselves, or on 
others 

• Types of supports the client may have (friends, 
family, etc.) 

• Housing related issues (for example, recent or 
ongoing renovation work in building if the 
client lives in an apartment or mulch, plastic 
fences, or other chemical that may be used in 
the neighborhood) 

 
There are so many factors that can influence and affect 
each client’s ability to perform simple household tasks, 
attend to basic activities of daily living that can include 
bathing and dressing or even being able to prepare 
and eat food.  
 
An additional layer of complication when planning 
services is the unpredictability of these illnesses. They 
don’t follow predictable patterns, they’re not the same 
from person to person, and the needs of each client are 
highly individualized. Agencies and their workers need 
to understand that simply because something is 
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scheduled for a certain day at a certain time doesn’t 
mean the client will be able to maintain the schedule.  
 
People with these illnesses may look healthy to others 
but this is deceptive. They can have moments when 
their symptoms are relatively controlled but these 
moments usually don’t last long. Mast cell activation 
related EIs, like MCS, MCAS, and chemical sensitivities, 
typically tend to fluctuate leaving the person unable to 
maintain any kind of regular schedule. Good days can 
be very few and far between and usually last a few 
hours at best. It is only by controlling—avoiding—their 
exposures to their triggers that they are able to get 
even a small amount of relief from their symptoms 
(www.mastocytosis.ca/en). 
 
The following article contains some valuable insights 
about the lives and needs of individuals living with 
chronic EIs like MCS, and ourselves as a society. 
Originally published in the International Expressive Arts 
Therapy Association (IEATA) Newsletter, this is an 
excerpt from the article, “The Process of Engaging”: 
 
Autumn in New England is awakening. Uppermost 
leaves are fading to gold, too soon for the umber and 
scarlet. Their glory will peak come October, a final gift 
before the blanketing hush of snow. I am aware, more 
than ever, of the interplay between self and world. I 
worry about my clients who are living with 
environmental illnesses, knowing the temperatures will 
drop as we turn away from summer and the beach to 
focus on fall and the harvest. Some sleep in cars, unable 
to find shelter they can tolerate. Others suffer with 
housing in apartments, homes, and buildings whose 

http://www.mastocytosis.ca/en�


Understanding MCS: Agency/Provider Guide 

 
49 

 

internal and external materials—the walls, flooring, 
carpets, shared areas, heating systems—bring about 
endless reactions involving all organ systems that leave 
them physically, cognitively, and emotionally 
compromised, often totally disabled. They have nowhere 
else to go. 
 
I work with individuals who have and live with chronic 
environmental illnesses: Multiple Chemical Sensitivity 
(MCS), Mast Cell Activation Syndrome (MCAS), 
mast cell activation related disorders. These are people 
who, because of their chronic illness and the severity of 
their symptoms and reactions, are not always able to 
manage traditional face-to-face therapy. Our culture of 
healing often limits and can be itself a barrier to 
accessing care. I offer options, therapy alternatives: 
telephone, email, virtual, as well as face-to-face and 
combinations. 
 
The process of engaging in creative arts therapy through 
these alternative routes of access constantly challenges me 
to adapt my thinking and my approach, to not only 
channel them through these different avenues that 
influence the form, flavor, and essence of the therapy, but 
also to reinterpret my personal understanding of systems 
in relation to our natural environment. This shift of 
insight brought into the therapy feeds our understanding 
of self in relation to a world that holds and sustains us. 
We are creatures of relationship, and this one most 
significant relationship of self with environment, more 
frequently than not is overlooked and under-explored. 
 
Man’s impact on the environment, as well as our 
relationship with the environment, is a convoluted 
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exchange of need and dominion. People who live with 
environmental illnesses can feel as if the world has 
turned on them. They struggle under the weight of 
multiple layers of abandonment, rejection, and loss of 
hope. 
 
The day-to-day of human life, of being alive, is an 
interplay of ecosystems at the micro and macro levels. 
Individuals with environmental illnesses have internal, 
physical ecosystems that have been damaged and broken. 
Their ability to participate in all levels of exchange has 
become profoundly limited and impaired. 
 
We are part of a culture that emphasizes a construct 
within which humans exist as independent and self-
contained, separate from the natural environment, and 
impervious to the consequences of their behaviors. Sarah 
A. Conn, PhD, in the book, Ecopsychology: Restoring 
the Earth Healing the Mind, writes, “Because we 
experience the self as separate from the Earth, we feel 
either overwhelmed by or removed from what we learn 
about environmental deterioration; we become helpless or 
indifferent in the face of it, and unable to respond except 
with numbness and denial,” (Roszak et al, 1995). This 
numbness and denial is carried over into our responses to 
the people who are living with the effects of 
environmental deterioration and the accompanying 
illnesses that are the direct consequences of human 
behaviors. 
 
The American Medical Association continues to deny 
that environmental illnesses, such as MCS, exist 
insisting they are at best mental illnesses. The majority 
of doctors are not trained to recognize, diagnose, or treat 
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environmental illnesses and mast cell related disorders, 
leaving individuals without appropriate care or 
supports. 
 
The work I share with my clients inevitably and 
fundamentally is about the relationship of self and 
environment. I consciously offer them doorways to walk 
through, thresholds to cross, mirrors to which they can 
turn or turn away. Most poignant is my awareness of 
companionship. Environmental illnesses are isolating 
conditions of separation filled with loss and death: the 
death of dreams, futures, friendships; the loss of a 
familiar life in the middle of living it; all the ways we 
measure and value our world no longer applicable. 
Avoidance, sadly, is a medical necessity for individuals 
living with environmental illnesses. Avoidance is a 
bleak landscape with the fact of chemical injury a 
seemingly insurmountable obstacle: they must avoid 
exposure to the chemicals and substances to which they 
react—in the environment, on themselves, and on others. 
Every day I am challenged to reach and connect with 
individuals who, because of their chronic illness, must 
avoid people, places, and contact. 
 
A Person Centered Approach 
 
There currently are many states that require a person-
centered approach and person-centered planning tools 
be used as aids when creating an individual’s service 
plan. Adopting a person-centered approach to care 
planning may be extremely helpful for agencies and 
their home care workers.  
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A person-centered profile asks questions for the client 
to directly respond to that approach the areas of need 
and care from a different perspective. Examples of 
person-centered profile questions include: (from the NJ 
Supports Programs Policies & Procedures Manual, 
March 2016, version 3.0) 
 

1. What do you and others like or admire about 
you? (This reflects your positive qualities and 
includes likes, goals, aspirations, etc.) 

2. Who are your family; friends; supporters at 
work, school; supporters at home and in the 
community? 

3. What is important to you? (This describes what 
is important to you, including routines, 
relationships, places to go, things to do, etc.) 

4. What are your long-term hopes and dreams? 
5. What do others need to do to support you? 

(This describes what others need to know and 
do to support you at home, work, or in the 
community) 

6. What are the characteristics of the people who 
support you best? (This includes personality 
characteristics that you would like to see 
present in the individuals that support you) 

7. What do caregivers/providers need to know 
about how you communicate? (This provides 
information about how you communicate and 
how your reactions may impact your ability to 
communicate including cognitive impairments, 
mood changes, agitation, anxiety, and other 
reactions you may experience as well as what 
caregivers need to do during these times) 
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8. What’s working and what’s not working when it 
comes to home care supports? 

 
Additional things for the reviewer to consider: 
 

• What are the areas of need for this individual? 
• How are these areas of need related to the 

individual’s illness?  
• Am I listening—really paying attention—to this 

person and hearing what is important to them 
and what is important for them? 
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6 
Providing Oversight 

 
 

Not every home healthcare worker is a right fit to work 
with clients who have a mast cell activation related EI 
such as MCS, MCAS, masto, and chemical sensitivities. 
It requires a lot of personal and professional lifestyle 
and work-style changes that not everyone will be able 
or even willing to do. This is a reality and needs to be 
accepted. Agencies need to know upfront and in 
advance who their appropriate caregivers are for clients 
with MCS, MCAS, masto, chemical sensitivities, and 
mast cell activation related EIs. Home care workers 
need to know they can refuse these clients without 
negative repercussions. It is more important to not put 
the client and their health at risk through assigning 
someone to provide care who is not able, for whatever 
the reason, to be compliant with the client’s health 
protocols. 
 
It is vitally important, however, for all caregivers to be 
educated about environmental illnesses even if they are 
not going to be working with these clients on a regular 
basis. 
 
It is the agency’s responsibility: (1) to make sure that 
their caregivers are appropriately trained and (2) to 
provide ongoing, regular monitoring regarding each 
worker’s understanding of and compliance with the 
client’s health protocols and specific needs due to their 
illness. 
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Agency oversight should be conducted at two levels: 
the client and the caregiver. 
 
The Client Level  
 
Agencies need to work in partnership with their clients 
to gather feedback as to whether or not assigned 
caregivers are regularly adhering to the specifics of the 
client’s health protocols and to hear client suggestions 
for areas of improvement and improvement strategies 
regarding the services they receive and the ways in 
which they are provided. This can be done using 
different formats in order to accommodate the clients’ 
varying abilities and limitations due to their illnesses: 
 

• The agency can create a succinct, formalized 
questionnaire that clients can complete in which 
they can provide feedback to specific questions. 
Not all clients will be able to receive things in 
the regular mail, be able to access email, or 
even be able to use a telephone. Therefore, the 
questionnaire should be provided and available 
in multiple modalities (email, regular mail)  
including a phone number for clients to call in 
and have an agency representative read the 
questions to them over the phone and write in 
their responses. These questionnaires can be 
done on a monthly or quarterly basis. 

• The agency can offer regularly scheduled 
forums with in-person, telephone, email, and 
virtual participation options where clients and 
agency can meet to discuss issues and create 
positive resolutions regarding service provision 
and  home care worker compliance with  client  
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health protocols. The focus of these forums is 
not to vent but rather to come together to 
share, brainstorm, and strategize in order to 
support and facilitate improved care for all. 

 
The Home Care Worker Level 
 
Agencies need to work in partnership with their home 
care workers as well as with their clients. The client, the 
agency, and the home care workers are all part of the 
same team with the goal of providing the highest 
quality care and support services that meet the needs 
of each client served. 
 
The agency needs a system that enables them to 
monitor worker performance in an ongoing manner as 
well as one that supports worker education while 
providing opportunities for workers to voice their 
concerns, areas of difficulty, and challenges that they 
might be experiencing with client health protocols, and 
receive support and direction. This system can include: 
 

• Regularly scheduled supervision forums 
• Regular and mandatory workshops 
• The completion of a questionnaire, similar to 

the one created for clients, with a focus on 
home care worker issues 

• Regularly scheduled forums with in-person, 
telephone, and virtual attendance options 
where home care workers and agency can meet 
to discuss issues and create positive resolutions 
and implementable strategies for care for all  
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7 
Getting the Training 

 
 
CELACare offers two online training and certificate 
programs. One program is for agency administrators 
and management. The second is for home health aides. 
Both specialize in the care and support needs for 
individuals with mast cell activation spectrum related 
EIs, such as MCS, MCAS, mastocytosis, chronic fatigue 
syndrome, and chemical sensitivities. 
 
The CELACare Eco-Health Certificate Programs prepare 
candidates for multiple roles working in support of 
people living with chronic environmental illnesses. It is 
essential for those living with environmental illnesses to 
receive supports from people trained in understanding 
theses illnesses and how they impact the lives and 
needs of individuals, their families, and the ways in 
which services are provided. 
 
The CELACare Eco-Health Care Certificate Program is 
appropriate for individuals who would like to expand 
their knowledge and understanding regarding best 
practices in providing care and support for people with 
chronic EIs—this includes medical and healthcare 
professionals (e.g., nurses, care providers, life coaches, 
practitioners, facilitators, agency supervisors and 
management), administrators, regular education and 
special education teachers and specialists, case 
managers, consultants, family members. 
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The CELACare Eco-Health Home Health Aide Certificate 
Program is appropriate for CNAs, home health workers, 
at-home care providers, nursing home and assisted 
living staff, agency staff, and individuals interested in 
providing direct care for clients with EIs. You do not 
have to be a CNA to enroll. 
 
For more information, visit their website at: 
http://celacare-ecohealth.us  
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8 
Notes from the Field 

 
 

HEAL of Southern Arizona’s MCS 
Accommodation Letter 

 
Hospital care that helps others can, unfortunately, do 
great harm to people with Multiple Chemical 
Sensitivities (MCS. Special precautions must be taken 
when treating chemically sensitive patients in order to 
prevent severe reactions and facilitate healing. Well-
ventilated facilities with fragrance-free, smoke free 
personnel using least toxic materials, procedures, and 
cleaning products can help people with MCS avoid 
severe reactions when seeking medical care. 
 
Emergency care is a serious problem: during a crisis, 
people with MCS may not communicate effectively, and 
emergency personnel may be unaware that routine 
practices can be harmful, even life-threatening. Exhaust 
from idling emergency vehicles, scented products on 
emergency personnel, and new plastic tubing, for 
example, may cause severe reactions. In some cases, 
people with MCS who have complained of odors 
undetectable to the emergency crew have been 
mistakenly confined in psychiatric facilities. 
 
HEAL provides on their website a template for an 
emergency accommodations letter to first responders. 
This letter, which should be printed onto the doctor’s 
letterhead and signed by the person’s physician, alerts 
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first responders to the needs of a person with MCS in 
an emergency situation. The letter can be adapted and 
modified to reflect the precise needs of each person 
with MCS. Although the doctor’s letterhead lends more 
credibility, it isn’t absolutely essential. The doctor’s 
dated signature gives the document the power of 
Doctor’s Orders, and most people recognize the 
importance of a physician’s instructions. 
 
HEAL recommends that people with MCS carry with 
them a health information packet. Along with the MCS 
Accommodations Letter, the health information packet 
should include: 
 

• A fairly current list of medications, nutritional 
supplements, and herbs taken regularly 

• Lists of drug and chemical intolerances, and a 
list of drugs that are tolerated. It would be 
helpful to list them under headings “extremely 
reactive, moderately reactive, tolerated.”  

• More extensive written protocols for situations 
such as emergency transport, hospitalization, 
surgery, etc. 

 
HEAL hospital packets can be ordered and the 
MCS Accommodation Letter template can be 
downloaded through the HEAL website at: 
http://www.healsoaz.org/hospit al_access.htm 
 
 
 
 
 

http://www.healsoaz.org/hospit�
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Multiple Chemical Sensitivity (MCS):  
A Guide for Hospitals (excerpt) 

Victoria, Australia, Department of Health 2011 
 
Multiple Chemical Sensitivity (MCS) is a debilitating 
condition described as serious physical symptoms 
initiated by chemical exposure. Since there are no 
diagnostic or clinical guidelines for MCS in Australia, it 
is possible that some chemically hypersensitive 
individuals have symptoms more aligned with MCS.  
 
Patients with an MCS condition may suffer from a 
variety of physical symptoms as a result of exposure to 
chemicals. The physical symptoms are likely to 
undermine patient treatment whilst in hospital, 
affecting recovery, health outcomes and wellbeing.  
 
The chemicals or incitants (agents that produce clinical 
symptoms) vary considerably and are often found in 
hospital environments. These incitants may be in food 
and drink normally provided to in-patients and/or may 
include hospital cleaning and disinfectant products, as 
well personal products such as perfumes or hair care.  
 
The hospital stay of patients with MCS is ideally 
planned with hospital administration prior to admission 
and managed by health professional staff on an 
individual, case-by-case basis.  
 
As the incitants to which people with MCS are sensitive 
and their responses to exposure vary widely, 
hospitalizations for people with MCS are ideally 
planned and will require consultation between the 
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patient and/or caregiver and hospital administration 
regarding hospital accommodation management. 
Alternatives to hospitalization may be considered 
where clinically possible in conjunction with the patient, 
medical/nursing and allied health and as well as the GP. 
If admission cannot be avoided, clinical assessment 
prior to admission will be required and include 
establishing the types of chemical incitants to which 
the patient is sensitive and documentation of the 
symptoms of exposure experienced by the patient so 
as to inform and develop individualized care plan and 
treatment regimes. 
 
In all cases wherever possible and other than an 
emergency admission, the patient with MCS needs to 
provide as much advance notice as possible to hospital 
management prior to any scheduled visit to the 
hospital, stating particular sensitivities. MCS patients 
should carry a medical alert at all times.  

 

People with MCS are often well-informed regarding 
their condition and can educate others who they come 
into contact with. Ensure that the MCS patient is aware 
of the following, which will help to reduce exposure to 
incitants in hospital:  

 

1. Patients may arrange to provide their own 
personal items that may not be readily 
obtainable at the hospital facility, e.g. 
toothpaste, linen, personal care products. The 
hospital cannot meet every special requirement 
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as patients with MCS have highly variable 
needs.  

 
2. The doctor who treats the patient’s MCS should 

be contacted or should contact the hospital to 
provide information that will facilitate the 
patient’s care.  

 

Alternatives to hospital admission are available and 
should be considered as part of the patient 
assessment.6 If admission to hospital is unavoidable, 
planning for admission is to be conducted with the 
view to discharge as early as possible if clinically 
appropriate to an alternative treatment environment in 
order to reduce the possibility of patient exposure to 
potentially harmful incitants.  

 

Download the complete article, health.vic, at:  
https://www2.health.vic.gov.au/getfile//?sc_itemid
=%7b17AF4CD0-B779-42D7-9ECB-
8F05C18E8B4B%7d 
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From The U.S. National Library of Medicine 
National Institutes of Health 

Arch Environ Health 1999 May-June; 54(3): 147-9 

Multiple chemical sensitivity: a 1999 consensus 
 
Abstract: 
 
Consensus criteria for the definition of multiple 
chemical sensitivity (MCS) were first identified in a 1989 
multi-disciplinary survey of 89 clinicians and 
researchers with extensive experience in, but widely 
differing views of, MCS. A decade later, their top 5 
consensus criteria (i.e. defining MCS as [1] a chronic 
condition [2] with symptoms that recur reproducibly [3] 
in response to low levels of exposure [4] to multiple 
unrelated chemicals and [5] improve or resolve when 
incitants are removed) are still unrefuted in published 
literature. Along with a 6th criterion that we now 
propose adding (i.e. requiring that symptoms occur in 
multiple organ systems), these criteria are all commonly 
encompassed by research definitions of MCS. 
Nonetheless, their standardized use in clinical settings 
is still lacking, long overdue, and greatly needed—
especially in light of government studies in the United 
States, United Kingdom, and Canada that revealed 2-4 
times as many cases of chemical sensitivity among Gulf 
War veterans than nondeployed controls. In addition, 
state health department surveys of civilians in New 
Mexico and California showed that 2-6%, respectively, 
already had been diagnosed with MCS and that 16% of 
the civilians reported an "unusual sensitivity" to 
common everyday chemicals. Given this high 
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prevalence, as well as the 1994 consensus of the 
American Lung Association, American Medical 
Association, U.S. Environmental Protection Agency, and 
the U.S. Consumer Product Safety Commission that 
"complaints [of MCS] should not be dismissed as 
psychogenic, and a thorough workup is essential," we 
recommend that MCS be formally diagnosed—in 
addition to any other disorders that may be present—
in all cases in which the 6 aforementioned consensus 
criteria are met and no single other organic disorder 
(e.g. mastocytosis) can account for all the signs and 
symptoms associated with chemical exposure. The 
millions of civilians and tens of thousands of Gulf War 
veterans who suffer from chemical sensitivity should 
not be kept waiting any longer for a standardized 
diagnosis while medical research continues to 
investigate the etiology of their signs and symptoms. 
 
AS RESEARCHERS AND CLINICIANS with experience in 
the study, evaluation, diagnosis, and/or care of adults 
and children with chemical sensitivity disorders, we 
support the stated goal of the National Institutes of 
Health 1999 Atlanta Conference on the Health Impact 
of Chemical Exposures During the Gulf War "to fully 
characterize the nature of multiple chemical exposures 
within the Gulf War population and to relate this 
characterization to what is known about Multiple 
Chemical Sensitivity (MCS) and related conditions and 
disorders within civilian populations." (1) Based on 
research conducted by state and federal government 
agencies, we already know that MCS is one of the most 
commonly diagnosed chronic disorders in civilians and 
the most common—but still largely undiagnosed—
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disorder of any kind in Gulf War veterans of the United 
States. 
 
In statewide telephone surveys of randomly selected 
adults, conducted by health departments in California 
in 1995 and 1996 and New Mexico in 1997, 
investigators found that 6% of adults in California (2) 
and 2% of adults in New Mexico (3) indicated that they 
had already been diagnosed with MCS or 
Environmental Illness, whereas 16% in both states said 
they were "unusually sensitive to everyday chemicals." 
When randomly selected adults in other states were 
asked if they were "especially sensitive" (instead of 
"unusually" sensitive), one-third consistently 
maintained that they were. (4-6) 
 
Among Gulf War era veterans, data from the largest 
random survey presented by the U.S. Department of 
Veterans' Affairs (VA) in 1998 (based on questionnaires 
completed by 11, 216 deployed to the Gulf and 9,761 
nondeployed) show that 5% reported chemical 
sensitivity among the nondeployed person-nel and 
15% reported the same among the deployed. (7) Other 
VA researchers report much higher rates—but the 
same 3-fold difference—in a smaller random sample of 
VA hospital out-patients: 86% of ill veterans deployed 
to the Gulf complained of chemical sensitivity, 
compared with 30% of nondeployed ill veterans. (8) In 
the only study in which MCS was specifically assessed 
among veterans selected randomly from the VA 
Registry, investigators found 36% of 1,004 met 
common research criteria for MCS. (9) Among 
randomly selected Department of Defense (DOD) 
personnel who remain on active duty, two larger 
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studies by the Centers for Disease Control found 
slightly lower—but still significant—2.1 and 2.5-fold 
increases in the prevalence of self-reported chemical 
sensitivity among those deployed to the Gulf, 
compared with those who were not deployed. In the 
"Iowa" study, in which the prevalence rates for 
deployed and nondeployed individuals were 5.4% and 
2.6% respectively, investigators used a detailed 
questionnaire to assess "probable MCS." (10) In the 
"Pennsylvania" study, (11) in which prevalence rates 
were 5% versus 2%, respectively, only one "yes/no" 
question was asked about chemical sensitivity. 
Canadian Gulf War veterans reported only 
approximately one-half the prevalence of MCS (2.4%), 
but nevertheless this was 4 times more than their 
controls. (12) Even in the United Kingdom where MCS 
is little known, Gulf War veterans report being 
diagnosed with MCS at 2.5 times the rate of military 
controls. (13) 
 
Clearly, there is a significant need for a standardized 
clinical definition of MCS and a comprehensive clinical 
protocol that VA, DOD, and other physicians can use to 
evaluate it. We recommend to our colleagues and the 
sponsors of the Atlanta Conference—the Department 
of Health and Human Services’  
 
Office of Public Health and Science, the Centers for 
Disease Control and Prevention, the National Institutes 
of Health, and the Agency for Toxic Substances and 
Disease Registry—that MCS be formally defined for 
clinical purposes by the top "consensus criteria" 
identified in a 1989 survey of 89 clinicians and 
researchers who had extensive experience in MCS but 
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who also held widely divergent views about its etiology. 
(14) Included were 36 specialists in allergy, 23 in 
occupational medicine, 20 in "clinical ecology," and 10 
in internal medicine and otolaryngology. We would add 
only that symptoms associated with chemical 
exposures must involve multiple organ systems, thus 
distinguishing MCS from specific single-organ system 
disorders (e.g., asthma, migraine) that also may meet 
the first 5 criteria. 
 

Consensus Criteria for MCS 
 

The following consensus criteria for the diagnosis of 
MCS were gleaned from the study by Nethercott et al. 
(14) (funded in part by grants from US NIOSH and US 
NIEHS): 
 
1.  "The symptoms are reproducible with [repeated 

chemical] exposure." 
2.  "The condition is chronic." 
3.  "Low levels of exposure [lower than previously 

or commonly tolerated] result in manifestations 
of the syndrome." 

4.  "The symptoms improve or resolve when the 
incitants are removed." 

5. "Responses occur to multiple chemically 
unrelated substances." 

6.  [Added in 1999]: Symptoms involve multiple 
organ systems. 

 
Given the only other explicit consensus ever published 
on MCS—the 1994 statement of the American Lung 
Association, American Medical Association, U.S. 
Environmental Protection Agency, and U.S. Consumer 
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Product Safety Commission, that "complaints [of MCS] 
should not be dismissed as psychogenic, and a 
thorough workup is essential" (ALA 1994)—we 
recommend that MCS be diagnosed whenever all 6 of 
the consensus criteria are met, along with any other 
disorders that also may be present, such as asthma, 
allergy, migraine, chronic fatigue syndrome (CFS), and 
fibromyalgia (FM). MCS should be excluded only if a 
single other multi-organ disorder can account for both 
the entire spectrum of signs and symptoms and their 
association with chemical exposures, such as 
mastocytosis or porphyria, but not CFS or FM, which 
are not so associated. 
 
To assist physicians who are unfamiliar with the 
evaluation of MCS, we recommend that clinical 
protocols include validated questionnaires for 
screening and characterizing chemical sensitivity, 
(15,16) a list of overlapping disorders to consider in the 
differential diagnosis of MCS, and a list of signs and 
test abnormalities associated with MCS in the peer-
reviewed literature (summarized by Ashford and Miller 
(17) and Donnay (18)). Although no single test is yet 
considered diagnostic of MCS, those suggested by 
signs, symptoms, or history may be helpful in treating 
and tracking the disorder. 
 
The presentation of MCS may vary greatly among cases 
and over time. Some individuals are totally disabled by 
severe symptoms suffered on a daily basis, for example, 
whereas others are disabled only minimally by mild 
symptoms suffered occasionally. We, therefore, 
recommend that any clinical diagnosis of MCS be 
characterized and followed over time using quantitative 
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and/or qualitative indices of life impact or disability 
(e.g., minimal, partial, total); symptom severity (e.g., 
mild, moderate, severe); symptom frequency (e.g., daily, 
weekly, monthly); and sensory involvement 
(identification of which sensory pathways—olfactory, 
trigeminal, gustatory, auditory, visual and/or touch, 
including perception of vibration, pain and heat or 
cold—show altered (+/–) sensitivity and/or tolerance 
for normal levels of stimuli, either chronically or in 
response to particular chemical exposures.) 
 
For research purposes that require greater 
homogeneity, we encourage investigators to refine the 
consensus criteria for MCS with whatever additional 
inclusion or exclusion criteria they believe are needed 
to test their hypotheses. The indices and domains that 
are used to characterize and select both cases and 
controls in MCS research should be fully reported so 
that results from different studies can be compared 
and their broader applicability assessed. 
 
Given the significant overlap in clinic populations of 
MCS with both CFS and FM, as well as the need to 
better under-stand the relationships between these 
disorders, (19–21) we recommend that all "solicitations" 
and "requests for applications" issued by federal 
agencies for human research into any one of CFS, FM, 
or MCS direct investigators to screen for all three 
(regardless of their selection criteria, which need not be 
affected) and to report their results in these terms. 
There is a precedent for this: the National Institute of 
Arthritis and Musculoskeletal Disorders routinely 
requires that in studies of fibromyalgia investigators 
must screen for and report any overlap with temporo-
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mandibular joint disorder. CFS, FM, and MCS research 
could all benefit from greater collaboration, and so we 
welcome the Congressional initiative of Senator Tom 
Harkin to earmark $3 million of the DOD’s 1999 Gulf 
War illnesses research budget for multidisciplinary 
studies of CFS, FM, and MCS together (solicitation 
074&&&-9902-0005 issued 2/12/99) to better 
understand both their overlaps and differences. We 
recommend that such three-way studies be solicited by 
all federal agencies funding CFS, FM or MCS research. 
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Finding a Light  
by Lisa Klimas 

posted on the blog: mastattack.org 
 

I have been writing stories for a long time. I have been 
keeping journals since I was six and they are full of 
them. I always wrote about my actual day to day life in 
journals but never enjoyed autobiographical writing 
and didn’t think I was good at it. That’s entertaining 
now to think about, considering that I have spent the 
last four years digging out the hardest parts of me to 
share with the internet. But before I was Lisa from 
MastAttack, I was Lisa Klimas who wrote fantasy stories 
full of witches and magic that was intended to be 
shared with no one. 

I don’t write fantasy stories anymore. (Except maybe 
the ones in my head where I fantasize that I’m not 
living in this body anymore.) I stopped when I started 
writing MastAttack; I’m not sure why, exactly. But even 
though I don’t write in this genre anymore, I am still 
very prone to seeing my life through the lens of 
fantasy; particularly, I relate aspects of my life to 
symbolic elements I used to use in stories. This is pretty 
obvious for anyone who has been reading for a while; I 
talk about the sky and stars and the vast endless space 
beyond this world in a lot of posts. Somehow, despite 
writing very frankly about my life, in my mind this is still 
a story about someone else, a fantasy story where 
anything could be real, and where the protagonist 
could do anything with the right magic. 
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The past six weeks have been difficult for me in ways 
that I could never have imagined. I was hospitalized for 
CDiff in Florida, and then again for CDiff in Boston 
shortly after I got home. On the last day of my second 
admission for CDiff, I found out that someone I love 
very much is very, very sick. The kind of sick that makes 
me numb to think about. It seemed like things started 
to level out with my health. I was pretty beat up but the 
infection seemed to finally be under control, and I was 
more available to help out with family things. Things 
seemed more manageable. Until they weren’t. 

Last week, I noticed a very minor skin irritation around 
my port access site. Very minor. The kind I have had 
many times before just by virtue of having mast cell 
disease and having fair skin that marks easily. But I’m 
very meticulous about my port so I called my home IV 
nurse to come look at it. She came and agreed that it 
was probably a mast cell reaction or a very minor skin 
infection. It wasn’t hot, swollen, or painful. The redness 
was faint and covered a very small area around the 
needle site. I had no fever, chills, or other signs of 
infection. She was so confident that it was just a skin 
irritation that we accessed the port. I called my PCP for 
some prophylactic cephalexin in case it was a skin 
infection and breathed a sigh of relief. 

I woke up in the middle of the following night with a 
fever and a much redder and angrier looking port. I 
took mast cell premeds and went to the hospital 
immediately. And even the ER nurses and doctors 
didn’t think it was a serious infection. It still wasn’t 
swollen, painful, or hot. (For people wondering why I’m 
harping on this, the four cardinal signs of infection are 
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tumor (swelling), rubor (redness), calor (heat), and 
dolor (pain).) But they weren’t taking any chances and 
we spent an hour finding a peripheral vein to use while 
we sorted out my port. My white count was elevated 
but it is always is. They told me that they expected I 
would be admitted, get a few doses of IV antibiotics 
through the port, and go home in a day or two with the 
port. 

Things didn’t exactly happen like that. Over the course 
of the day, I got sicker. I started feeling sicker, and I 
started having more mast cell activation. My white 
count went from normal for me level to through the 
roof in a few hours. I was rushed into an interventional 
radiology suite where everyone still thought that the 
port was not really infected. They told me after the first 
incision that things looked good. Then they took out 
the port and all hell broke loose. 

There was an infection underneath my port, beneath 
the port and chest wall. One that had been brewing for 
a while. Suddenly everyone was talking in loud voices 
and debriding the poorly numbed cavity. I should have 
asked for anesthesia before the procedure but I had 
never had an IR procedure that required more than 
fentanyl and midazolam so it didn’t occur to me until 
they were literally carving pieces of tissue out of my 
chest. That is not a mistake I will make again. 

I was hospitalized for several more days, including a 
total of three days without a central line. I blew in the 
neighborhood of ten peripheral lines and it would have 
been more if I hadn’t had good nurses who babied 
them to try and make them last. I get IV benadryl six 
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times a day most of the time and that’s part of why I 
have a central line. IV Benadryl is really damaging to 
blood vessels and soft tissue, and my blood vessels are 
already in pretty rough shape. Getting IV Benadryl 
through a peripheral vein is miserable. It feels like 
knives shooting up your arm. I used all my tricks and 
wrapped my arm up in a hot, wet towel for several 
minutes before every dose, and we diluted it and 
pushed it slowly and flushed it slowly, and it was still 
excruciating every single time. 

They put in a PICC line last Monday so I could go home 
and keep up with my home IV meds and fluids. I came 
home on IV antibiotics every eight hours for the line 
infection and oral antibiotics every six hours to 
hopefully prevent me from getting CDiff again from the 
other antibiotics. 

The catheter tip grew out Staph aureus, meaning I had 
a staph infection a couple of inches from my heart. I 
got very lucky that I was treated fast enough that it 
never become a fulminant bloodstream infection but it 
came pretty close. Another few hours and this story 
might have had a very different ending. As it is, I 
suffered a lot for several days, and left the hospital with 
a hole in my chest so deep that it is nearly to the chest 
wall, deep enough that I cannot pack it myself because 
I cannot see the bottom. 

Part of the shock of this situation is that I have had a 
central line for four years and have never had an 
infection. I am a maniac about my line and sterilizing it 
and being meticulous not to contaminate anything. I 
avoid hospitalization like the plague so that I’m the 
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only one touching my line. When my last port was 
removed, after three years and three weeks, I was told 
that it was the longest continually accessed port in a 
BWH patient never to be infected. In total, I had three 
central lines (a PICC line and two ports) for three years 
and eleven months before we found any evidence of 
infection. 

I couldn’t figure out how it got infected, and especially 
how the infection got behind the port. In retrospect, I 
think might have been contaminated when it was 
implanted. I don’t know how else I would have seeded 
a bacterial infection between the port and chest wall, 
but not over the port at all. I’ve felt sicker and more 
activated the last few months and it’s possible I had an 
infection growing all that time. It’s also possible that 
this isn’t the case but my instincts feel like this is the 
explanation. Either way, I’m never going to know for 
sure. 

I came home earlier this week and was very relieved to 
see my family, my dogs, and my bed. I wasn’t feeling 
super but I just had a line infection so I wasn’t really 
expecting to. 

Yesterday, I started having a GI bleed bad enough that 
I called an ambulance. While on the phone with 911, I 
started having anaphylaxis because that’s just how we 
do now. I laid down and used an epipen while feeling 
pretty dejected that I was now going to be admitted to 
the hospital for the fourth time in six weeks. I have 
been admitted for a total of 17 days this year. We are 
only 49 days into [the year]. 
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Last night, I sat in my isolation room and watched it 
snow from the tenth floor. It was the middle of the 
night and the world was silent as snow covered every 
darkness and imperfection below. Not the terrible 
storm it was rumored to be. Just snow. Snow that is 
already melting under a clear blue sky and a brilliant 
and victorious sun. Light always wins. 

I know that I am not really the protagonist of a fantasy 
story and that I’m not really going to slay the dragon 
that is my poor health. My health is bad. I have largely 
made peace with that. I want it to be better but I don’t 
expect it to be. But I also know that for every evil there 
is a pure good, and that bad things happen to me but 
the worst things don’t, and that I won’t always feel this 
way. 

I don’t know how I will get through this or how long it 
will take or what I will lose along the way. I just know 
that the snow has fled under a brilliant sun and that 
somewhere, somehow, I will find a light. 
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9 
Resources 

 
 
Informational Websites: 
 
Environmental Working Group 
https://www.ewg.org/ 
 
American Academy of Environmental Medicine 
https://www.aaemonline.org/ 
 
Massachusetts Association for the Chemically Injured 
http://www.maci-mcs.org/ 
 
Raymond Singer, PhD 
http://neurotox.com/project/recognizing-neurotoxicity/ 
 
MD Websites: 
 
Claudia S. Miller, MD 
http://drclaudiamiller.com/ 
 
Grace Ziem, MD 
http://www.chemicalinjury.net/index.htm 
 
Lisa Nagy, MD 
https://lisanagy.com/ 
 
Gunnar Heuser, MD 
http://emfdoc.com/ 
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Doris J. Rapp, MD 
http://www.steveakash.com/drrapp/index.html 
 
Alan Lieberman, MD  
http://www.coem.com/environmentalmedicine_Concep
tsofEnvironMed.shtml 
 
Support Services: 
 
The Counseling Center at CELA 
http://counselingatcela.com 
 
CELACare Eco-Health Care Training & Certificates 
http://celacare-ecohealth.us 
 
Research Websites: 
 
James Madison University 
http://www.mcsresearch.net/ 
 
T.C. Theoharides, PhD, MD 
http://mastcellmaster.com/publications.php 
 
Claudia S. Miller, MD 
http://drclaudiamiller.com/ 
 
Anne Steinemann, PhD 
http://www.drsteinemann.com/ 
 
Raymond Singer, PhD 
http://neurotox.com/project/recognizing-neurotoxicity/ 
 
Jack Dwayne Thrasher, PhD 
https://www.drthrasher.org/ 

http://www.steveakash.com/drrapp/index.html�
http://www.coem.com/environmentalmedicine_ConceptsofEnvironMed.shtml�
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Mast Cell Websites: 
 
T.C. Theoharides, PhD, MD 
www.mastcellmaster.com  
 
The Mastocytosis Society (USA) 
http://tmsforacure.org/ 
 
Mastocytosis Society Canada 
https://www.mastocytosis.ca/en/ 
 
UK Mastocytosis Support 
www.ukmasto.org 
 
Books & Suggested Reading: 
 
Chemical Sensitivity 
Sherry Rogers, MD 
 
Multiple Chemical Sensitivity: A Survivor’s Guide 
Pamela Reed Gibson, PhD 
 
Understanding MCS: A Therapist’s Guide to Multiple 
Chemical Sensitivity and Environmental Illness 
Roselle P. O’Brien, LMHC 
 
Understanding MCS: An Agency/Provider Guide to 
Multiple Chemical Sensitivity & Environmental Illness 
Roselle P. O’Brien, LMHC 
 
Eco-Health & the Continuum of Care 
Roselle P. O’Brien 
 
 

http://www.mastcellmaster.com/�
http://tmsforacure.org/�
https://www.mastocytosis.ca/en/�
http://www.ukmasto.org/�
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