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A  mental illness is, m o r e  accurately, a brain disorder; a n d  brain 
disorders -- like epilepsy -- are biologically b a s e d  medical problems. 
T h e  n e w e s t  medical technology c a n  take “pictures" that s h o w  
differences b e t w e e n  brains with disorders a n d  n or ma l  brains.

In a n y  given year, a b o u t  5  million A m e r i c a n  adults suffer from 
acute e pi so de s  of o n e  of five serious brain disorders: schizophrenia, 
bipolar disorder, m ajor depression, obsessive-compulsive disorder, a n d  
panic disorder. E v e n  m a n y  of A m e r i c a ’s children —  m o r e  than 3  million-- 
suffer from these disorders.

Untreated, disorders of the brain profoundly disrupt a  p e r s o n ’s 
ability to think, feel, a n d  relate to others a n d  to his or her environment.

Brain disorders are s h r o u d e d  in stigma a n d  discrimination. For 
centuries they h a v e  b e e n  misunderstood, feared, hidden, a n d  often 
ignored b y  science. O n l y  in the last f ew  d e c a d e s  h a s  the first real h o p e  
for peo pl e  with brain disorders surfaced, a n d  that h o p e  h a s  g r o w n  from 
pioneering research that found both a  biological basis for brain 
disorders a n d  treatments that work.

Brain disorders are treatable. T h e  current s uc ce ss  rate for 
treating schizophrenia is 6 0  percent. T h e  s u c c e s s  rate for treating 
bipolar disorder, also k n o w n  a s  m a n i c  depression, is 6 5  percent, a n d  for 
m a j o r  depression it is 8 0  p e r c e n t  Mental illnesses c a n  n o w  b e  
d i a g n o s e d  a n d  treated a s  precisely a n d  effectively a s  other medical 
disorders. But the stigma -- a n d  the discrimination c a u s e d  b y  that 
stigma -- remains.

S ti gm a  is a n  ancient evil. It still limits all aspects of life for people 
with brain disorders: housing, education, insurance, science, research, 
services, jobs, religion, a n d  personal relationships.

B y  the N A M I  C a m p a i g n  to e n d  discrimination against p eo pl e  with 
severe mental illness. Contact Sylvia M a t t h e w s  at the Alaska Alliance 
for the Mentally III at 1 -8 00 -4 78 -4 46 2  or 1 - 9 0 7 -2 77 -1 30 0  for m o r e  
information.
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E x a m p l e  A
T e n  years a g o  I w a s  a  professional 

actress in L o s  Angeles, a n d  o n e  d a y  I 
c a m e  offstage a n d  h a d  a  b r e a k d o w n .  T h e  
doctor told m y  parents that I w a s  chronic 
a n d  w o u l d  b e  hospitalized all m y  life. 
Eventually, I found respite, b e c a m e  a  
resident, a n d  I h a v e  b e e n  without 
hospitalization for 8 years. Since leaving 
respite, I h a v e  u s e d  it a s  a  crisis center 
w h e n e v e r  I h a v e  h a d  a  problem. I w o r k e d  
m y  w a y  b a c k  to the point w h e r e  I could 
finish m y  college education a n d  hold a 
job a s  a teacher.

At this point, I a m  u n e m p l o y e d  a n d  
looking for work. But I h a v e  c o m e  to 
realize that II m u s t  rely o n  the technique of 
“the cover-up.” I will d o  everything I c a n  to 
conceal the fact that I w a s  o n c e  
d i a g n o s e d  a s  chronic, that I w a s  
hospitalized, a n d  that I o n c e  lived in a 
halfway house. If I a m  a s k e d  b y  a n  
e m p l o y e r  if I h a v e  ever h a d  a n er vo us  
b r e a k d o w n ,  I will answer, “No.” If I a m  
a s k e d  w h y  there w a s  a  g a p  in m y  
e m p l o y m e n t ,  I will say, “I traveled.” If they 
notice m y  h a n d s  are trembling b e c a u s e  of 
m y  medication, I will say, “It’s d u e  to m y  
thyroid.” I m u s t  d o  all of this b e c a u s e  
there is a  stigma attached to a n y o n e  w h o  
h a s  h a d  mental illness.

I h o p e  that, in m y  lifetime, the ignorance of 
emotional illness turns to understanding; 
that fear turns to security; a n d  that the 
cover-up will n o  longer b e  necessary.

E x a m p l e  B
T h e  great stigma that is attached to 

people w h o  h a v e  b e e n  or w h o  are 
mentally ill often results in o p e n  
discrimination. I h a v e  h a d  s o m e  difficulty 
with both m y  resident m a n a g e r  a n d  with 
the Federal a g e n c y  w h e r e  I w a s  seeking 
e m p l o y m e n t .  T h e  fact that I w a s  being 
prejudged w a s  upsetting a n d  annoying.

O n l y  recently questions about a n  
individual’s history of nervous 
b r e a k d o w n s  w e r e  eliminated from the 
official form required for all applications 
for Federal jobs. T h e  equal e m p l o y m e n t  
opportunity law, a s  a m e n d e d ,  n o w  
includes prohibitions o n  discriminating 
against the physically a n d  mentally 
h an di ca pp ed .  B e c a u s e  of the existence 
of these rights, I h a v e  m o r e  self- 
confidence. B y  supporting myself, I a m  
proving that I a m  a responsible individual.

W e  n e e d  these kinds of c h a n g e s  in 
the law to protect our rights as individuals. 
Specifically, w e  truly n e e d  anonymity in 
order to c o p e  with a  difficult life, without 
carrying forever the label of “mentally ill.”
I like to u s e  the expression: “E v e r y o n e  is 
different; therefore, w e  should b e  treated 
the s a m e . ”

Let’s  Ta lk  A b o u t  M enta l  I l lness



H o w  d o  stigmatized p e r s o n s  feel w h a t  often results is not the acquisition of 
a b o u t  being stigmatized? W h a t  d o  they a  fully normal status but merely the 
d o  a b o u t  it? Erving G o f f m a n  h a s  written transformation into s o m e o n e  w h o  h a s  h a d  
a b o u t  these feelings a n d  actions. a  blemish corrected.

Stigmatized individuals hold the 
s a m e  beliefs a b o u t  their identity a s  w e  do. 
Their d e e p e s t  feelings are that they are 
n o r m a l  h u m a n  beings like a n y o n e  else, 
p e r s o n s  w h o  d e s e n / e  a  fair c h a n c e  a n d  a  
fair break. Yet they perceive, quite 
correctly, that, w h a t e v e r  others m a y  
profess, they are not really accepted.

S h a m e  b e c o m e s  a  central 
possibility, arising from stigmatized 
p e r s o n s ’ perceptions that o n e  of their 
attributes is a  defiling thing a n d  o n e  that 
they c a n  s e e  t h e m s e l v e s  a s  not 
possessing.

T h e  primary feature of a  
stigmatized individual’s situation in life is 
a  question of acceptance. T h o s e  w h o  
h a v e  dealings with t h e m  fail to accord 
t h e m  respect a n d  regard.

H o w  d o  stigmatized persons 
r e s p o n d  to this situation?

In s o m e  c a s e s  they m a k e  a  direct 
attempt to correct the failing, a s  w h e n  a 
physically d e f o r m e d  person u n d e r g o e s  
plastic surgery or a n  illiterate person 
undertakes remedial education. 
Ironically, w h e n  s u c h  repair is possible,

Another a p p r o a c h  that stigmatized 
persons u s e  is to devote great effort to the 
mastery of areas that are usually closed to 
people with their shortcomings. T h e  l a m e  
person learns to swim, ride, play tennis; 
the blind person b e c o m e s  expert at skiing 
a n d  m ou ntain climbing.

Finally, p er so ns  with differences 
w hi ch  c a u s e s  t h e m  s h a m e  c a n  b re ak  with 
w h a t  is called reality a n d  obstinately 
attempt to e m p l o y  a n  unconventional 
interpretation of the character of their 
social identities.

Stigmatized individuals m a y  u s e  
their stigma for “s e c o n d a r y  gains,” a s  a n  
e x c u s e  for failures that h a v e  really c o m e  
a b o u t  for other reasons. O r  stigmatized 
individuals m a y  s e e  the trials they h a v e  
suffered a s  a  blessing in disguise, 
especially b e c a u s e  they feel that suffering 
c a n  teach t h e m  a b o u t  life a n d  other 
people. O r  they m a y  reassess the 
limitations of normal p eo pl e  a n d  believe 
that they c an  b e  of special help to 
normals.



A crucial question, especia lly  fo r the 
mentally ill, is w hat happens when norm als and 
the stigm atized are in the same socia l situation. 
Goffman has analyzed these “m ixed contacts.”

The very antic ipation o f contacts with 
each o ther can lead norm als and the stigmatized 
to arrange life so as to avoid them. This w ill 
have greater consequences fo r the stigmatized, 
since more arranging w ill usually be necessary 
on the ir part.

A ll too often the stigm atized person 
w ithdraws from social contacts and becom es a 
social isolate. Lacking ihe salutary feedback of 
social intercourse, a self-isolate can become 
suspicious, depressed, hostile, anxious, and 
bewildered.

W hen norm als and stigm atized do in fact 
enter one another’s im mediate presence, 
especia lly when they attempt to sustain a 
conversation, the causes and effects of stigma 
must be directly confronted on both sides.

The stigm atized ind iv idua ls may feel 
unsure of how norm als w ill identify and receive 
them. They feel that they do not know what 
others are really th inking about them. Further, 
stigmatized persons are like ly to feel that they 
are “on," having to be self-conscious and 
calculating about the impressions they are 
making--to a degree not required o f others.

Also they are like ly to feel tha t the usual 
interpretations o f everyday events have been 
changed. M inor accom plishm ents may be 
assessed as s igns o f rem arkable and noteworthy 
capabilities. For example, a crim inal o r a 
mentally ill person w ho reads the “classics" may 
be com plim ented profusely.

At the sam e time, m inor fa ilings or 
incidental im propriety may, they feel, be 
interpreted as a d irect expression of their 
stigmatized d ifferentness. Former m ental 
patients are som etim es afraid to engage in a 
sharp interchange w ith spouse, em ployer, or 
friends, fo r fear o f w hat a show of emotion m ight

be taken as a sign of.
Given w hat stigmatized individua ls face 

w hen entering a m ixed social situation, they may 
respond with defensive cowering. Or ihey may 
attem pt to approach such contacts with hostile 
bravado which can induce its own troublesome 
reciprocations. Stigmatized persons sometimes 
vacilla te between cowering and bravado, racing 
from one to the other, thus demonstrating how 
ord inary face-to-face interaction can mn wild. 
Here again, the m entally ill person’s 
understandable reaction to a social situation can 
result in behavior tha t reinforces an opinion that 
the person is indeed m entally ill.

W ith w hat both the stigmatized and 
“norm als" introduce into mixed social situations, it 
is understandable that not a ll w ill go smoothly. 
W e “normals" often try to carry on as if the 
stigmatized persons fit natura lly into the 
situation, thus treating them as people who are 
better o r people who are worse than we really 
be lieve them to be. If tha t doesn ’t work, we 
often act as if they’ re not even present, giving 
them  on ly  ritual notice. Stigmatized persons are 
like ly to go along with these strategies, at least 
initially.

Even when no explic it reference is made 
to the handicap, the interaction often is 
articulated too exclusively in terms of it—the 
unspoken evidence felt in under-lying 
awkwardness, self-consciousness, and 
heightened awareness. The fam ilia r signs of 
d iscom fort and stickiness em erge-guarded 
references, common words suddenly made 
taboo, a fixed stare e lsewhere, artificial levity, 
com pulsive talking, awkward solemnity.

Stigmatized ind iv idua ls, because they 
frequently are exposed to such sticky 
uneasiness, become more adept at m anaging 
awkward situations than we “norm als” do.



A  p er so n  w h o  is found to b e  
mentally ill a n d  d a n g e r o u s  c a n  b e  
involuntarily committed to a  mental 
institution. S a l e e m  S ha h,  a  psychologist 
specializing in studies of crime a n d  
delinquency at the National Institute of 
Mental Health, h a s  pointed out serious 
issues in preventive detention a n d  the 
prediction of d a n g e r o u s n e s s

Typically, a n  individual c an no t  b e  
involuntarily confined to a  mental 
institution simply b e c a u s e  of anticipated- 
or e v e n  d e m o n s t r a t e d - d a n g e r o u s n e s s .  
First, there h a s  to b e  a  finding of mental 
illness a n d  then of a n  associated 
propensity of predicted likelihood for 
e n g a g i n g  in d a n g e r o u s  behavior.

Since involuntary civil c o m m i t m e n t  
represents a n  exercise of State p o w e r  that 
m a y  deprive individuals of their liberty 
a n d  also c o m p e l  t h e m  to u n d e r g o  psychi­
atric treatment, it raises a  f undamental 
question: W h a t  potential h a r m s  to society 
or to the individual are sufficiently serious 
to justify resorting to coercive 
confinement?

T h e  question involves public 
policy, sociopolitical a n d  legal issues, not 
medical, psychiatric, psychological, or 
mental health issues. In the existing 
situation, h ow ev er ,  public policy a n d  legal 
issues are c o n f o u n d e d  with psychiatric 
a n d  mental health concerns.

It is difficult to discern h o w  the link 
b e t w e e n  mental illness a n d  d a n g e r o u s  
behavior c a m e  about a n d  w h y  it 
continues to b e  maintained with s u c h  
enduring zeal.

Several studies h a v e  e x a m i n e d  the 
arrest records of patients discharged from 
mental hospitals. T h e s e  studies d o  not 
support the stereotype of the mentally ill 
a s  highly d a n g e r o u s  a n d  unpredictable. 
Although p er so ns  d i a g n o s e d  a s  seriously 
mentally ill (those likely to b e  
hospitalized) are not a n y  less d a n g e r o u s  
than persons not s o  diagnosed, the 
e vi de nc e  also points to the conclusion 
that the mentally ill d o  not constitute o n e  
of the m o s t  d a n g e r o u s  g r o u p s  in our 
society.

It should b e  noted that s o m e  of the 
m o s t  predictably a n d  demonstrably 
d a n g e r o u s  p e r so ns  are not preventively 
detained or h a n d l e d  with greater concern 
for public safety. For e xa mple, n u m e r o u s  
studies h a v e  s h o w n  that a bout 5 0  percent 
of all fatal auto accidents involve d r u nk en  
drivers. O u r  society demonstrates a  truly 
astonishing tolerance for this g ro up  of 
d a n g e r o u s  persons.

G i v e n  the n u m e r o u s  court 
p roceedings in w h i c h  the d a n g e r o u s n e s s  
of a  mentally ill person is at issue a n d  
g rave decisions affecting life a n d  liberty 
m u s t  b e  m a d e ,  o n e  might a s s u m e  that 
s o m e  reasonable accurate m e a n s  of 
predicting d a n g e r o u s  behavior are 
available. This a ss um pt io n  is false. N o  
instrument h a s  b e e n  d e v e l o p e d  that c a n  
predict violent a n d  other d a n g e r o u s  
behavior accurately or satisfactorily. In 
fact, n o  test h a s  b e e n  d e v e l o p e d  that c an  
adequately identify s uch behavior 
retrospectively-let alone predict it.



T h e  stigma of mental illness h a s  
b e e n  reflected in m a n y  laws that restrict 
the f r e e d o m  of mentally ill persons to 
m a k e  their o w n  choices. Robert Plotkin, a  
lawyer formerly with the Mental Health 
L a w  Project, h a s  s u m m a r i z e d  s o m e  of 
these restrictions.

Certain g r o u p s  of A m e r i c a n s  are 
“protected” b y  l a w  from enjoying the 
f r e e d o m  to m a k e  their o w n  choices. T h e  
chief “beneficiaries” of the State- 
s p o n s o r e d  paternalism are the mentally 
different, those w h o  are thought to b e  
incompetent to m a k e  rational choices. 
T h e  result is a double-track system: o n e  
law for “n o r m a l ” p eo pl e  a n d  another for 
the mentally different.

Voting: Virtually half the States
h a v e  statutory l a n g u a g e  flatly forbidding 
mentally h a n d i c a p p e d  p er so ns  to vote. 
T h e  r an ge  of exclusions runs from “idiots” 
to “insane p e r s o n s ” to “p e r so ns  u n d e r  
guardianship.” T h e s e  laws bar mentally 
h a n d i c a p p e d  persons from participation 
in tine political process, without regard for 
individual ability to exercise this right 
rationally.

Marriage: M a n y  States h a v e
statutory b a n s  wh i c h  prevent the “feeble­
min de d , ” incompetent, or those u n d e r  
guardianship from marrying. If s uch 
marriages occur, they c a n  b e  annulled or 
speedily e n d e d  b y  no-fault divorce. 
G i v e n  the p r o b l e m s  of s o m e  so-called 
n or ma l  people-rising divorce rate, high 
incidence of child abuse, a n d  sexual 
maladjustment-it is puzzling that the 
mentally disabled are singled out.

Adoption: In m o r e  than half the 
States children c a n  b e  a d o p t e d  without 
the c o n s e n t  of mentally disabled parents. 
T he re  m a y  b e  situations w h e r e  parents 
cannot care for children a n d  adoption is in 
e v e r y o n e ’s best interest, but requirements 
that protect the rights of “n o r m a l ” parents 
are forgotten w h e n  a  child’s parents are 
mentally different.

Sterilization: S o m e  States h a v e  
statutes allowing involuntary sterilization 
of the incompetent. O t h e r  statutes allow 
sterilization in “voluntary” situations, 
without addressing the question of h o w  
a n  “i nc om pe te nt ” decides to consent 
“voluntarily” to sterilization. !n s o m e  
States there is n o  judicial inquiry into the 
sterilization if the p e r s o n ’s parent or 
guardian gives “consent.”

Guardianship: G u a r d i a n s  h a v e
the authority to admit p e r s o n s  “voluntarily” 
into institutions, to h a v e  t h e m  sterilized or 
e x p e r i m e n t e d  upon, to invest their m o n e y  
a n d  m a n a g e  their affairs. Generally, a 
guardian sincerely believes that h e  or s he  
is honestly protecting the interests of a n  
i ncompetent person, a n d  usually this is 
so. But there h a v e  b e e n  instances of 
overzealous or unscrupulous persons 
acting a s  guardians, a n d  the law should 
provide greater protection to the person 
being “g u a r d e d . ”

If the l aw  h a s  a n y  obligation to the 
mentally h a n d i c a p p e d ,  it is to increase 
their options a n d  to e x p a n d  their 
opportunities, not to limit their choices a n d  
physically a n d  legally segregate them.



Mental health a d v o c a c y  is a  recent 
a n d  fruitful attempt to provide better care 
for the mentally ill a n d  to d ec re as e  their 
stigma. Louis E. K op ol ow ,  Chief of the 
Patients Rights a n d  A d v o c a c y  P r o g r a m  at 
the National Institute of Mental Health, 
outlines the elements of a  c o m p r e h e n s i v e  
a d v o c a c y  program.

Mental health a d v o c a c y  provides a  
u nique m e c h a n i s m  by w hich psychiatry 
c a n  r e s p o n d  constructively a n d  effectively 
to the d i l e m m a  of delivery of mental 
health care in a  s ys te m  increasingly 
influenced b y  legal requirements a n d  
c o n s u m e r  d e m a n d s .  A d v o c a c y  is a 
m e t h o d  b y  which psychiatrists, lawyers, 
a n d  patients’ representatives c a n  w o r k  
cooperatively in meeting the patients’ 
wishes, needs, a n d  rights.

A  c o m p r e h e n s i v e  a d v o c a c y  
p r o g r a m  consists of a tripartite system:

T h e  primary e l e m e n t  is the 
patient’s representative, w h o  is 
c o n c e r n e d  with screening patients for 
suc h  matters as the appropriateness of 
c o m m i t m e n t  or guardianship, of forced 
medication a n d  other forms of treatment, 
a n d  of transfer or release to large 
institutions. T h e  patient’s representative 
also devotes his or her efforts to 
preserving “the right to noninstitutionaliza­
tion” a n d  to arranging transfer of patients 
to other mental health p r o g r a m s  in the 
community.

T h e  s e c o n d  e l e m e n t  of the 
p r o g r a m  involves the legal advocates. 
T h e y  are necessary in handling the 
multitudinous legal problems, especially

those of a n  indigent a n d  deprived 
population. In carrying out the role, the 
legal advocate u se s  all the skills of the 
legal profession, bringing court action o n  
behalf of the patient against the institution, 
filing class action suits, a n d  lodging 
complaints regarding specific violation of 
patients’ rights in order to secure redress. 
T h e  active involvement of mental health 
staff in assisting attorneys to represent 
their clients’ w i s h e s  g o e s  a long w a y  
toward assuring that alternative clinical 
r e g i m e n s  h a v e  b e e n  explored. T h e  
attorney’s m a i n  task, however, is to b e  
available as a  last resort for serious 
p r o b l e m s  w h i c h  the patients’ representa­
tive h a s  failed to solve through less formal 
adjustment m e c h a n i s m s .

T h e  o m b u d s m a n  is the third 
e l e m e n t  in a  c o m p r e h e n s i v e  a d v o c a c y  
p r o g r a m  a n d  is especially relevant for a  
mental health s y s t e m  undergoing rapid 
c h a ng e.  T h e  o m b u d s m a n  a d d r e s s e s  
p r o b l e m s  throughout the entire mental 
health system.

This m o d e l  for patient a d v o c a c y  is 
helpful in preventing the unfortunate 
situation of patients being caught in a  tug 
of w a r  b e t w e e n  two o p p o s i n g  forces-the 
psychiatric a n d  the legal professions-- 
battling for their custody. S u c h  a  
c o m p r e h e n s i v e  a d v o c a c y  p r o g r a m  c a n  
b e c o m e  a n  important a n d  lasting 
alternative to litigation a n d  c an  help to 
create a m e d i a t e d  flexible system of care 
for the mentally ill.



A Bill of Rights for Mentally  ̂
Patients

Title V, Section 5 0 1  of the Mental 
Health S y s t e m s  Act, 4 2  U.S.C. 9501, for 
the first time defines in United States law 
a  Bill of Rights for mentally ill patients.

A  per so n  admitted to a  p r o g r a m  of 
facility for the p u r p o s e  of receiving mental 
health services should b e  a cc or de d  the 
following:

T h e  right to treatment a n d  services 
u n d e r  conditions that support the p er so n ’s 
personal liberty a n d  restrict s u c h  liberty 
only a s  n e c e s s a r y  to c o m p l y  with 
treatment needs, law, a n d  judicial orders.

T h e  right to a n  individualized, 
written, treatment or service plan (to b e  
d e v e l o p e d  promptly after admission), 
treatment b a s e d  o n  the plan, periodic 
review a n d  r e a s s e s s m e n t  of needs, a n d  
appropriate revisions of the plan, 
including a  description of services that 
m a y  b e  n e e d e d  after discharge.

T h e  right to o n g o i n g  participation in 
the planning of services to b e  provided 
a n d  in the d e v e l o p m e n t  a n d  periodic 
revision of the treatment plan, a n d  the 
right to b e  provided with a reasonable 
explanation of all aspects of o n e ’s o w n  
condition a n d  treatment.

T h e  right to refuse treatment, 
except during a n  e m e r g e n c y  situation, or 
a s  permitted u n d e r  law in the c a s e  of a 
person com mi tt ed  b y  a court for treatment.

T h e  right not to participate in 
experimentation in the a b s e n c e  of the 
patient’s informed, voluntary, written 
consent; the right to appropriate 
protections associated with such 
participation; the right a n d  opportunity to

revoke s uch consent.
T h e  right to f r e e d o m  from restraint 

or seclusion, other than during a n  
e m e r g e n c y  situation.

T h e  right to a  h u m a n e  treatment 
e nv ir on me nt  that affords reasonable 
protection from h a r m  a n d  appropriate 
privacy.

T h a  right to confidentiality of 
rc “ords.

T h e  right to access, u p o n  request, 
to o n e ’s o w n  mental health care records.

T h e  right (in residential or inpatient 
care) to converse with others privately 
a n d  to h a v e  a c c e s s  to the telephone a n d  
mails, unless denial of a c c e s s  is 
d o c u m e n t e d  as n e c es sa ry  for treatment.

T h e  right to b e  informed promptly, 
in appropriate l a n g u a g e  a n d  terms, of the 
rights described in this section.

T h e  right to assert grievances with 
respect to infringement of this Bill of 
Rights, including the right to h a v e  s uc h  
grievances considered in a  fair, timely, 
a n d  impartial procedure.

T h e  right of a cc es s  to a  protection 
service a n d  a qualified a dv oc at e  in order 
to understand, exercise, a n d  protect o n e ’s 
rights.

T h e  right to exercise the rights 
described in this section without reprisal- 
including reprisal in the form of denial of 
a n y  appropriate, available treatment.

T h e  right to leferral, a s  appropriate, 
to other providers of mental health 
services u p o n  discharge.



M e n t a l  H e a l t h  A s s o c i a t i o n  i n  A l a s k a

P le a se  count m e am ong the 
"P eo p le  Helping Pe o p le ”

M e m b e r s h i p  A p p l i c a t i o n

Date:

N am e

Street

M em b ersh ip s:
Stud en t/Sen io r Su stain in g  Contributing

□  $ 1 0.0 0  □ $ 2 5 .0 0  □ $ 5 0 -1 0 0

.City/State

Phono

_Zip C o d e

Patron Corporate

□  $ 1 0 0 -5 0 0  □ $ 1 ,0 0 0  and U P

□  I would like m oie information about the A ssociation

□  I would be willing to devote time to the efforts of the A ssociation

(You r m em bership contribution is  tax deductible and in cludes a subscription to C O P IN G  M ag azin e.) 

Method of Payment

□  ch a rg e  to Q M a ste rC a rd  Q v i S a Q  Am erican E xp ress 

Credit C a rd  No. □ □ □ □ □ □ □ □ □ □ □ □ □ □ □ □

S ig n a tu re ______________________________________Exp. D a t e ______________A m o u n t________________

□  C h e ck  Enclosed

P l e a s e  J o i n  &  S u p p o r t  t h e  M e n t a l  H e a l t h  A s s o c i a t i o n

Mental Health Association in Alaska 
4050 Lake Otis Parkway, Suite 202 
Anchorage, Alaska 99508

A d v o c a t i n g  t o  R e d u c e  S t i g m a



Mental Health Parity 

Resource Kit

aaBBaajMB
H f P

v r:

aWMBS

f p g j



U p d a t e  o n  M e n t a l  H e a l t h  P a r i t y  L a w s
S e v e n  S t a t e s  P a s s  L a w s ,  F o u r  O t h e r s  V o t e  T o  S t u d y  P r o p o s a l s

In O c t o b e r  1 9 9 6 , th e  A m e ric a n  M an ag ed  B e h a v io ra l H e a lth c a re  
A sso c ia tio n  (A M B H A ) u p d a te d  th e  s ta tu s  o f  b e h a v io ra l h ea lth  
p a r ity  law s  th a t h a v e  b e e n  p a s sed  o r  a r e  p r o p o s e d  in 11 s ta te s . 
F ive  s ta te s  p a ssed  law s re q u ir in g  h e a lth  p la n s t o  o f f e r  m en ta l 
illn ess t re a tm e n t  eq u a l t o  th e  t r e a tm e n t  o f fe r e d  f o r  phys ica l 
illn ess . T h e  s ta te s  a re : M a in e . M a ry la n d  fp a r i ty  f o r  c o v e ra g e  o f  
m e n ta l i lln e s s  a n d  s u b s ta n c e  a b u s e ) ,  M in n e s o ta , N e w  
H am p sh ire , and  R h o d e  Is la n d . M a ry la n d  an d  M in n e s o ta  r e q u ir e  
p a r ity  c o v e ra g e  f o r  a ll m e n ta l d is o rd e r s . M a in e , N e w  H am p sh ire  
an d  R h o d e  Is land  r e q u i r e  p a r ity  c o v e ra g e  f o r  c e r ta in  e n u m e ra te d  
s e r io u s  m e  ‘ al i lln e sse s .

In o t h e r  s ta te s , N o r t h  C a ro lin a  a n d  T exas h a v e  p a s sed  p a r ity  law s 
th a t  r e q u i r e  h e a lth  p la n s  t o  o f f e r  s ta te  an d  lo c a l g o v e rn m e n t  
e m p lo y e e s  m e n ta l i lln e ss  t r e a tm e n t  e q u a l t o  th e  t re a tm e n t  
o f fe r e d  f o r  phys ic a l i lln e s s . N o r t h  C a ro lin a  a ls o  o f fe r s  c h em ic a l 
d e p e n d e n c y  t r e a tm e n t  L ou is ia n a , N o r t h  D a k o ta , O k la h o m a , 
an d  V irg in ia  a d o p te d  re s o lu t io n s  to  s tu d y  p a r ity  an d  m a k e  
re c o m m e n d a t io n s  t o  t h e i r  le g is la tu re s  o n  w h e th e r  a p a r ity  law  
s h o u ld  b e  in t ro d u c e d  a n d  e n a c te d  in th o s e  s ta te s .

F o llow in g  is a s u m m a ry  o f  th e  s ta te s ’ p a r i ty  iaw s a n d  re s o lu t io n s .

M a i n e

Definition of mental illness covered by the law

T h e  law  r e q u ire s  th a t  h e a lth  c a re  p o lic ie s  p r o v id e  c o v e ra g e  f o r  
t re a tm e n t  o f  th e  fo l lo w in g  m e n ta l illn e sse s :

► sc h iz o p h re n ia ;
► b ip o la r  d is o rd e r ;
► p e rv a s iv e  d e v e lo p m e n t  d is o rd e r , o r  a u t ism ;
► p a ra n o ia
► pan ic d is o rd e r
► o b s e s s iv e -c o m p u ls iv e  d is o rd e r ;  and
► m a jo r  d e p re s s iv e  d is o rd e r .

T h e  ac t d e fin e s  "a p e r s o n  s u ffe r in g  f r o m  a  m e n ta l o r  n e rv o u s  
c o n d it io n "  as "a p e r s o n  w h o s e  p s y c h o b io lo g ic a l p ro c e s s e s  a re  
im p a ire d  s e v e re ly  e n o u g h  t o  m a n ife s t  p r o b le m s  in .. .s o c ia l, 
p sy ch o lo g ic a l o r  b io lo g ic a l fu n c tio n in g ."

Scope of parity provision
T h e  law  re q u ire s  th a t  a ll c o n t ra c ts  p r o v id e  b en e fit s  f o r  th e  
t r e a tm e n t  and  d iag n o s is  o f  m e n ta l i lln e s se s  u n d e r  t e rm s  and  
c o n d it io n s  th a t a r e  n o  le s s  e x te n s iv e  th a n  b e n e fit s  p ro v id e d  f o r  
m ed ic a l t re a tm e n t . T h e  act's  p ro v is io n s  e x c lu d e  c o v e ra g e  f o r  th e  
t re a tm e n t  o f  a lc o h o lis m  o r  d ru g  d e p e n d e n c ie s  th ro u g h  th e  
d iagnosis o f  a  m e n ta l i lln e ss .
Effective date: July I, 1996

M a r y l a n d

Definition of mental illness covered by the law
T h e  law  d o e s  n o t  d e f in e  "m en ta l illn e ss" o r  "m en ta l h e a lth "  and  
th e r e fo r e ,  re q u ir e s  p a r ity  c o v e ra g e  f o r  a ll m e n ta l illn e sse s . N o te :  
th e  law  a ls o  p ro h ib it s  d is c r im in a t io n  in h e a lth  c a re  c o v e ra g e  
aga in st an y  p e r s o n  w ith  a d ru g  o r  a lc o h o l a b u se  d is o rd e r .

Scope of parity provision

T h e  a c t p ro v id e s  th a t each  c o n t ra c t  p ro v id in g  c o v e ra g e  f o r  
h e a lth  c a re  m a y  n o t  d isc r im in a te  aga in st a n y  p e r s o n  w ith  a 
m en ta l illn e ss , e m o t io n a l d is o rd e r , o r  a  d ru g  ab u se  o r  a lc o h o l 
abu se  d is o r d e r  b y  fa iling  t o  p ro v id e  b e fits  f o r  t re a tm e n t  and  
d iagnos is  o f  th e s e  i lln e sse s  u n d e r  th e  s am e  t e rm s  and  c o n d it io n s  
th a t a p p ly  u n d e r  th e  c o n t ra c t  f o r  t r e a tm e n t  o f  p h ys ica l illn e ss . 
T h e  law  r e q u ire s  c om p a n ie s  w ith  5 0  o r  m o r e  e m p lo y e e s  t o  
p ro v id e  in p a t ie n t c o v e ra g e  f o r  m e n ta l h e a lth  an d  su b s ta n ce  
ab u se  t r e a tm e n t  o n  p a r  w ith  phys ica l i lln e sse s .
Effective date: July I, 1994

M i n n e s o t a

Definition of mental illness covered by the law

T h e  la w  d o e s  n o t  d e f in e  "m en ta l illn ess" o r  "m e n ta l h ea lth "  and  
t h e r e fo r e ,  r e q u ir e s  p a r ity  c o v e ra g e  f o r  a ll m e n ta l illn e sse s .

Scope of parity provision

T h e  law  re q u ire s  th a t  c o s t-s h a r in g  re q u i r e m e n t s  an d  b en e fit  o r  
s e rv ic e  lim ita t io n s  f o r  in p a t ie n t and  o u tp a t ie n t  m e n ta l h e a lth  and  
c h em ic a l d e p e n d e n c y  s e rv ic e s  m u s t n o t  p la c e  a  g r e a t e r  financ ia l 
b u rd e n  o n  th e  in su re d  o r  e n r o l le e s , o r  b e  m o r e  re s t r ic t iv e  th an  
th o s e  re q u ir e m e n ts  an d  lim ita t io n s  f o r  o u tp a t ie n t  an d  in p a tien t 
m ed ic a l s e rv ic e s .
Effective date: August 1, 1995 

N e w  H a m p s h i r e

Definition of mental illness covered by the law

T h e  la w  d e fin e s  "m en ta l illn ess" as "a c lin ic a lly  s ign ifican t o r  
p sy ch o lo g ic a l s y n d ro m e  o r  p a t te rn  th a t  o c c u rs  in a p e r s o n  and  
th a t  is a s s o c ia te d  w ith  p r e s e n t  d is t re s s , a  p a in fu l s y m p to m  o r  
d isab ility , im p a irm e n t  in o n e  o r  m o r e  im p o r t a n t  a re a s  o f  
fu n c tio n in g , o r  w ith  a  s ign ifican tly  in c re a s e d  r is k  o f  su ffe r in g  
d e a th , p a in , d isab ility , o r  an  im p o r ta n t  lo s s  o f  f r e e d o m .” T h e  
fo l lo w in g  m e n ta l i lln e s se s  a r e  c o v e re d  b y  th e  law :

► s c h iz o p h re n ia ;
► sc h iz o a f fe c t iv e  d is o rd e r ;
► m a jo r  d e p re s s iv e  d is o rd e r ;
► b ip o la r  d is o rd e r ;
► p a ra n o ia  & o t h e r  p sy c h o t ic  d is o rd e r s ;
► o b s e s s iv e -c o m p u ls iv e  d is o rd e r ;
► pan ic  d is o rd e r ;
► p e rv a s iv e  d e v e lo p m e n ta l d is o rd e r , o r  au tism .

Scope of parity provision

T h e  law  re q u ir e s  th a t  h e a lth  p lan s m u s t " p ro v id e  b en e fits  f o r  
t re a tm e n t  an d  d iagnos is  o f  c e r ta in  b io lo g ic a lly -b a s e d  m en ta l 
i lln e sse s  u n d e r  th e  s am e  t e rm s  and  c o n d it io n s  an d  w h ic h  a re  n o  
less e x te n s iv e  th an  c o v e ra g e  p ro v id e d  f o r  a n y  o t h e r  ty p e  o f  
h e a lth  c a re  f o r  phys ica l illn ess .
Effective date: January 1, 1995

R h o d e  Island

Definition of mental illness covered by the law

T h e  la w  d e fin e s  "s e r io u s  m e n ta l illn ess" as 'any m e n ta l d is o rd e r



th a t c u r r e n t  m ed ic a l s c ie n c e  a f f i rm s  is c au sed  b y  a b io lo g ic a l 
d is o rd e r  o f  th e  b ra in  an d  th a t  su b s ta n tia lly  lim its  th e  life  a c t iv it ie s  
o f  th e  p e r s o n  w ith  th e  i lln e ss ."  T h e  t e rm  in c lu d e s , b u t  is n o t  
lim ited  to :

► sc h iz o p h re n ia :
► s c h iz o a ffe c t iv e  d is o rd e r ;
► d e lu s io n a l d is o rd e r ,
► b ip o la r  a f fe c t iv e  d is o rd e r ;
► m a jo r  d e p re s s io n ; and
► ob s e s s iv e -c o m p u ls iv e  d is o rd e r .

Scope of parity provision

T h e  law  ap p lie s  t o  in p a t ie n t h o s p ita liz a t io n  a n d  o u tp a t ie n t  
m ed ic a t io n  v is its . T h e  law  a ls o  r e q u ir e s  th a t  in su ra n c e  c o v e ra g e  
in c lu d e  th e  sam e  d u ra t io n a l lim its , a m o u n t  lim its , d e d u c t ib le s , 
and  c o - in s u ra n c e  fa c to rs  f o r  s e r io u s  m e n ta l illn e ss  as f o r  o t h e r  
illn e sses .
Effective date: January I, 1995 

Texas

Definition of mental illness and/or chemiczl dependency 

covered by the law

T h e  law  ap p lie s  t o  "b io lo g ic a lly  b a s e d  m e n ta l illn e ss "  w h ic h  is 
d e fin e d  as "a s e r io u s  m e n ta l i lln e ss  th a t  c u r r e n t  m ed ic a l s c ie n c e  
a ff irm s  is c a u s ed  b y  a  p h y s io lo g ic a l d i s o r d e r  o f  th e  b ra in  a n d  th a t  
su b s ta n tia lly  lim its  t h e  li fe  a c t iv it ie s  o f  th e  p e r s o n  a ff lic te d  w ith  
th e  illn e ss ."  T h e  t e rm  in c lu d e s :

► sch iz o p h re n ia ;
► p a ra n o id  an d  o t h e r  p s y c h o t ic  d is o rd e r s ;
► b ip o la r  d is o rd e r s  (m a n ic -d e p re s s iv e  d is o rd e r s ) ;
► m a jo r  d e p re s s iv e  d is o rd e r s ; a n d
► s c h iz o -a f fe c t iv e  d is o rd e r s .

Scope of parity provision

T h e  law  ap p lie s  t o  s ta te  an d  lo c a l g o v e rn m e n t  e m p lo y e e s . 
Effective date: September 1, 1991

N o r t h  Carolina

Definition of mental illness and/or chemical dependency 

covered by the law

T h e  law  ap p lie s  t o  h e a lth  c a re  c o v e ra g e  f o r  m e n ta l illn e ss  and  
c h em ic a l d e p e n d en c y . T h e  la w  d e fin e s  "m en ta l illn e ss "  a s :

1 . F o r  a d u lts , "an  illn e ss  w h ic h  s o  le s se n s  th e  c ap a c ity  o f  an  
ind iv idua l t o  u se  s e l f - c o n t r o l ,  ju d g m e n t  a n d  d is c re t io n  in 
th e  c o n d u c t  o f  h is a ffa irs  a n d  so c ia l r e la t io n s  as t o  m a k e  it 
n e c e s s a ry  o r  a d v is a b le  f o r  h im  t o  b e  u n d e r  t re a tm e n t , 
c a re , s u p e rv is io n , g u id a n c e , o r  c o n t r o l" ;  a n d

2 .  F o r  m in o rs , "a m e n ta l c o n d it io n , o t h e r  th an  m e n ta l 
r e ta rd a t io n  a lo n e  th a t  s o  im p a irs  th e  y ou th 's  c a p a c ity  t o  
e x e rc is e  age  a d e q u a te  s e l f - c o n t r o l ,  o r  ju d g m en t in th e  
c o n d u c t  o f  his a c tiv it ie s  an d  s o c ia l re la t io n sh ip s  s o  th a t  h e  
is in n e e d  o f  t re a tm e n t ."

Scope of parity provision

T h e  law  ap p lie s  t o  s ta ta  g o v e rn m e n t  e m p lo y e e s .
Effective date: January I, 1996

Louisiana

Purpose of the study

T h e  L o u is ia n a  le g is la tu r e  c r e a t e d  th e  L o u is ia n a  S tu d y

C o m m is s io n  o n  P a r ity  and  N o n d is c r im in a t io n  in H e a lth  C a r e  F o r  
S e r io u s  M en ta l Illn e sse s  t o  s tu d y  th e  feas ib ility  o f  en ac tin g  
leg is la tion  to  p ro h ib it  d is c r im in a t io n  in h e a lth  in su ran ce  p o lic ie s  
aga in st p e rs o n s  w ith  s e v e re  m e n ta l d is o rd e rs .

Action to be taken by those studying parity

T h e  c om m is s io n  is c h a rg ed  w ith  p ro v id in g  th e  g o v e rn o r , th e  
s p e a k e r  o f  th e  H o u s e  o f  R e p re s e n ta t iv e s , and  th e  p re s id e n t  o f  
th e  S en a te  w ith  a r e p o r t  o f  its find ings an d  re c o m m e n d a t io n s  o n  
en ac tin g  p a r ity  le g is la t io n  n o  la t e r  th an  F e b ru a ry  2 5 , 1 9 9 7 .
Date adopted: June 10, 1996

N o r t h  D a k o t a

Purpose of the study
T h e  r e s o lu t io n  d ire c ts  th e  L eg is la t iv e  C o u n c il t o  s tu d y  th e  
fe a s ib ility  and  d e s ira b i lity  o f  im p le m e n t in g  re c o m m e n d a t io n s  
m ad e  b y  th e  N o r t h  D a k o t a  H e a lth  T ask  F o rc e . T h e  ta sk  fo r c e  
re c o m m e n d e d  th a t a s ta n d a rd  h e a lth  c a re  b e n e fit  p lan  p ro v id e  
c o v e ra g e  f o r  m en ta l illn e ss  an d  c h em ic a l a d d ic tio n  equ a l t o  th e  
c o v e ra g e  p ro v id e d  f o r  p h ys ica l i lln e ss .

Action to be taken by those studying parity

T h e  leg is la tive  c ou n c il is t o  s tu d y  th e  feas ib ility  an d  d e s ira b ility  o f  
im p lem en tin g  th e  re c o m m e n d a t io n s  an d  a ls o  m o n i t o r  th e  r a te  o f  
h e a lth  c a re  c o s t  in c re a s e s , r e v ie w  th e  im p a c t o f  n e w ly  e n a c te d  
p ro g ra m s  t o  im p ro v e  th e  h e a lth  s ta tu s  o f  s ta te  re s id e n ts  an d  
a d d re s s  u n m e t m ed ic a l n e e d s  in ru ra l a re a s .
Date adopted: March 20, 1995

O k l a h o m a

Purpose of the study

T h e  r e s o lu t io n  c re a te s  a  L eg is la t iv e  T a sk  F o rc e  o n  P a r ity  f o r  
M en ta l Illn ess  In su ra n c e  C o v e ra g e  t o  s tu d y  th e  issue o f  h e a lth  
in su ran c e  c o v e ra g e  f o r  m e n ta l i lln e ss  re su lt in g  f r o m  b io lo g ic a lly  
b a sed  c h em ic a l d is o rd e r s , in c lu d in g  th e  c o s t  o f  such c o v e ra g e  
w ith  sp ec ia l em ph a s is  o n  p a r ity  o f  c o s t  w ith  th a t o f  o t h e r  h e a lth  
c a re  in su ran c e , th e  e x t e n t  o f  su ch  c o v e ra g e , th e  sav ings t o  
s o c ie ty  as a  r e s u lt  o f  su c h  c o v e ra g e , a n d  o t h e r  p e r t in e n t  issu es .

Action to be taken by those studying parity 

T h e  ta sk  fo r c e  is d i r e c te d  t o  f i le  a  w r i t te n  r e p o r t  o f  its find ings 
and  re c o m m e n d a t io n s  w ith  th e  p re s id e n t  o f  th e  S en a te  an d  th e  
s p e a k e r  o f  th e  H o u s e  b y  Ja n u a ry  7 , 19 9 7 .
Date adopted: M a y  31, 1996

V irginia

Purpose of the study

T h e  re s o lu t io n  d ire c ts  th e  P a r ity  T ask  F o r c e , e s tab lish ed  b y  th e  
Spec ia l A d v is o ry  C o m m is s io n  o n  M an d a te d  H e a lth  In su ra n c e  
B en e fits , t o  a t te m p t  t o  r e a c h  c o n s e n su s  o n  w h a t c o n s titu te s  
ad eq u a te  m en ta l h e a lth  an d  s u b s ta n c e  h e a lth  in su ran c e  b e n e fit s .

Action to be taken by those studying parity 

T h e  re s o lu t io n  d ire c ts  th a t  th e  ta s k  fo r c e  is t o  c o m p le te  its w o r k  
an d  su bm it its find ings t o  th e  sp e c ia l A d v is o ry  C o m m is s io n  o n  
M an d a ted  H e a lth  In su ra n c e  B e n e fits . T h e  c om m is s io n  is d ire c te d  
t o  r e p o r t  th e  ta sk  fo r c e  find ings t o  th e  g o v e rn o r  and  th e  19 9 6  
se s s io n  o f  th e  G e n e ra l A ssem b ly .
Fo r m ore information, call E. C la rk e  Ross. Executive D irector, A m encan 

Managed Behavioral H ealthcare A s s o c ij\o n , 700 Thirteenth Street. Washington, 

D .C . 20005. 20 2 -4 3 SH 5 6 S, fax; 2 0 2 H 3 ‘M S M .

from O pen M inds. J a n u a ry  1997, pages 8 and 9 
44 South Franklin  S treet, G ettysburg , Pennsylvania 17325; 

phone (717) 334-1329; fax (717) 334-0538;
E-inail: opcnmind88(S)aol.com, W e b s ite : http://www.openininds.com

http://www.openininds.com
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M E N T A L  H E A L T H  S T A T I S T I C S

PREVALENCE

M o r e  than 51 million A m e r i c a n s  h a v e  a  mental disorder in a single year. ( N I M H  &  
C H M S ,  1994)

During the course of a n y  given year, while m o r e  than 4 0  million adult A m e r i c a n s  are 
affected b y  o n e  or m o r e  mental disorders, 5.5 million A m e r i c a n s  are disabled by 
severe mental illnesses. (NIMH, 1990)

Preliminary studies indicate that 1 in 5 children/adolescents (20 percent) m a y  h a v e  a 
d iagnosable disorder. Estimates of the n u m b e r  of children w h o  h a v e  mental disorders 
r ange from 7.7 million to 12.8 million. ( C M H S ,  1993). T h e s e  youth are estimated to 
h a v e  severe emotional or behavioral p ro bl em s  that significantly interfere with their 
daily functioning.

L e s s  than one-third of the children u n d e r a g e  18 with a  serious emotional disturbance 
receive mental health services. Often, the services are inappropriate. (Children’s 
D e f e n s e  Fun d)  ( C M H S - M e n t a l  Health, U.S., 1994)

A n  estimated 19.9 million Americans--8.8 percent of the population-experionce 
phobias. A b o u t  9.1 million--5.1 percent-live with m a j o r  depression. S o m e  3.9 million 
h a v e  obsessive compulsive disorder; 2.0 million h a v e  schizophrenia; 2.4 million h a v e  
panic disorder; a n d  2.0 million experience bipolar disorders. ( N M H A ,  1993), (Mental 
Health, U.S., 1994)

At least t wo  thirds of elderly nursing h o m e  residents h a v e  a diagnosis of a mental 
disorder s u c h  a s  m aj or  depression. (NIM, 1990)

U p  to 2 5  percent of the population with A I D S  will d ev el op  AIDS-related cognitive 
dysfunction. Two-thirds of all people with A I D S  will develop neuropsychiatric 
problems. (Mental Health Liaison Group, 1993)

A  majority of the 29, 00 0  A m e r i c a n s  w h o  c o m m i t  suicide e a c h  year are believed to 
h a v e  a mental disorder. Suicide is the eighth leading c a u s e  of death in the U.S. a n d  
the third leading c a u s e  of death a m o n g  people a g e d  15 to 24. (NIMH, 1994)

S o u r c e :  F o r  f u r t h e r  i n f o r m a t i o n  o n  t h e s e  s t a t i s t i c s ,  c o n t a c t :  O f f i c e  o f  E x t e r n a l  L i a i s o n ,  C e n t e r  

f o r  M e n t a l  H e a l t h  S e r v i c e s ,  5 6 0 0  F i s h e r s  L a n e ,  R o o m  1 3 - 1 0 3 ,  R o c k v i l l e ,  M D  2 0 8 5 7
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Nearly one-third of the nation’s estimated 6 0 0 , 0 0 0  h o m e l e s s  individuals are believed 
to b e  severely mentally ill adults. ( C M H S ,  1992)

M o r e  than 1 in 14 jail inmates h a s  a mental illness. Twenty-nine percent of the 
nation's jails routinely hold p eo pl e  with mental illnesses without a n y  criminal charges. 
(National Alliance for the Mentally III a n d  Public Citizens Health R e s e a r c h  Group, 
1992)

ECONOMIC COSTS

Mental illnesses i m p o s e  a  multibillion dollar b ur de n  o n  the e c o n o m y  e a c h  year. Total 
e c o n o m i c  costs a m o u n t e d  to $14 7. 8  billion in 1990. M o r e  than 31 percent of those 
costs--$46.6 billion-are for anxiety disorders. (T h e  E c o n o m i c  B u r d e n  of Affective 
Disorders. Dorothy P. Rice, Sc.D., a n d  L e o n a r d  S. Miller, Ph.D., 1993)

Direct costs-expenditures for professional health care for p e r s o n s  suffering from 
mental disorders, including care in mental specialty institutions, hospitals a n d  nursing 
h o m e s ,  physician a n d  other professional services a n d  prescription d r u g s - a c c o u n t e d  
for $ 6 7  billion, or 11.4 percent of all personal health care expenditures in 1990. (Rice 
a n d  Miller, 1993)

T hr ee  i n d e p e n d e n t  studies b e t w e e n  1971 a n d  1 9 8 5  f ound that mental health costs 
r e m a i n e d  relatively constant during the past 2 0  years, ranging from 9 to 11 percent of 
direct treatment costs for health care (Bazelon Center for Mental Health Law, 1993)

Direct treatment a n d  support costs comprise 45.3 percent of the total e c o n o m i c  costs of 
mental disorders. T h e  value of r ed uc ed  or lost productivity com pr is e  42.7 percent of 
the total e c o n o m i c  costs of mental disorders. Mortality costs com prise 8 percent a n d  
other related cots, including expenditure for criminal justice, the value of lost time d u e  
to incarceration a n d  a n  imputed value for caregiver services, c om prise 4  percent. 
(Rice a n d  Miller, 1993)

Morbidity costs-the value of g o o d s  a n d  services not p r o d u c e d  b e c a u s e  of mental 
d i s o r d e r s - a m o u n t e d  to $63.1 billion for all mental disorders in 1990. Morbidity costs 
for anxiety disorders account for $34.2 billion; for schizophrenia, $ 10.7 billion. T h e  
morbidity costs for anxiety disorders reflect their prevalence in the population a n d  the 
high rate of lost productivity. (Rice a n d  Miller, 1993)

Mortality costs-the current value of lifetime earnings lost b y  all w h o  died in 1 9 9 0  
b e c a u s e  of mental disorders-amounted to 11.8 billion in 1990. (Rice a n d  Miller, 1993)

O ther related costs-the costs indirectly related to the treatment a n d  lost productivity of 
people with mental d is o r d e r s - a m o u n t e d  to $ 6  billion in 1990. (Rice a n d  Miller, 1993)

FUNDING

T h e  mental health s y s t e m  relies o n  a high proportion of funds from public sources 
rather than private insurance a n d  out-of-pocket p ayments. In 1990, 2 8  percent of 
funds for mental health care c a m e  from state a n d  local g overnments. In general health 
care, the c o m p a r a b l e  figure w a s  14 percent. Medicare, Medicaid, V A  a n d  other 
Federal p r o g r a m s  ac c o u n t e d  for a n  additional 2 6  percent. (National Advisory Mental 
Health Council)



Parity in Benefit Design: Existing Law

B e l o w  are the parity requirements u s e d  in 7  states (ME, M D ,  M N ,  N C ,  N H ,  Rl, T X)  a n d  
the recent national g o v e r n m e n t  m a n d a t e  ( D W :  Domenici/Wellstone a m e n d m e n t ) .

1. R e q u i r e m e n t s  apply only to designated diagnoses:
4: M E ,  N H ,  Rl, T X

2. R e q u i r e m e n t s  apply to all contracts w hi ch  provide mental health benefits:
2: M E ,  D W  (private sector only)

3. R e q u i r e m e n t s  apply to all contracts w h i c h  provide healthcare benefits:
3: M D ,  N C ,  T X

4. M H  c o v e r a g e  m u s t  not b e  m o r e  restrictive than requirements a n d  limitations 
i m p o s e d  o n  physical illness:

5: M N ,  N H ,  N C ,  Rl, T X

5. M H  c o v e r a g e  m u s t  u s e  the s a m e  durational limits, a m o u n t  limits, deductibles, a n d  
coinsurance a s  physical illness coverage:

2: N C ,  Rl

6. R e q u i r e m e n t s  apply only to the application of lifetime a n d  ann ua l  financial caps:
1: D W

7. Policies m u s t  not place a greater financial b u r d e n  o n  the uninsured person or 
enrollee:

1: M N

8. Medical necessity criteria m u s t  b e  the s a m e  for mental illness a n d  physical illness:
1: M E

9. Medical necessity criteria m a y  b e  collected to determine w h e t h e r  they are 
consistent with other illnesses:

1: Rl

10. R e q u i r e m e n t s  apply to addictions disorders:
2: M D ,  N C

Information provided b y  the A m e r i c a n  M a n a g e d  Behavioral Healthcare Association.
E. Clarke Ross, D.P.A., Executive Director
7 0 0  Thirteenth Street, N W ,  Suite 950, W as hi ng to n,  D C  2 00 05 .
P h o n e :  ( 2 0 2 ) 4 3 4 - 4 5 6 5  Fax: ( 2 0 2 ) 4 3 4 - 4 5 6 4

For m o r e  information contact: B a z e l o n  Cen te r  for Mental Health L a w  
1 10 1  Fifteenth Street N.W., Suits 1212, W as hi ng to n,  D C  2 0 0 0 5 - 5 0 0 2 \  
P h o n e :  ( 2 0 2 ) 4 6 7 - 5 7 3 0
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The Bazelon Center is a national nonprofit organization 
formed in 1972. As the leading national legal advocate for 
people with mental illness or mental retardation, the Bazelon 
Center has successfully challenged many of the barriers to 
dignity and choice that confront adults and children with 
disabilities. O ur precedent-setting litigation has outlawed 
abuse, won protections against arbitrary confinement and 
opened up public schools, workplaces, housing and other op­
portunities for community life. Now, as all low-income people 
face loss of federal assistance, we work for access by children, 
adults and elders with mental disabilities to health and mental 
health care and other needed services and supports.

PAYING FOR PARITY was written by Chris Koyanagi with assis­
tance by Lee Carty as part of the Bazelon Center’s campaign for 
equity and fairness in health coverage for people with mental 
illness. Permission is hereby granted to quote from or reproduce 
this document with attribution to the Bazelon Center for Mental 
Health Law.

For additional information, contain: Chris Koyanagi or Lee 
Carty at the bazelon Center.

BAZELON CENTER FOR M ENTAL HEALTH LAW
1101 Fifteenth Street N.W., Suite 1212
Washington D.C. 20005-5002
Voice: 202/467-5730 ♦ TDD: 202/46'/-4232
Fax: 202/223-0409 ♦ e-mail: hnl660@handsnet.org

THE BAZELON CENTER
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PAYING FOR PARITY
A R e v i e w  o f  C o s t s  in  T w o  S t a t e s  w i t h  H e a l t h  I n s u r a n c e  L a w s  

M a n d a t i n g  E q u a l  C o v e r a g e  o f  M e n ta l  H e a l t h  C a r e

A
 review of two states’ experience with laws requiring 
overage for mental health services on a par with coverage 
for physical health care contradicts arguments by opponents of 

a similar mandate in the Health Insurance Reform Act approved 
100-0 by the Senate on April 23, 1996.

The Bazelon Center for Mental Health Law has examined 
preliminary outcomes in Minnesota and Maryland, the only 
two states with such a requirement of equal coverage for all 
mental illnesses, to learn if the “parity” mandate would, as its 
opponents assert, escalate insurers’ and employers’ costs and 
thus make all health coverage unaffordable for hundreds of 
thousands of employees and their families. The Bazelon Cen­
te r’s review found just the opposite—that ending discrimina­
tory  treatment of mental illness by private health insurers is 
not only fair, i t’s cost-effective.

This report compares the Minnesota and Maryland statutes 
with the statutory language of the national parity amendment 
as approved by the Senate and summarizes data from the two 
states highlighting the minimal cost-impact of such a require­
ment.

T h e D o m e n ic i-W e lls to n e  A m e n d m e n t

The Senate’s parity amendment to the House-passed insur- 
ance-reform act (HR 3103) was sponsored by Senators Pete 
Domenici (R-NM) and Paul Wellstone (D-MN) and passed the 
Senate by a roll-call vote of 68-30. It states:

— an employee health benefit plan, or a health plan 
issuer offering a group health plan or an individual 
health plan, shall not impose treatment limitations or 
financial requirements on the coverage of mental health

BAZELON CENTER FOR MENTAL HEALTH LAW I



services if similar limitations or requirements are not 
imposed on coverage for services for other conditions. 
—Nothing in (this section) shall be construed as prohib­
iting an employee health benefit plan, or a health plan 
issuer offering a group health plan or an individual 
health plan, from requiring preadmission screening 
prior to the authorization of services covered under the 
plan or from applying other limitations that restrict 
coverage for mental health services to those services that 
are medically necessary.

The impact o f the Senate amendment would be:
m to eliminate arbitrary day and visit limits for mental health 

services when similar arbitrary limits are not imposed on 
other health care;

■ to eliminate the common practice of requiring individuals 
with mental illness to pay higher out-of-pocket costs, in the 
form of co-payments and deductibles, than people who have 
other health conditions;

■ to eliminate separate (usually very much lower) lifetime 
limits on payments for mental health treatment than the 
lifetime limit for all other health care;

■ to continue health plans’ use of managed care techniques 
that, over the past five years, have proven very effective in 
controlling the utilization and cost of mental health serv­
ices.

The amendment does not specify that substance abuse or 
chemical dependency services would be included under the 
term “mental health services,” though it could be interpreted 
that such services are included.

T h e M in n e s o ta  s ta tu te

In August 1995, a Minnesota law took effect prohibiting 
greater financial burden or more restrictive coverage for indi­
viduals needing mental health or chemical dependency services.

The Minnesota statute is similar to the Senate-approved 
amendment. It prohibits cost-sharing and service limitations
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for inpatient and outpatient mental health and chemical de­
pendency services from being more restrictive or placing a 
greater financial burden on the enrollee than is the casj for 
inpatient and outpatient medical services.

The Minnesota statute would therefore have a very similar 
impact to the Domenici-Wellstone amendment. Both eliminate 
the common practice of having lower visit and day limits on 
mental health services than on other forms of care and the 
equally common practice of charging individuals more in out- 
of-pocket costs when they need mental health care. Both also 
prohibit lower lifetime caps on mental health care.

The differences between the Minnesota law and the Senate 
amendment are:

■ the Minnesota law specifically includes chemical depend­
ency, while the Senate-approved provision is not explicit on 
this issue;

■ the Minnesota law does not specifically allow for the use of 
managed care, though it also does not in any way inhibit it.

Accordingly, the Minnesota law is, if anything, more gener­
ous that the Senate-approved amendment.

The impact o f  the Minnesota law:
Because the Minnesota statute only took effect in August 

1995, specific studies of its impact have not yet been conducted. 
However, health plans’ response to the mandate yield consis­
tent and very interesting information:

■ Allina Health System, a large managed care organization in 
Minnesota, reported that the mandate on mental health and 
chemical dependency would add 26 cents per member per 
month for the 460,000 persons enrolled in Allina plans.

■ After nearly a year’s experience under the Minnesota parity 
law, Blue Cross/Blue Shield announced a premium reduc­
tion of 5%-6% in the plans it writes for small businesses in 
the state. Blue Cross/Blue Shield uses managed care tech­
niques to control inappropriate utilization. While t 1 re is 
no indication that this reduction is related to the parity 
provisions, it makes clear that parity did not drive up costs.
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■ The state runs a high-risk re-insurance pool for people who 
are uninsurable (the Minnesota Comprehensive Health As­
sociation), which also must adhere to the parity mandate. 
Recently, this plan was able to raise its lifetime cap and 
provide greater protection to all its enrollees. Again, while 
there is no evidence that the parity law caused this improve­
ment, the mandate clearly did not impede it.

■ The Minnesota Department of Employee Relations, Em­
ployee Insurance Division, reported in a fiscal note that the 
cost of this mandate on the health insurance plans for all 
state employees would be an added l%-2% premium in­
crease.

■ In implementing this mandate for state employees, two 
companies that offer plans to state workers handled the 
mandate in distinct ways. One (Allina) absorbed the in­
crease and made no increase in individual cost-sharing re­
quirements. The other (Health Partners) redistributed the 
cost across all users of health services by requiring a new 
$10 per doctor visit co-payment for all health services.

It is also noteworthy that in the recent legislative session no 
attempt was made either to repeal the Minnesota parity statute 
or to weaken it through amendment.

A
ccordingly, while data are prelim inary, all evidence 
suggests that the M innesota law requiring parity for 

all m ental illnesses, including chemical dependency, has a 
minimal impact on the cost of health insurance. This is 
particularly true when health plans use managed care.

T h e M a ry la n d  E x p er ie n c e

On July 1, 1994, a new law prohibiting discrimination 
against persons with mental illness in health care contracts 
went into effect :r. Maryland. This law covers companies with 
50 or more employees.

The Maryland law is also similar to the Domenici-Wellstone 
amendment. It provides that each contract in the state (includ­
ing health maintenance organizations) that provides coverage
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for health care may not discriminate against any person with a 
mental illness, emotional disorder or drug abuse or alcohol 
abuse disorder by failing to provide benefits for treatment and 
diagnosis of these illr sses under the same terms and conditions 
that apply for treatment of physical illness. The law applies to 
comp mies with 50 or more employees.

Like the Senate-approved amendment, the Maryland law 
prohibits arbitrary and lower day and visit limits for mental 
heaith care than for other health care services. For inpatient 
services, the law requires parity in terms of out-of-pocket costs; 
for outpatient services it permits varying co-payments (80% 
coverage for the first five visits; 65% for visits 6-30; 50% for 
more than 30 visits per year). Partial hospitalization (day-long 
treatment) is also a required service. As in Minnesota, substance 
abuse services are specifically included.

The most im portant difference between the Maryland law 
and the Senate-passed amendment is in the outpatient cost-shar­
ing.

The Maryland law went into effect in July 1994, but for the 
first year, inpatient benefits could be capped at 60 days per year. 
Tn July 1995, full parity was implemented.

The impact o f the Maryland law:
The Maryland law built upon a substantial mental health 

benefit that was already in place, which required coverage of 
30 days inpatient care and unlimited outpatient services (with 
variable co-payments). However, the parity bill greatly ex­
panded inpatient services.

Data are now available on the first year’s impact of the 
Maryland parity law on inpatient utilization. Data on outpa­
tient services are not available because such information is not 
comprehensively collected in the state.

According to a recent study from the Maryland Health 
Resources Planning Commission, prior to passage of this law, 
inpatient stays in Maryland hospitals were declining each year. 
Blue Cross, other insurance, HM Os, Medicare and Medicaid 
and other payers all experienced a year-by-year decrease in the 
length of inpatient stays in psychiatric units of general hospi­
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tals. For example, the number of people staying longer than 20 
days in private psychiatric hospitals in 1993 was about 24%. In 
1995, the year after the law’s enactment, it was less than 18%. 
Over the same period, the number of people staying 10 days or 
less went from 50.4% to 61.44%.

With a requirement of parity for inpatient mental health 
treatment, hospital stays continued their decline for all but one 
payer (in the “other” category) of stays in private psychiatric 
hospitals. There has been no dramatic increase in utilization of 
the most expensive mental health service as a result of this law; 
in fact, cost savings have continued to accrue with respect to 
inpatient care.

The data from general hospital psychiatric care are even 
more positive. In general hospital acute care, H M O  and private 
insurance inpatient stays longer than 30 days accounted for less 
than 0.4% of admissions in 1995, the first full year of the parity 
requirement. Only 11 people were hospitalized for m ore than 
60 days in 1995, compared with 21 in 1993. The parity amend­
ment was important in offering these few people a guarantee of 
appropriate continuing care.

As in Minnesota, the Maryland legislature has made no 
attempt to repeal or amend this law, suggesting that insurers 
and employers have not had much difficulty meeting the re­
quirements.

In another similarity with Minnesota, Maryland has seen 
enormous growth in the use of managed care, first under its 
mental health mandate law and now under its parity amend­
ment.

T he overall data on utilization of hospital services re­
ported here indicate that in Maryland, as in Minnesota, 

requiring an equitable mental health benefit that is essen­
tially the same as the benefit for other health care does not 
result in overutilization of services and therefore would not 
drive up health carc costs significantly.

PAYING FOR PARTTY



C o n c l u s i o n

Resources in Maryland:

Resources in Minnesota:

For more information:

The disparity between mental illness and other conditions in 
health insurance coverage is unfair, outdated and unreasonable. 
There is solid documention of the high cost to the American 
economy of mental health disorders: over S130 billion a year 
in lost productivity, absenteeism, disability and early death. 
Yet opponents continue to predict high utilization rates and 
soaring premium costs as outcomes of a parity mandate. The 
experience to date of the two states with legislation much like 
the Domenici-Wellstone parity amendment clearly indicates 
that their predictions grossly distort what actually occurs.

National mental health policy should be based not on hyper­
bole but on available evidence—and now evidence is available 
about the impact of mental health parity. Congress, insurers 
and businesses would do well to look more closely at Minne­
sota and Maryland to understand how mental health care can 
be covered for all Americans w ithout the unjustified discrimi­
nation in most current health insurance plans.

Paul Gentile, Maryland Health Resources Planning Commission 
410/764-3255 r

Linda Raines, Mental Health Association of Maryland 
410/235-1178

Ron Brand, Minnesota Association of Community Mental
Health Programs
612/642-1903

Kathy Kelso, Mental Health Association of Minnesota 
612/331-6840

Chris Koyanagi or Lee Carty 
Bazelon Center for Mental Health Law 
1101 15th Street NW, Suite 1212 
202/467-5730 or bazelon@nicom.com
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Maryland Acute General Hospital
Psychiatric Units_______

P s y c h i a t r i c  L e n g t h s  o f  S t a y  B y  P a y o r  S o u r c e  C Y  1 9 9 3 - 1 9 9 5

1993
1994

m i 995

S o u r c e :  P a u l  G e n t i l e ,  M a r y l a n d  H e a l t h  R e s o u r c e s  P l a n n i n g  C o m m i s s i o n ,  M a y ,  

1 9 9 6



Maryland Private Psychiatric Hospitals
A v e r a g e  L e n g t h  o f  S t a y  B y  P a y o r  S o u r c e  C Y  1 9 9 3 - C Y  1 9 9 5

Days

S o u r c e :  P a u l  G e n t i l e , M a r y l a n d  H e a l t h  R e s o u r c e s  P l a n n i n g  C o m m i s s i o n ,  M a y  

1 9 9 6



1 9 9 5  1 9 9 4  1 9 9 3

□ < 1 0  D a y s  □  1 1 - 2 0  D a y s  ^ 2 1 - 3 0  D a y s  0 D > 3 1  D a y s  
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EQUAL TREATMENT OF MENTAL HEALTH SERVICES IN HEALTH PLANS 

Facts A b o u t th e  D om enici~ W ellstone A m en d m en t to  S en a te  Bill S. 1028

What the Senate’s Amendment Says

■ The Senate amendment simply prohibits insurers from limiting coverage because a person 
needs mental health services.

■ It requires health plans to cover mental health services without any arbitrary treatment 
limitations or financial requirements that are not imposed on coverage for services to treat 
other health conditions.

■ It allows plans to restrict all coverage to medically necessary services. 

what the Amendment Does Mot Say

* It does not mandate any specific benefits.

■ It does not dictate how insurers should achieve parity between coverage for mental and 
physical conditions.

Fair coverage o f  Mental illness is Cost-Effective and Long overdue.

■ Eliminating discriminatory limits on mental health care that do not apply to physical health 
care encourages treatment based entirely on medical necessity and appropriateness.

n It corrects current inefficiencies in service delivery that are driven by benefit design (such as 
overutilization of hospital care) and promotes delivery of the best available care.

■ Mental health disorders cost the American economy over $130 billion a year in lost 
productivity, absenteeism, disability and early death.1 The Senate amendment can cut these 
losses by enabling many employees to receive services they need through private coverage, 
instead of being forced to quit their jobs so they can qualify for public benefits.

■ Opponents are misinformed about mental illness and the treatments now available—vastly 
improved in the last two decades. The efficacy of treatment for mental illness is now as well 
established as treatments for many physical disorders, and the costs as easily controlled.

1101 Fifteenth Street N W ,  #1212, Washington D C  20005 ■ 202/467-5730; fax 202/223-0409, email hnl66C@handsnet.org
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Parity in Mental Health Coverage Is Affordable

■ The Congressional Budget Office (CBO) estimates the cost of mental health parity as a mere 
1.6% increase in employer premium costs. CBO and others also estimate that the amendment 
will lower public health program costs, including Medicaid.

■ Many large employers, managed care organizations and public programs (e.g., Medicaid) 
have already switched from arbitrary caps on mental health treatment to individualized 
services, ensuring that those who need care can receive it—and receive it in the most effective 
and often least costly setting—without providing unlimited care to all who seek it.

■ Managed care controls the potential for abuse of mental health benefits without the 
enormous pain of arbitrary ceilings. In 1995, 69% of firms with 1,000 or more employees had 
a managed mental health program. O f small firms, 28% had managed mental health care.

■ Companies and states using a managed care approach have saved 40-50% in claims costs after 
removing day and visit limits.2 These firms actively encourage employees to seek treatment as 
soon as possible because it makes good economic sense.

■ W ithout arbitrary limits, people can continue using less expensive mental health services, 
often avoiding costly hospitalization. Sterling-Winthrop, for example, reports a 50% increase 
in utilization rates due to expanded mental health outpatient care, but an overall drop in costs 
for mental health claims.

Parity in Mental Health Coverage is Supported by Voters

■ The American public overwhelmingly agrees with the amendment's purpose. A 1994 
national poll by Mellman-Lazarus-Lake and Research Strategy Management, Inc. found that 
78% of voters believe it is important to cover mental health problems to the same extent as 
physical problems. A majority oppose arbitrary limits on either outpatient care (53%) or 
hospital care (63%).

o In an October 1993 survey for Parade Magazine, 87% of respondents said medical plans 
should provide the same coverage for seeing a psychiatrist as for seeing other doctors.

Members o f  Congress should support the Senate amendment to s. 1028 requiring that health 
plans treat mental illness no differendy than other health care.

1. Rice et a]., The Economic Cons of Alcohol and Drug Abuse and Mental Illness: 1985. U. S. Department of Health and 
Human Services, Alcohol, Drug Abuse and Mental Health Administration (1990).

2. Frank et al., “Risk Contracts in Managed Mental Health Care," Health Affain  (Fall 1995).
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M anag ing  M anaged  Carc f o r  Public ly F in anced  M ental H ealth serv ices  
Prospects and pitfalls of a managed care approach to  financing and deliver­
ing public-sector m ental health services. O ffers recom m endations for laws, 
regulations, contracts and policies. In lay language, featuring checklists for 
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cacy organization in the mental health 
field offer recommendations fo r  merg­
ing the economic advantages o f man­
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D ra ft in g  State Leg islation on  N ond isc rim ina to ry  C overage 
o f  M en ta l H ea lth  and Substance Abuse 
in Insurance Policies and H ea lth  P lans

This fact sheet has been developed by the Judge David L. Bazelon Center for Mental 
Health Law and the National Mental Health Association to assist state advocates in developing an 
appropriate legislative proposal to eliminate discriminatory provisions in health insurance policies 

and health plans regulated by the state.

FIRST STEP: ASSESS EXISTING LAWS
Federal legislation enacted in 1996 will shortly go into effect, protecting individuals in group 

health plans against certain arbitrary and discriminatory practices with respect to mental health 
coverage. Under Public Law 104-204,1 if a group health plan does not include an aggregate lifetime 
limit on other benefits, the plan may not impose lifetime limits on mental health benefits, and if 
the plan does have a lifetime limit on other coverage, it must either apply the same limit to mental 
health coverage or combine mental health and other medical and surgical benef ts under a single 
lifetime limit. The same requirements are also made with respect to annual reimbursement limits 
for covered mental health services.

This law thus addresses the problem of discriminatory policies with respect to overall 
lifetime limits and annual reimbursement limits, sue! as limits of $1,000 with respect to payment 
for outpatient visits. Since federal law already addresses those issues, it is not necessary for state 
legislation to do so.

Secondly, states should focus on improving their existing schemes. Legislation prohibiting 
discrimination in insurance should build upon current state laws. Some states have enacted iaws 
requiring health plans to include mental health and/or substance abuse coverage and require that

1 Known as the Kcnnedy-Kasscbaum health reform law, this legislation is codified at 42 USC § 300gg-5; 110 STAT 
2947-2950. PL 104-204 amended Subpart B o f part 7 o f subtitle B o f title  I or the Employee Retirement Income 
Security Act o f 1974 (ERISA).

http://www.baKtlon.org


individuals be offered a plan that includes a specific mental health and/or substance abuse benefit. 
These laws lay the groundwork for a nondiscrimination legislation.

DRAFTING THE LEGISLATION
1) Scope of Proposal

States have the authority to regulate individual and group health insurance plans and health 
benefits of certain entities operating within the state, such as health maintenance organizations. 
States do not have the authority to regulate the health benefits offered by companies that 
self-ensure. This authority has been pre-empted by the federal government under ERISA.

Legislation to prohibit discrimination against mental health and substance abuse coverage in 
health plans should be constructed so as to protect as many state residents as possible. The exact 
language for such coverage will vary, depending on terms used with the state and the structure of 
the state’s regulatory system.

In drafting language to define the scope of the legislation, states should, at a minimum, 
cover all group or blanket health insurance and accident insurance plans and health maintenance 
organizations and other managed care plans in the state. Coverage for individual as well as group 
health plans should also be considered, since this will significantly increase the scope and 
effectiveness of the state legislation.

Examples of language from other laws can provide guidance to legislative drafters of state 
reforms.

a) Maryland’s parity law covers a wide range of group and individual plans and the 
state’s statutory definition includes:

hospital or major medical contracts or certificates delivered or issued for delivery in 
the State by insurers, nonprofit health service plans or health maintenance organiza­
tions on a group or individual basis and which provides coverage for health 
care...(MD)

b) The federal legislation is limited to group plans and plans that are offered in con­
nection with such plans, such as under COBRA:

group health plan (or health insurance coverage offered in connection with such a 
plan) that provides both medical and surgical benefits and mental health bene­
fits... (Federal)

c) A more simple approach is taken in Minnesota and New Hampshire:

All health plans, as defined in section (of state law), that provide coverage for mental 
health or chemical depetuiency services...(MN)

DRAFTING LEGISLATION O N  NONDISCRIMINATORY COVERAGE ?



any policy of group or blanket accident or health insurance and each hospital service 
corporation, medical service corporation and health maintenance organization provid 
ing benefits for disease or sickness... (NH)

2) Requirements on Plans

Given that the federal law (see above) protects against lifetime caps and annual 
reimbursement limits in group plans, state laws need not duplicate these protections. States can 
therefore focus on protecting individuals from annual day and visit limits and financial obligations, 
such as deductibles, co-payments and out-of-network charges.

Language to prohibit discrimination with respect to day and visit limits should be explicit.

a) Minnesota has broad language with respect to benefits, and could be edited (as 
shown in parentheses) so as to address day and visit limits specifically:

(annual day and vis’t) service limitations for (mental health and substance abuse) 
services...must not...be more restrictive than those requirements and limitations 
for...medical services.

b) Maryland law addresses the problem that plans may also have limitations on some 
medical services, however, its wording is not as clear in other respects as the Minne­
sota law. Maryland requires that plans:

may not discriminate against any person with a mental illness by failing to provide 
benefits for treatment and diagnosis of mental illness under the same tenns and condi­
tions that apply to the majority of comparable benefits available under the contract or 
certificate or any other type of health care.

Language with respect to discriminatory cost-sharing should be comprehensive:

a) The Minnesota statute is clear:

cost-sharing requirements...for... mental health and chemical dependency serv 
ices...must not place a greater financial burden on the insured or enrollee...than those 
requirements for...medical services.

b) Another approach is to require the same terms and conditions apply to mental 
health services as apply with respect to other health benefits Maryland addressed 
the issue by requiring (material in parentheses is added for clarity):

benefits for illnesses covered by this section and the benefits for physical illnesses cov­
ered under a contract or policy shall have the same terms and conditions (with respect 
to deductibles, co-payments and out-of-network charges)

3) Covered Services

States that have already addressed the need for health plans to include mental health and/or 
substance abuse treatment through mandatory coverage laws should reference those statutes.
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Although these laws do not require the full array of mental health and substance abuse services 
typically provided through the public sector and essential to those with the most serious disorders, 
they do provide a minimum package of services. Typically such laws require coverage of inpatient 
hospital care, outpatient treatment and partial hospitalization, reflecting the standard service array 
used by a working population. Other state systems will, of course, still be necessary to provide the 
more comprehensive airay of services needed by adults with serious mental illness and children 
with serious emotional disorders.

States with laws mandating coverage, states with laws mandating the offering of policies 
with coverage and states with no such laws will need to address the issue of covered services 
differently.

In states with mandated minimum benefit laws^ the state's nondiscrimination legislation 
should refer specifically to the services that are mandated to be covered under current state law. In 
this manner, the specific services (i.e. inpatient hospitalization, partial hospitalization, outpatient 
services, etc.) will continue to be required in all health plans, but now there will also be 
prohibitions on arbitrary limits in covered days/visits or financial requirements for mental health 
and/or substance abuse services.

In states with laws mandating the offeringof mental health and/or substance abuse 
services, the nondiscrimination legislation should refer specifically to the services that are required 
to be offered. Thus, individuals will be given the option to purchase coverage that protects them for 
mental health and substance treatment costs and that includes at least a minimum range of services. 
Without this reference, plans might design insurance options that cover, for example, only inpatient 
hospital sendees and physician services and argue that this represents nondiscriminatory benefits 
because other services, such as partial hospitalization or services of other mental health 
professional.., are not furnished with respect to other illnesses.

In states with no legislation concerning minimum mental health and/or substance benefit 
packages, states should include a requirement that a defined minimum array of services be at least 
offered to state residents by the health plans operating in the state. Without this language, plans in 
these states will be able to avoid the nondiscrimination provisions entirely, simply by iropping their 
mental health coverage.

December 1996
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Parity in Benefit Design: Existing Law

Below are the parity requirements used in 7 states (ME, MD, MN, NC, NH. Rl, TX) and the 
recent national government mandate (DW: Domenici/Wellstone amendment).

1. Requirements apply only to designated diagnoses:
4: ME, NH, Rl, TX

2. Requirements apply to all contracts which provide mental health benefits:
2: ME, DW (private sector only)

3. Requirements apply to all contracts which provide healthcare benefits:
3: MD, NC, TX

4. MH coverage must not be more restrictive than requirements and limitations imposed on 
physical illness:

5: MN, NH, NC, Rl, TX

5. MH coverage must use the same durational limits, amount limits, deductibles, and coinsurance 
as physical illness coverage:

2: NC, Rl

6. Requirements apply only to the application of lifetime and annual financial caps:
1: DW

7. Policies must not place a greater financial burden on the uninsured person or enrollee:
I: MN

8. Medical necessity criteria must be the same for mental illness and physical illness:
1. ME

9. Medical necessity criteria may be collected to determine whether they are consistent with other 
illnesses:

1: Rl

10. Requirements apply to addiction disorders:
2: MD, NC

Information provided by the American Managed Behavioral Healthcare Association.
E. Clarke Ross, D.P.A., Executive Director
700 Thirteenth Street, NW, Suite 950, Washington, DC 20005.
Phone: (202) 434-4565 Fax: (202) 434-4564



The Brain Injury Association, Inc. 
1776 Massachusetts Ave., NW, Ste. 100 

Washington, DC 20036 
(202) 296-6443 or Fax: (202) 296-8850

M E M O R A N D U M

Date: February 20, 1997
To: Richard Warrington-Alaska Head Injury Foundation
From: Cheryl Norman / )  0
Subject: .TBIAct!! < ------

Attached is a copy of the TBI Act. As you will see, any funds appropriated under the act by the 
Federal Government are disbursed to state governments. No funds are provided directly to the 
Brain Injury Association or any of its state affiliate. The U.S. Department of Health and Human 
Services will Publish a notice in the Federal Register describing how state governments can 
apply for the money. When the notice appears, BIA will send a copy to you. BIA is working to 
fdl the staff position which handles all legislative matters. When that person is hired, an 
announcement will appear in the Staff Memo which is mailed to you at the end of every month.
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Congress Passes Traum atic Brain In jury  Act
On July 12, 1996, the Senate passed language identical to the House passed version of the 
Traumatic Brain Injury Act. The House of Representatives had passed the bill on July 9. The 
TBI Act authorizes; the federal government to spend $24.5 million over the next three years on:
• Grants to states to develop model treatment programs.
• Funds for the Centers for Disease Control and Prevention to study the incidence of brain

injury.
• Funds for agencies in the Department o f Health and Human Services to research into

prevention, treatment and rehabilitation of brain injur
• Funds for the National Institutes o f Health to host a national conference, gathering all the 

experts in the field o f brain injury.

After a 5 -year process, not a single legislator voted against the Traumatic Brain Injury Act in 
1996. In fact, a number o f legislators were instrumental in passing the TBI Act. Jim Greenwood 
of Pennsylvania ushered this legislation through the House and consistently worked with the 
Senate to keep that chamber on track. Other legislators who played pivotal roles include 
Senators Orrin Hatch o f Utah and Ted Kennedy o f Massachusetts, and Congressman Frank 
Pallone o f  New Jersey.

President Hosts Signing Ceremony For The Traum atic B rain  In ju ry  Act 
On July 29, President Clinton hosted a signing ceremony, recognizing the importance of people 
with brain injury and their families. By passing and signing this legislation, the federal 
government has taken proactive efforts to resolve problems associated with brain injury. 
Christopher Reeve, Gary Busey, Jim Brady and Frank Gifford made phone calls to the White 
House to convince the President that this signing ceremony was important to millions o f 
Americans -- individuals with brain injury and their family members. In addition to BIA 
President Dr. George Zitnay, Vice Chairman Jim Brady and Chairman Martin Foil, top federal 
agency officials and ranking members o f Congress were present at the ceremony.

Congress A ppropriates Funds for the Traum atic Brain In ju ry  Act
On September 30,1996, Congress appropriated funds to support the Traumatic Brain Injury Act 
for fiscal year 1997:
• $2,600,000 for the Centers for Disease Control to study the incidence o f brain injury and 

fund education/prevention initiatives
• $2,857,000 for the Health Resources and Services Administration to implement model 

demonstration projects at the state level
• A directive to the National Institutes o f Health to organize a national consensus conference 

and produce a white paper on brain injury in the United States



PUBLIC LAW 104-166-JULY 29, 1996 110 STAT. 1445

P u b lic  Law  104-166 :
104 th  C ongress

A n Act
To amer.d the Public Health Service Act to provide for the conduct of expanded 

studies md ’-he esublishmient of innovative programs with respect to traumatic 
brain injury, and for other purposes.

Be it enacted by the Senate and House of Representatives of the United States of America in Congress assembled,
SECTION I. PROGRAMS OF CENTERS FOR DISEASE CONTROL AND 

PREVENTION.
Par: J of title III of the Public Health Service Act (42 U.S.C. 

280b et seq.) is a m e n d e d  by inserting after section 393 the following 
section:

•‘PREVENTION OF TRAUMATIC BRAIN INJURY

“S e c . 393A. -'a) In  G e n e r a l .— T he Secretary, acting through 
the Director of the Centers for Disease Control and Prevention, 
m a y  carry ou: projects to reduce the incidence of traumatic brain 
injury. S u c h  projects m a y  be carried out by the Secretary directly 
or through awards of grants or contracts to public or nonprofit 
private entities. T h e  Secretary m a y  directly or through such awards 
provide technical assistance with -respect to the planning, develop­
ment, a n d  operation of such projects.

“(b‘- C e r ta in  A c t iv i t ie s .— Activities under subsection (a) m a y  
include—

li the conduct of research into identifying effective strate­
gies fqr the prevention of traumatic brain injury; and

"i'2i the implementation of public information and education 
programs for the prevention of such injury and for broadening 
the awareness of the public concerning the public health con­
sequences of such injury.
u(c - C o o r d in a t io n  o f  .A c t iv it ie s .— T h e  Secretary shall ensure 

tha*- activities under this section are coordinated as appropriate 
with other agencies of the Public Health Service that carry out 
activities regarding traumatic brain injury.

“(d '“ D e f in i t io n . — For purposes o f this section, the term ‘trau­
matic brain injury m e a n s  an acquired injury to the brain. Such 
term does n o t include brain dysfunction caused by congenital or 
degenerative disorders, nor birth trauma, but m a y  include brain 
injuries caused by anoxia due to near drowning. The Secretary 
m a y  revise the definition of such term as the Secretary determines
necessary.’’.

SEC. 2. PROGRAMS OF NATIONAL INSTITUTES OF HEALTH.
Section 1251 of the Public Health Service Act (42 U.S.C. 300d- 

61) is a m e n d e d —

July 29, 1906 
[H.R. 24S]

-12 USC 280b-lb.



(1 ) in  su b sec tio n  (dl—
(A> in  p a ra g ra p h  12), by s t r ik in g  • 'and” a f te r  th e  se m i­

co lon  a t  the  end;
iB l in  p a ra g ra p h  (31, by s tr ik in g  th e  period  a n d  in s e r t ­

in g  a n d ”; an d
(C ) by add ing  a t  th e  e n d  th e  follow ing p a ra g ra p h : 

'V4> th e  au th o rity  to  m ake a w a rd s  o f g ra n ts  o r c o n tra c ts  
to  p u b lic  o r  nonprofit p riv a te  e n t i t ie s  for tn e  co n d u c t o f b a s ic  
a n d  a p p lie d  resea rch  re g a rd in g  t r a u m a tic  b ra in  in ju ry , w h ich  
re s e a rc h  m ay  include—

■'(A) th e  developm ent o f new  m eth o d s  an d  m o d a litie s  
fo r th e  m ore effective d iag n o sis , m e a s u re m e n t o f  d e g re e  
o f  in ju ry , post-in ju ry  m o n ito rin g  a n d  p rog n o stic  a s s e s s m e n t 
o f  h e a d  in ju ry  for acu te , s u b a c u te  a n d  la te r  p h a s e s  o f  
c a re ;

“(B ) th e  developm ent, m o d ifica tio n  a n d  e v a lu a tio n  o f  
th e r a p ie s  th a t  r e ta rd , p re v e n t  o r  re v e rse  b ra in  d a m a g e  
a f t e r  a c u te  h ead  in ju ry , t h a t  a r r e s t  f u r th e r  d e te r io ra t io n  
fo llo w in g  in ju ry  an d  th a t  p ro v id e  th e  re s t i tu t io n  o f  fu n c tio n  
fo r in d iv id u a ls  w ith  lo n g -te rm  in ju r ie s ;

"(C ) th e  deve lopm en t o f  re s e a rc h  on a  c o n tin u u m  o f  
c a r e  from  acu te  c a re  th ro u g h  re h a b il i ta t io n , d e s ig n e d , to  
th e  e x te n t  p rac ticab le , to in te g ra te  r e h a b ili ta tio n  a n d  lo n g ­
te r m  outcom e ev a lu a tio n  w ith  a c u te  c a re  re se a rc h ; a n d  

“(D ) th e  deve lopm en t o f  p ro g ra m s t h a t  in c re a se  th e  
p a r tic ip a tio n  o f acad em ic  c e n te rs  o f  excellence  in  h e a d  
in ju ry  t r e a tm e n t a n d  re h a b ili ta tio n  re se a rc h  a n d  tra in in g ." ;  
a n d
(2) in  su b sec tio n  (h ), by a d d in g  a t  th e  e n d  th e  fo llow ing  

p a r a g r a p h :
(4 ) T h e  te rm  't ra u m a tic  b ra in  injury* m e a n s  a n  a c q u ire d  

in ju ry  to  th e  b ra in . S u ch  te rm  doe3 n o t in c lu d e  b ra in  d y s fu n c ­
tio n  c a u s e d  by co n g en ita l o r d e g e n e ra tiv e  d iso rd e rs , n o r  b i r th  
t r a u m a ,  b u t  m ay inc lude  b ra in  in ju r ie s  cau se d  b y  a n o x ia  d u e  
to  n e a r  d row ning . T h e  S e c re ta ry  m a y  rev ise  th e  d e f in itio n  
o f  s u c h  te rm  as th e  S e c re ta ry  d e te rm in e s  n ecessa ry ." .

SEC. 3. PROGRAMS OF HEALTH RESOURCES AND SERVICES ADMINIS­
TRATION.

P a r t  E  o f  t i t le  X II of th e  P u b lic  H e a lth  S erv ice  A ct (42  U .S .C . 
3 0 0 d - 5 1  e t  seq .) is am en d ed  by a d d in g  a t  th e  en d  th e  fo llow ing  
se c tio n :

42 USC 300d-52. “SEC. 1252. STATE GRANTS FOR DEMONSTRATION PROJECTS REGARD-
INC TRAUMATIC BRAIN INJURY.

“(a) In  G en e r a l  —'The S e c re ta ry , a c tin g  th ro u g h  th e  A d m in is ­
t r a t o r  o f  th e  H e a lth  R esources a n d  S erv ices  A d m in is tra tio n , m a y  
m a k e  g r a n ts  to  S ta te s  for th e  p u rp o se  o f c a rry in g  o u t d e m o n s tra tio n  
p ro je c ts  to  im prove access to  h e a lth  a n d  o th e r  se rv ices  re g a rd in g  
t r a u m a t ic  b r a in  in jury .

“(b) S t a t e  Advisory  Bo a r d .—
"(1) IN g en er a l .— 'The  S e c re ta ry  m ay  m a k e  a  g r a n t  u n d e r  

su b s e c tio n  (a) only i f  th e  S ta te  involved  a g re e s  to  e s ta b lis h  
a n  a d v iso ry  board  w ith in  th e  a p p ro p r ia te  h e a lth  d e p a r tm e n t  
o f  th e  S ta te  o r  w ith in  a n o th e r  d e p a r tm e n t  a s  d e s ig n a te d  b y  
th e  c h ie f  execu tive officer o f th e  S ta te .

“(2 ) FUNCTIONS.—A n ad v iso ry  b o ard  e s ta b lish e d  u n d e r  
p a r a g r a p h  i l't sh a ll ad v ise  a n d  m ak e  re c o m m e n d a tio n s  to  th e
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State on w a y s  to improve services coordination regarding trau­
matic brain injury. Such advisory boards shall encourage citizen 
participation through the establishment of public hearings and 
other types of co m m u n i t y  outreach programs. In developing 
recommendations under this paragraph, such boards shall con­
sult with Federal. State, and local governmental agencies a n d  
with citizens groups and other private entities.

■■'.a- COMPOSITION’.—A n ad v iso ry  board  e s ta b lish e d  u n d e r  
p a r a g r a p h  11 ' sh a ll b e  com posed  of—

■*'A  representatives of—
"(.i! the corresponding State agencies involved;
-lift public and nonprofit private health related 

organizations:
"'iiii other disability advisory or planning groups 

within the State;
“(iv) m e m b e r s  of an organization or foundation 

representing traumatic brain injury survivors in that 
State; and

“(vl injury control programs at the State or local 
level if suca programs exist; and 
■* 3  a substantial n u m b e r  of individuals w h o  are survi­

vors of traumatic brain injury, or the family m e m b e r s  
of such individuals.

" (c ' M a t c h in g  F u n d s .—
M(l> I n  GENERAL.— With respect to the costs to be incurred 

b y  a State in carrying out the purpose described in subsection 
(a', the Secretary m a y  m a k e  a grant under such subsection 
only if the State agrees to m a k e  available, in cash, non-Federal 
contributions toward such cost3 in an amount that is not less 
t h a n  S I for each 52  o f Federal funds provided under the grant.

“ (2) D e te r m in a t io n  o f  a m o u n t c o n t r ib u te d .— In deter­
mining the a m o u n t  of non-Federal contributions in cash that 
a  State has provided pursuant to paragraph (1), the Secretary 
m a v  not include a n y  amounts provided to the State by the 
Federal Government.
“(d 1 Ap p l ic a t io n  FOR G r a n t .— T h e  Secretary m a y  m a k e  a grant 

under subsection (a) only if an application for the grant is submitted 
to the Secretary ar.d the application is in such form, is m a d e  
in such manner, and contains such agreements, assurances, a n d  
information as the Secretary determines to be necessary to carry 
out this section.

u(e> C o o r d in a t io n  o f  Ac t iv it ie s .—T h e  Secretary shail ensure 
that activities under this section are coordinated as appropriate 
with other agencies of the Public Health Service that carry out 
activities regarding traumatic brain injury.

“ff> R e p o r t .— Not later than 2 years after the date of th e  
enactment of this section, the Secretary 3hall submit to the C o m m i t­
tee or. C o m m e r c e  of the House of Representatives, and to the 
Co m m i t t e e  on Labor a n d  H u m a n  Resources of the Senate, a report 
describing the findings and results of the programs established 
under this se c tio n , including measures of outcomes and consumer 
and surrogate s a tis fa c tio n .

•’•g D e f in i t io n .— For purposes of this section, the term 'trau­
matic brain injury' m e a n s  an acquired injury to the brain. S u c h  
term does r.:t include brain dysfunction caused by congenital or 
degenerative disorders, nor birth trauma, but m a y  include brain 
injuries caused by anoxia due to near drowning. T h e  Secretary

PUBLIC LAW 104-166—JULY 29, 1996 110 STAT. 1447
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Ob) C o n s e n s u s  C o n f e r e n c e .— T h e  Secretary, acting through 
the Director of the National Center for Medical Rehabilitation 
Research within the National Institute for Child Health a n d  H u m a n  
Development, shall conduct a  national consensus conference on 
m a n a g i n g  traumatic brain injury a n d  related rehabilitation con­
cerns.

(c) DEFINITION.— For purposes of this section, the term "trau­
matic brain injury" m e a n s  a n  acquired injury to the brain. Such 
term does not include brain dysfunction caused by congenital or 
degenerative disorders, nor birth trauma, but m a y  include brain 
injuries caused by anoxia d u e  to near drowning. T h e  Secretary 
m a y  revise the definition of such term as the Secretary determines 
necessary.

(d) A u t h o r i z a t i o n s  o f  A p p r o p r i a t i o n s .— F or the purpose of 
carrying out subsection (aXlXA), there is authorized to be appro­
priated $3,000,000 for each of the fiscal years 1997 through 1999.
F o r  the purpose of carrying out the other provisions of this section, 
there is a u t h o r i z e d ^  b e  appropriated an  aggregate $500,000 for 
the fiscal years 1997 through 1999. A m o u n t s  appropriated for such 
other provisions remain available until expended.

SEC. 5. T E C H N I C A L  A M E N D M E N T S .

Title X X V I  of the Public Health Service Act (42 U.S.C. 300fT- 
11 et seq.'?. as a m e n d e d  b y  Public L a w  104-146 (the R y a n  White 
C A R E  Act A m e n d m e n t s  of 1996), is a m e n d e d —

(1 * in section 2626—  Ante. p. 1369.
lA) in subsection (d), in the first sentence, by striking 

"(1> through 15)" a n d  inserting “(1) through (4)”; a n d
(B) in subsection (0, in the matter preceding paragraph 

(1). by striking “(1) through (5)" and inserting (1) through 
(4)"; and
(2> in section 269 2 —  Ante. p. 1363.

(A) in subsection (a)(1)(A)—
(il b y  striking "title X X V I  programs" and inserting 

‘‘programs u n d e r  this title”; ana
m l  by  striking "infection and”; and 

iB) by striking subsection (c) a nd all that follows and 
inserting the following:



“(c) A u t h o r i z a t i o n  o f  A p p r o p r i a t i o n s .—
“(1) Schools; centers.— F o r  th e  p u rp o se  o f  g r a u ts  u n d e r  

su b se c tio n  (a), th e re  a re  a u th o r iz e d  to  be a p p ro p r ia te d  su c h  
s u m s  a s  m a y  be  n ecessa ry  for e a c h  o f  th e  fisca l y e a rs  1996 
th r o u g h  2000.

.“(2) D e n t a l  schools.— F o r th e  p u rp o se  o f  g ia n ts  u n d e r  
su b se c tio n  (b), th e re  a re  a u th o r iz e d  to  be a p p ro p r ia te d  su c h  
s u m s  a s  m ay  b e  n ecessa ry  for e a c h  o f  th e  f isca l y e a rs  1996 
th r o u g h  2000.".

Approved July 29, 1996.

11U STAT. 1450 PUBLIC LAW 104-166-JU LY  29, 1996
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T R A U M A T I C  B R A I N  I N J U R Y  F A C T S  A N D  F I G U R E S

The Traumatic Brain Injury Model Systems National Data Center

Introduction

In 1987, the U.S. Department of Education, National Institute on 

Disability and Rehabilitation Research (NIDRR) provided funding 

to establish the Traumatic Brain Injury (TBI)Model Systems of Care. 

These research and demonstration projects focus primarily on: 1) 

developing and demonstrating a model system of care for persons 

with TBI, stressing continuity and comprehensiveness of care; and

2) maintaining a standardized national database for innovative analy­

ses cf TBI treatment and outcomes.

The TBI Model Systems (TBIMS) Project is a prospective, longitu­

dinal multi-center study which examines the course of recovery and 

outcomes following TBI. Each center provides a coordinated system 

oJerr.erg'.ncy oare, acute ncurotrauma management, comprehensive 

iLyitlcnt rehabilitation and long-term interdisciplinary follow-up 

services.

C  -r.ently there are four T B I M S  centers funded through 1997: Medi­

cal College of Virginia (Richmond), Wayne State University/Reha­

bilitation Institute of Michigan (Detroit), The Institute for Rehabili­

tation and Research (Houston), and Santa Clara W l e y  Medical Cen­

ter (San Jose). Wayne State University/Rehabilitation Institute of 

Michigan is the current site of the T B I M S  National Data Center.

The Jirne, 1993 issue of the Journal of Head Trauma Rehabilitation 

was indicated to a description of the T B I M S  and initial research 

findings from the National Database. The T B I M S  National Data­

base Syllabus contains detailed information about the database and 

is available through the T B I M S  National Data Center.

Viriables originally included in the database were selected to ad­

dress six major research and demonstration issues: 1) demographic 

characteristics of the population; 2) causes of injury; 3) nature of 

diagnoses including the severity of injury, impairment and disabil­

ity; 4) the types of services/treatments provided; 5) the “costs” of 

treatment; and 6) measurement and prediction of outcomes includ­

ing impairment, disability and handicap. The T B I M S  National D a ­

tabase includes key variables to reflect these characteristics, includ­

ing a set of measures designed to assess impairment, disability and 

handicap.

TBI is defined as damage to brain tissue caused by an external m e­

chanical force as evidenced tty: loss of consciousness due to brain 

trauma, post traumatic amnesia, skull fracture, or objective neuro­

logical findings that can be reasonably attributed to TBI on physical 

examination or mental status examination. Subjects included in the 

study, in addition, must: 1) be at least 16 years of age; 2) arrive at 

the acute care hospital emergency department within 24 hours of 

injury; 3) receive both acute hospital care and inpatient rehabilita­

tion within the defined Model System; and 4) give informed con­

tent.

April, 1996

Information contained in the database is collected continuously dur­

ing initial hospitalization, including acute care and inpatient reha­

bilitation. In addition, information is collected annually thereafter, 

on the anniversary of injury, reflecting patient status at that time, as 

well as during the preceding year. The database currently contains 

approximately 370 variables to describe the initial hospitalization 

period, and approximately 240 variables relevant to the follow-up 

period.

Results

The database currently contains information on 660 individuals dis­

charged from the four active T B I M S  between March, 1989 and Sep­

tember, 1995; with annual follow-up information extending, thus 

far, to six years post-injury on the earliest cases. The majority of 

individuals were between the ages of 16 and 35 years at the time of 

injury (61%), with an average age of 35 years and a range of 16 to 

92 years (Fig. 1).

Figure 1 - A g e  at Injury
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Approximately thrcc-fourths (77%) of the cases are males. More 

than half (51%) are White, 3 8 %  are African American, and 1 1 %  are 

of other races. Most were single at the time of injury (57%); 2 3 %  

were married, 1 3 %  were divorced, 4 %  were separated and 3 %  were 

widowed.

At the time of injury, only half (50%) of the individuals were e m­

ployed, 3 0 %  were unemployed, 1 1 %  were students, and 1 0 %  were 

either retired, homemakers or other. O f  those individuals w h o  were 

employed at the time of injury, half were in precision production/ 

crafl/rcpair occupations (24%) or machine opcrator/fabricator/laborcr 

occupations (26%); and 1 2 %  were in managerial/professional spe­

cialty occupations (Fig. 2).



E x e c u t i v e  S u m m a r y

What Legislator's Need To know 
About Traumatic Brain Injury

<0 National Conference of State Legislatures

Each year, 2 million Americans sustain traumatic brain injuries from automobile crashes, falls, 
recreation injuries, assaults and violence. These injuries are the leading cause o f death and disability in 
children and young adults >n the United States. O f those who suffer traumatic brain injuries, 75,000 to 
100,000 will die, and 70,000 to 90,000 must live the remainder of their lives with severe disabilities. 
The highest rate o f injury is suffered by young males.

Brain injury has dramatic repercussions for the injured and their families. People with brain injuries 
have trouble with short-term memory, concentration, judgment and organization. Many have 
substance abuse problems that may have existed before the injury or were acquired afterwards as a 
way to escape the difficulties o f their lives. Divorce is common among married people who sustain 
brain injuries, and many lose their friends. People with serious brain injuries may need constant 
supervision and help in managing money, doing household chores, and sometimes bathing and 
dressing. Because the injuries are not always visible, people with brain injuries may have trouble 
qualifying for federal and state programs.

Families provide the majority o f care for people with brain injuries. Many exhaust their family 
resources or have to give up jobs to care for a family member frill time. The psychological and 
financial stress is overwhelming as families struggle to provide care with little or no help from existing 
state service systems. * 1

Today, more and more people survive brain injuries, thanks to advances in medicine and trauma care. 
The for-profit brain injury rehabilitation industiy has grown rapidly in the last 10 years until it is now 
generating an estimated $10 billion a year in gross revenues.

However, state services have lagged far behind for people with brain injuries who are not insured, 
have exhausted their benefits, or have left the rehabilitation centers to live with their families or in the 
community. Today, only one in 20 people with traumatic brain injuries receives the rehabilitation 
services needed.

People with brain injuries, like everyone else, want good relationships with friends and family, respect 
and dignity, opportunities to develop and exercise competence, and opportunities to contribute to 
community life and make choices about their fritures. The growing advocacy movement is demanding 
that people with traumatic brain injuries be able to control their lives and the services they receive. 
Increasingly, legislators will be asked to set polices based on these values and create cost-effective 
systems o f care.

Though some forward-looking states are providing services targeted at the special needs o f  people 
with brain injuries, in other states services arc fragmented and inefficient. Many state bureaucracies
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have no central home for people with traumatic brain injuries. Services are spread over many 
departments, including health, mental health, education and social services, to name a few. This causes 
problems for the people with brain injuries and their families who have to go from department to 
department, trying to patch together services. It also causes problems for states as they look to 
developing policies that would more appropriately meet the needs of people with traumatic brain 
injuries.

States are trying to improve service delivery by establishing state councils, creating a lead agency for 
people with traumatic brain injuries, and offering case management to control costs by ensuring that 
people get the most appropriate services. States are paying for services through traditional sources o f 
financing such as Medicaid, vocational rehabilitation funds and state general revenues. States are also 
making use o f more innovative financing ideas, such as dedicated funding streams drawn from fees on 
motor vehicle violations, including speeding, drunk driving and seat belt violations. Other states are 
writing Medicaid home- and community-based waivers targeted at people with traumatic brain 
injuries.

States can reduce the catastrophic_costs of brain injury through prevention programs. Brain injury, 
unlike other illnesses, can be prevented in many instances. States can help prevent the incidence and 
severity ofbiain injury by passing and rigorously enforcing laws requiring seat belts, child restraints 
and helmets for motorcycle riders. States and localities can also launch educational campaigns to . 
increase the use o f helmets by bicycle riders and in other sports.

This publication is intended to provide legislators with the background information to help them make 
informed public policy decisions about systems of care for people with traumatic brain injuries in their 
states. The booklet is in a question and answer format and is organized as follows:

□ The first two questions define traumatic brain injury and its impact on people with brain injuries 
and their families. They raise issues o f interest to legislators, including the high cost to society, 
the high cost of inappropriate care, the inability o f existing service systems to meet the needs, 
aging caregivers, the growth of advocacy movements, federal legislation that will elevate brain 
injury to the national agenda, and the availability of data.

□ Questions 3 and 4 outline services needed by people with brain injuries and available federal 
assistance.

□ Questions 5 and 6 look at private insurance coverage for people with traumatic brain injuries 
and public/private optio hat might be used to support services, including publicly subsidized 
health insurance, state-fi need catastrophic health insurance, catastrophic riders to insurance 
policies, preferred provider organizations targeted at people with disabilities, state high-risk 
pools and self-sufficiency trusts.

□ Questions 7 and 8 look at state service delivery and financing of services for people with 
traumatic brain injuries.

□ Prevention efforts are addressed in Question 9, including mandatory seat belt laws, mandatory 
helmet laws for motorcycle riders and other strategies.

□ Question 10 presents innovative approaches by state and nonprofit agencies, including 
statewide programs, home- and community* based services, housing, jobs education, and central 
registries.
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AT THE Y BEHIND OIOVANNTS

FACTS ABOUT TRAUMATIC BRAIN IN JU R Y
f

* A  C a n s e r v a t i v e  e s d l i m a t e  p u t s  the n u m b e r  ol U u u m a t i c  b r a i n  i n j u r i e s  
o v e r  2 m i l l i o n  p e r  year, w i t h  5 0 0 , 0 0 0  s e v e r e  e n o u g h  to r e q u i r e  h o s p i t a l  
a d m i s s i o n .

* E v e r y  16 s e c o n d s  s o m e o n e  r e c i e v e s  a h e a d  i n j u r y  in t h e  U.S.; e v e r y  
five m i n u t e s ,  o n e  o f . L h e s e  p e o p l e  w i l l  d i e  and a n o t h e r  w i l l  b e c o m e  
p e r m a n e n t l y  d i s a b l e d .

* T r a u m a t i c  B r a i n  I n j u r y  (TBI) is the l e a d e r  k i l l e r  a n d  c a u s e  of  
d i s a b i l i t u  i n  c h i l d r e n  a n d  y o u n g  a d ults.

* E a c h  y e a r  7 5 , 0 0 0  to 1 0 0 , 0 0 0  A m e r i c a n s  will die as a r e s u l t  of a TBI. 
M o s t  d e a t h s  o c c u r  at time o f  i n j u r y  or  w i t h i n  the f i r s t  t w o  h o u r s  o f  
h o s p i t a l i z a t i o n .

* Of  t h o s e  w h o  s u r v i v e ,  e a c h  y e a r  a p p r o x i m a t e l y  7 0 , 0 0 0  to 9 0 , 0 0 0  w i l l  
e n d u r e  l i f e l o n g  d e b i l i t a t i n g  l o s s  o f  function. An  a d d i t i o n a l  2 , 0 0 0  w i l l  
e x i s s t  in a p e r s i s t e n t  v e g e t a t i v e  state.

* Y o u n g  m e n  b e t w e e n  a g e s  o f  15 t o  35 h a v e  the h i g h e s t  r a t e  o f  injury. 
M a l e s  a r e  m o r e  l i k e l y  to s u f f e r  s e r i o u s  h e a d  i n j u r i e s  t h a n  f e m a l e s .

CAUSES
*  M o t o r  v e h i c l e  a c c i d e n t s  c a u s e s  o v e r - h a l f  o f  all t r a u m a t i c  b r a i n  

i n j u r i e s :  A s s a u l t s  a n d  v i o l e n c e  a c o u n t i n g  for 30. ; f a l l s  a c c o u n t  for 
lOt, s p o r t s  a n d  r e c r e a t i o n  is 4S.

‘C h i l d  a b u s e  a c c o u n t s  for 64& o f  i n f a n t ; h e a d  i n j uries.

* E a c h  y e a r  in  the U.S. 5 0 , 0 0 0  c h i l d r e n  s u s t a i n  b i c y c l e  r e l a t e d  h e a d  
in j u r i e s ,  a n d  of  t h e s e  o v e r  400 die.

CONSEQUENCES
* P h y s i c a l :  i m p a i r m e n t s  of speech, v i s i o n  and h e a r i n g  loss, h e a d a c h e s ,  
m u s c l e  s p a s t i c i t y ,  p a r a l y s i s ,  a n d  s e i z u r e  d i s o r d e r s .

* C o g n i t v e :  M e m o r y  d e f i c i t s  (short a n d  long term), l i m i t e d  
c o n c e n t r a t i o n ,  i m p a i r e d  p e r c e p t i o n  a n d  c o m m u n i c a t i o n ,  d i f f i c u l t i e s  w i t h  
t r e ading, w r i t i n g ,  p l a n n i n g  a n d  j u d g e m e n t .

* P s y c h o - S o c i a l - B e h a v i o r a l - E m o t i o n a l  i m p a i r m e n t s :  F a t i g u e , m o o d  
s w i n g s , d e n a i l , a n x i e t y , d e p r e s s i o n , l o w e r e d  s e l f - e s t e e m , s e x u a l  
d y s f u n c t i o n , l a c k  o f  m o t i v a t i o n , p r o b l e m s  w i t h  i n t e r p e r s o n a l  
skills, i n a b i l i t y  to s e l f - m o n i t o r , d i f f i c u l t y  w i t h  e m o t i o n a l  contr o l ,  
i n a b i l i t y  to c o p e , a g i t a t i o n , e x c e s s i v e  l a u g h i n g  or c r y i n g  a n d  d i f f i c u l t y  
in r e l a t i n g  t o  o t h e r s .

COSTS
* The e c o n o m i c  c o s t  a l o n e  a p p r o a c h  $ 2 5  b i l l i o n  per year.

* A  s u r v i v o r  o f  a s e v e r e  b r a i n  i n j u r y  t y p i c a l l y  faces 5 to 10 y e a r s  of 
i n t e n s i v e  s e r v i c e s ;  e s t i m a t e d  l i f e t i m e  c o s t  cun e x c e e d  $4 m i l l i o n .

S O U R C E :  I n t e r a g e n c y  H e a d  I n j u r y  T a s k  F o r c e  Reports, N a t i o n a l  I n s t i t u t e  
o f  N e u r o l o g i c a l  D i s o r d e r s  a n d  Stroke, N a t i o n a l  I n s t i t u t e s  of  Health, 
B e t h e s d a ,  MD.

h t t p : / / w w w . t b i . p m r . v c u . e d u

http://www.tbi.pmr.vcu.edu
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M I S S I O N  S T A T E M E N T  O F  T H E  
B U I L D I N G  B R I D G E S  C A M P A I G N  F O R  M E N T A L  H E A L T H

k  E m p o w e r  m e n t a l  h e a l t h  c o n s u m e r s ,  t h e i r  f a m i l i e s ,  
p r o v i d e r s  a n d  a d v o c a t e s .

k  T u r n  a w a r e n e s s  i n t o  a c t i o n  f o r  A l a s k a ’s  m e n t a l l y  ill a n d  
e m o t i o n a l l y  d i s t u r b e d  c i t i z e n s .

k  I n c r e a s e  s t a t e  f u n d i n g  f o r  c o m m u n i t y  b a s e d  s e r v i c e s  
a n d  p r o g r a m s  s e r v i n g  p e r s o n s  e x p e r i e n c i n g  m e n t a l  a n d  
e m o t i o n a l  i l l n e s s e s . '

k  F a c i l i t a t e  a  g r a s s  r o o t s  e f f o r t  t o  p o s i t i v e l y  a f f e c t  t h e  
l e g i s l a t i v e  a n d  o t h e r  p u b l i c  p o l i c y  d e c i s i o n  m a k i n g  
p r o c e s s e s .

k  I n c r e a s e  c o h e s i v e n e s s  w i t h i n  A l a s k a ’s  m e n t a l  h e a l t h  
c o m m u n i t v .j

k  A d v a n c e  p r i n c i p l e s  o f  L i fe  D o m a i n s  a n d  c o o r d i n a t e  w i t h  
o t h e r  a d v o c a c y  e f f o r t s  in A l a s k a .
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Tel 9 0 7 - 5 6 3 - 0 8 8 0  • F a x  907 -5 63 -0 88 1  • Toll Free 1-800-478-0880
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D e a r

T h e  Building Bridges C a m p a i g n  is pleased to present to y o u  a c o p y  of our F Y 9 8  legislative 
priorities.

Building Bridges signifies the n e e d  of people with mental a n d  emotional illnesses to h a v e  
bridges to their families a n d  communities. L a c k  of treatment a n d  support results in isolation 
a n d  dysfunction. W it h  bridges of treatment a n d  support, full c o m m u n i t y  participation, 
contribution, a n d  responsibility are possible.

O n  M a r c h  18th, 19th a n d  20th, the Building Bridges group (family m e m b e r s ,  consumers, 
service providers, a n d  friends) will c o m e  together in Juneau. T h e  p u r po se  is raising public, 
legislative, a n d  administrative a w a r e n e s s  regarding mental health a n d  the n e e d s  of those 
w h o  experience mental a n d  emotional illnesses.

W e  appreciate the support the Alaska legislature h as  provided for d e v e l o p m e n t  of a mental 
health service s y s t e m  over the past several years. T h r o u g h  your support w e  h a v e  m a d e  
significant progress in establishing services for s o m e  of the groups w h o  suffer mental 
illness. Unfortunately, our s ys te m  is still lacking critical elements.

W e  a sk  for your support. W e  m u s t  stabilize the service s ys te m  that is already in place in 
our communities. Also, w a y s  m u s t  b e  found to continue the d e v e l o p m e n t  of necessary 
services. T h e  Building Bridges C a m p a i g n  endorses the Alaska Mental Health B o a r d ’s 
S h a r e d  Vision Plan a n d  F Y 9 8  F u n di ng  R e c o m m e n d a t i o n s  for Alaska’s C o m p r e h e n s i v e  
Mental Health program. T h e  portions of the Board's r e c o m m e n d a t i o n s  w hich w e r e  
prioritized b y  Building Bridges are presented to y ou  in this booklet.

W e  thank y o u  for your time a n d  for the opportunity to m e e t  with y o u  a n d  your staff.

Respectfully,

Building Bridges



B u i l d i n g  B r i d g e s  C a m p a i g n

T h e  Building Bridges C a m p a i g n  is a rural a n d  urban g ro up  of

W h o  a r e  w e ?

consumers, family m e m b e r s ,  a n d  providers. W e  suffer from and/or 
provide services for people w h o  experience mental a n d  emotional illnesses. T h e  people w e  
are advocating for h a v e  inadequate resources to obtain a de qu at e  mental health care.

W h a t  d o  w e  w a n t ?

T h e  Building Bridges C a m p a i g n  w a n t s  mental health care which is:

W h a t  is m y  s ta ke  in this?
T h e  pain a n d  loss for our children, family, friends, a n d  neighbors is real a n d  unrelenting. 
W e  h av e  c o m e  forward to share our experiences with you.

W h a t  a m  I a s k i n g  f r o m  y o u ?
I n e e d  your help and vour leadership to ensure adequate mental 
health care for Alaskans.

Affordable

Accessible

£ Within our C o m m u n i t y  

High Quality

Specifically, w e  a s k  y o u r  s u p p o r t  for:

A  fully d e v e l o p e d  s y s t e m  of m en ta l  health care

C o m m u n i t y  m e n t a l  health p r o g r a m  grants

M e d i c a i d  p r o g r a m  f un di ng



B u i l d i n g  B r i d g e s  C a m p a i g n

When people are unable to receive adequate community mental health 
care, the results are felt in other areas of the community.

W h e n  C o m m u n i t y  C a r e  is n o t

a v a i l a b l e  t o :  C a r e  is Provided by:

P e o p l e  w h o  are in crisis
Emergency Rooms 
Hospitals

P e o p l e  with m e n t a l  illness

Alaska Psychiatric Hospital 
Correctional Facilities 
Private Hospitals

Children with E m o t i o n a l  D i s t u r b a n c e
Private Hospitals 
Public Institutions

P e o p l e  with A l z h e i m e r ’s  a n d  Related 
Disorders, o r  S e n i o r s  with Men ta l  
Illness

Public Institutions 
Private Hospitals 
Nursing Homes

Adu lt s  with E m o t i o n a l  P r o b l e m s
Physicians 
Correctional Facilities

The results of inadequate community mental health sen/ices are 
inappropriate and more expensive treatment.



Legislative Concerns 

E d u c a t i o n  R e g a r d i n g  M e n t a l l l l n e s s

B u i l d i n g  B r i d g e s  C a m p a i g n

P e o p l e  a r e  n o i  m e n t a l l y  ill o r  e m o t i o n a l l y  

t r o u b l e d  b y  c h o i c e .

T r e a t m e n t  f o r  m e n t a l  i l l n e s s  a n d  e m o t i o n a l  

d i s t u r b a n c e  w o r k s .

C o m m u n i t y  t r e a t m e n t  w o r k s  b e t t e r  a n d  

c o s t s  l e s s  a n d  i s  p r e f e r r e d  b y  t h e  p e o p l e  

r e c e i v i n g  s e r v i c e .

F Y 9 8  B u d g e t

The primary support for 
mental health services to 
people without enough 
money to pay their own 
way comes from state 
grants and Medicaid. 
Both sources are 

ecessary to continue 
si .ccessful community 
/eatment.

i i



Building Bridges Campaign

FY98 Budget Priorities

B u i ld in g  B r i d g e s  e n d o r s e s  t h e  f o l lo w in g  b u d g e t  r e c o m m e n d t i o n s  
f o r  p r o t e c t i o n  o f  b a s e  b u d g e t  a n d  f o r  b u d g e t  i n c r e m e n t s .

T h e  i n c r e m e n t s  p r o p o s e d  a r e  t a k e n  f r o m  t h e  A l a s k a  M e n t a l  
H e a l t h  B o a r d ’s  F Y 9 8  B u d g e t  R e c o m m e n d a t i o n s ,  d a t e d  J u l y  31, 
1996 .

T h e  B u i l d i n g  B r i d g e s  g r o u p  s u p p o r t s  

t h e  f o l l o w i n g  l e v e l s  o f  p r i o r i t y  :

t le v e l is fo r  no  cuts to  the m enta l hea ltt 
in e ither grants o r  M ed ic a id  budgets.

creases o f  se rv ic



FY98 Priorities 
Summary by Budget Request Unit

DMHDD Mental Health Services Grants

Building Bridges Campaign

First Level = No Cuts
Funding at Base Budget Levels $26,689.1

General Community 
Mental Health

Psychiatric 
Emergency Services

Chronically Mentally

Seriously Emotionally 
Disturbed Youth
Native Assoc. BRU’s

$ 888.4

$6,777.4

$10,918.7

$ 5,789.8 
$ 2,267.0

S e c o n d  Leve l

FY98 Alaska Mental Health 
Boa rd ’s Recommended 
P roposed Increments

$8,736.3



Supporters of the BUILDING BRIDGES 
Campaign for Mental Health

Northern Reg ion

Copper R iver Mental Health Center 
Fairbanks Community Mental Health 

Center
Family Centered Services of Alaska 
Four Rivers Counse ling  Center 
Maniilaq Counse ling  Services 
North S lope Borough Community 

Counse ling  Cente i 
Norton Sound Community Mental Health 

Center
Railbelt Mental Health & Addictions 

Program
Tanana Chiefs Conference Mental Health 

& Alcohol Program 
Tok Area Mental Health Center 
Yukon Flats Care Center 
Yukon-Koyukuk Mental Health & Alcohol 

Program
Yukon-Tanana Community Mental Health 

& Substance Abuse Program

Southeast Reg ion

C O H O  Mental Health Services, Inc. 
Community Connect ions 
Gateway Center for Human Services 
Islands Counse ling  Services 
Juneau Ai.'iance for the Mentally III 
Juneau Community Mental Health Center 
Juneau Youth Services, Inc.
Lyn C ana l Counse ling  Center 
Petersburg Mentai Health Services, Inc. 
SEARCH-Behaviora! Health Services 

Division 
Sound Alternatives 
Wrangell Mental Health Services, Inc.

Southcentra l Reg ion

Aleutians East Health Department 
Alaska Spec ia lized Education & Training 

Services 
Anchorage Center for Families 
Bethel Commun ity Services 
Bristol Bay Area Health Corporation 
Central Pen insu la Counse l ing  Sen/ices 
Kodiak Island Borough Mental Health 

Center 
Life Quest
Seward Life Action Counc il 
South Pen insu la Community Mental 

Health Center 
Southcentral Foundation 
Southcentral Counse ling  Center 
The ARC  of Anchorage 
Yukon Kuskokwim Health Corporation 

Commun ity Mental Health Center 
Valdez Counse l ing  Center

Statew ide A d vo ca cy  Organ izat ions

Alaska A ll iance for the Mentally III 
Mental Health Association in Alaska 
Mental Health Consumers of Alaska 
Disability Law Center of Alaska


