
 
 
 

 
 

1127 11th Street, Suite 208, Sacramento, CA 95814 
 

(916) 442-3520          FAX (916) 442-4616         calneuro@yahoo.com 

 
 
 

The ALS Association  
 
American Academy of Neurology 
 
American Stroke Association 
(a division of American Heart 
 Association) 
 
Association of California 
Neurologists 
 
Epilepsy Foundation of America 
 
Huntington's Disease  
Society of America 
 
Hydrocephalus Association 
 
The National Multiple 
Sclerosis Society  
 
Neuropathy Association 
 
Parkinson Association of 
Northern California 
 
 
 

 
  

HEALTH CARE REFORM:  
NEED FOR A DISABILITY SENSITIVE SYSTEM 

 
INTRODUCTION 
 
Since 2000 the California NeuroAlliance has been committed to 
advancing a health care system that is sensitive to the needs of 
individuals with neurological conditions and their families. 
Individuals with neurological conditions are frequent users of the 
health care system, generally experiencing higher than average 
costs. As a group, they face significant challenges to accessing 
appropriate health care that meets their needs.  
 
This policy brief summarizes the key challenges the current health 
care system imposes on people with neurological disorders in 
particular and disabilities in general. Most importantly, as a 
resource to assist policymakers, the California NeuroAlliance is 
offering eight (8) recommendations for policies and reforms to 
protect the health and maximize the independence of Californians 
with chronic neurological diseases and disorders.    
 
 
CHALLENGES 
 
Frequent Health Care Access Increases Costs 
 
Disabling neurological conditions can financially devastate families. 
Since chronic neurological conditions have no cures, management 
and ongoing treatment of the disease is essential in order to 
maintain optimal functioning and quality of life. Managing a 
chronic neurological condition can translate into several medical 
provider appointments per month, including regular health 
monitoring, treatment, prescription drugs, and specialty care.  
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Routine out-of-pocket expenses for those with chronic neurological conditions are typically far 
greater than for the average health care consumer. Maintaining the best possible health is 
crucial to people with disabilities if they are to have reasonable opportunities to pursue school, 
work, family, and social options usually taken for granted by people without disabilities. 
 
Access to Care 
 
Individuals with neurological conditions confront considerable barriers in accessing 
appropriate and timely care that meets their diverse and complex needs, including  

• Specialists, absent in some communities, qualified to diagnose and treat special 
health care conditions  

• Affordable ongoing treatments and medicines  
• Specialized equipment and supplies 
• Care needs that go beyond out-patient or in-patient medical care to include a range of 

home and community-based services  
 
 
 
 

  
22000077  CCAALLIIFFOORRNNIIAA  NNEEUURROOAALLLLIIAANNCCEE    

HHEEAALLTTHH  CCAARREE  RREEFFOORRMM  PPOOLLIICCYY  RREECCOOMMMMEENNDDAATTIIOONNSS  
 

 
The California NeuroAlliance urges that policy makers consider the needs of people with 
disabling chronic neurological diseases in adopting health care policies. Any proposal to 
reform the current health care system should be able to be measured as disability sensitive by 
being affordable to the consumer, providing access to appropriate care and treatment, and 
promoting optimum functioning and quality of life.  
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Below are eight (8) recommendations that highlight the critical needs of individuals with 
chronic neurological conditions in any health care reform initiative.    
 
1. Access to a full spectrum of health care services. Access to appropriate services and 

providers is essential to maintaining good general health and wellness and to prevent 
physical and cognitive deterioration to the greatest extent possible.   
Health care services for individuals with chronic neurological conditions should include, 
but  not be limited to:  medical and dental care,  physical therapy,  occupational 
therapy,  prescription drugs,  emergency care,  hospital in-patient care,  
prosthetics,  psychological and psychiatric services,  substance abuse programs,  
preventive care,  pain management,  alternative care services (e.g., acupuncture, 
chiropractic), and  durable medical equipment (customized, when medically 
appropriate). 

 
2. Access to appropriate home and community-based long term care. Many individuals 

with chronic neurological conditions require long-term care services at some point during 
the progression of their illness. For some people, these services may be necessary from 10-
30 years.  
Therefore, any health care reform proposal should include, at a minimum, specific 
objectives or milestones that would advance a long-term care system, especially home and 
community-based services, and support services for family caregivers that will allow 
patients to live independently or at the least restrictive level of care.  

 
3. Adequate provider choice.  Access to appropriate medical providers is the key to adequate 

treatment. And, the relationship between patients and their physicians is especially 
important for people with chronic illnesses that must be managed and monitored over the 
long-term. Provider choice may be compromised even for privately insured patients due to 
restricted managed care plan “preferred” provider lists. Choice is most gravely eroded for 
Medi-Cal patients.  Low Medi-Cal provider rates reduce the number of providers willing to 
accept Medi-Cal eligible patients. 
It is essential that all patients with neurological diseases have the right to choose and 
change medical providers, obtain a second opinion, and seek advice and/or treatment from 
medical specialists in a timely manner. At a minimum, adequate Medi-Cal provider 
reimbursement rates are needed to maintain (and hopefully increase) the number of 
physicians in the Medi-Cal program and assure that specialists, including neurologists, are 
accessible to patients in need.  
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4. Affordable health care services. While a small co-pay or low co-insurance may seem 
reasonable based on one treatment or service, it is important to recognize that those with 
the greatest need for health care, such as individuals with chronic neurological conditions, 
often require numerous treatments and health services that can result in high out-of-pocket 
expenses. If co-payments, co-insurance, or deductibles are too high, those with low 
incomes are likely to forego or delay needed care. The effect can be increased disability 
and decreased quality of life.  
Health care services must be affordable and out-of-pocket expenses (e.g., co-payments and 
deductibles) must have reasonable limits. 

 
5. Affordable health care insurance coverage. Access to affordable health care insurance is 

not the same as access to health care services. High deductible health plans (i.e., have 
higher annual deductibles and more limited health care benefits) are designed to benefit 
healthy people who use few health care services. While lower premium costs are attractive 
to low income people--including those with disabilities or chronic illness-- such plans are 
most likely to negatively impact those who must use more health care services. These 
individuals are subject to exorbitant out-of-pocket deductibles each year before they see 
any coverage benefits.  Resulting problems for these “underinsured” consumers may 
include inability to pay medical bills, debt, or inadequate care that can worsen their 
condition.  
Any mandate to require individuals to purchase private coverage must include financial 
support for those with low incomes and include standards for the products people are 
being required to purchase. High-deductible health insurance plans should be regulated to 
cap out-of-pocket costs and provide specific disclosure and other protections for 
individuals with chronic care needs.  

 
6. Guaranteed health insurance coverage. Since people with chronic diseases use a lot of 

health care services, they have the most difficult time finding coverage in the individual 
market. Market forces typically exclude eligibility for persons with serious pre-existing 
conditions, rendering many individuals “uninsurable” based on health status.  
Community-rating, which spreads risk and expense among the greater population, is 
essential so that the most ill do not bear the greatest cost burden. If any mandate or 
universality for health insurance is to work, a guarantee of coverage for everyone, at a 
reasonable cost, is imperative. 
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7. Accessible health care services.  Health care services cannot meet the needs of individuals 

with disabilities if they are not physically accessible. Basic measures are needed to ensure 
that patients can get to appointments and that reasonable accommodations are in place so 
that they can receive treatment or other services.   
Assurance for accessible health care services includes appropriate and accessible 
transportation to needed providers and services and enforcement of Americans with 
Disabilities Act regulations to ensure access to health care services and facilities 
(including accessible equipment and exam tables, alternative formats to health education 
materials, assistive technology, and appropriate assistance when needed).  

 
8. Security and privacy of electronic health records. An electronic patient health record 

can be of great benefit to the individual with a chronic medical condition whose care is 
complex and requires multiple medical providers, treatments, and medicines. Sensitive 
health information shared with employers may jeopardize an individual’s job or expose 
private information at the workplace.  
The consumer must maintain the right to determine who can input, edit, and access his/her 
health information, ensuring a reasonable degree of privacy. Aggregate data from the 
patient health record that does not contain patient identifiers must continue to be 
accessible by health care providers, government agencies, or health plans.   

 
 

 


