To: Members, Senate Health and Welfare Committee
From: Laura Ziegler
Re: §.287

Further below is a relevant excerpt from a report that was posted by the NYS
Commission on Quality of Care. | wanted to flag this:

"When they studied 100 patients in psychiatric inpatient settings, Hall and colleagues
(1981) found that 46% of patients had previously unrecognized medical illnesses that
directly caused or exacerbated their psychiatric symptoms."

| can't access the cited Koranyi article, but from a (truncated) description in the preview
of another article citing it:

"Koranyi's (1979) work was among the first to use large samples of patients. in a study of
over 2,000 psychiatric patients, he found that 43 percent had at least one medical iliness.
Nearly 46 percent of these illnesses had previously gone unrecognized by the physicians
who made the referral for psychiatric examination and treatment. Koranyi also noted that in
20 percent of the patients, the physical illness was the only identifiable cause of the
psychiatric symptoms that formed the basis of the initial referral. He observed that the failure
to recognize illness was highest (84 percent) when the patient was self-referred, second
‘highest (83 percent) when the patient was referred by a social services agency, and third
highest (48 percent) when the patient was referred by a psychiatrist. The lowest rate (32
percent) of failure to recognize existing iliness ...

From a more recent article:

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC1831667/

Medical Comorbidity in Women and Men with Schizophrenia:
Carney, C. et al, J Gen Int Med., 2006 November; 21:11; 1133-1137

Primary care and behavioral health providers dealing with apparent exacerbations of mental
illness in their patients with schizophrenia may need to consider whether symptoms are
being driven by undiagnosed medical conditions. Unfortunately, failure to treat medical
conditions in persons with-schizophrenia is a common problem,17-19,21 and these patients
are more likely to report substantial barriers to care including economic barriers and delays
in seeking care.10 Even among insured persons with mental disorders, risks for delaying
care or not receiving needed care are substantial.22 Reasons include failure of psychiatric
providers to ask about medical issues and patient inability to identify primary care provider
by name.23

http://www.cqc.state.ny.us/sdmc/medicald‘ecisionmaking_Dr%ZOSchwartz.htm
[THIS IS NO LONGER A WORKING LINK]



Medical Decision-Making for People with Chronic Mental Impairments

by Charles E. Schwartz, M.D.
[Reprinted with author's permission from Choice & Responsibility: Legal and Ethical
Dilemmas in Services for Persons with Mental Disabilities]

A Fundamental Problem: Poor Medical Care

Any discussion of issues relating to medical decision-making for people with chronic
mental impairments must begin with the recognition that these individuals have
traditionally received terrible medical care. Multiple studies have thoroughly
documented the alarmingly high rate of undiagnosed medical problems in individuals
with significant mental disabilities. In a review by Erwin Koranyi (1980) of a dozen
studies conducted over a 40-year period involving some 4,000 mentally disabled
persons, approximately half had major medical ilinesses, and in one-half to
three-quarters of these individuals, the major medical illnesses went unrecognized. Poor
medical care occurs both in public institutions and in community-based residential and
outpatient care settings.

Undertreatment

In psychiatric outpatient settings, Hall and colleagues (1978) found in their study of 658
patients that 9.1% had medical disorders that might be producing the patients'
psychiatric symptoms and that three-fourths of these disorders had been unrecognized.
Koranyi (1979) reviewed some 2,090 outpatients and found that 43% had one or more
medical illnesses; referring psychiatrists had missed 50%; referring medical physicians
had missed 33%. In self-referred and social agency-referred patients, where almost
100% had one or more illnesses, some 46% had gone unrecognized. Koranyi further
found that 18% of the medical disorders were causing the psychiatric symptoms, 51%
were exacerbating them, and 31% were serious but unrelated.

When they studied 100 patients in psychiatric inpatient settings, Hall and colleagues
(1981) found that 46% of patients had previously unrecognized medical illnesses that
directly caused or exacerbated their psychiatric symptoms. An additional 34% of
patients had unrecognized serious co-existing medical problems. In fact, only 20% of
the psychiatric inpatients were free of significant undetected medical problems.

Martin and colleagues (1985a, 1985b) demonstrate the unfortunate consequences of
poor medical care. In their seven-year follow-up study of 500 individuals with chronic
mental impairments, it was found that the mortality rate was twice that of matched
individuals who were not significantly mentally disabled. And, in several investigations
conducted by the New York State Commission on Quality of Care for the Mentally
Disabled concerning the deaths of individuals residing in group homes for
developmentally disabled persons, it was found that the individuals were exhibiting
symptoms of diseases which claimed their lives, but the symptoms were mistakenly
attributed to "behavioral problems" or emotional factors.



* Example

Ms. R., a 63-year-old woman with mild mental retardation was transferred from one
group home to another. Soon after the transfer she began to complain of abdominal
pains, and she refused to eat. Known to be a "picky eater," staff thought that she was
just nervous over the recent move. Even when she experienced bouts of vomiting in the
following days, administrative and nursing staff, without the benefit of ensuring a full
physical examination, concluded she had a "nervous stomach" and was anxious over
the recent transfer. On the fourth day after the move, she vomited what appeared to be
black fluid and was taken to the hospital. She arrived unresponsive and died shortly
thereafter. The cause of death was septic shock and gastro intestinal bleeding due to an
abdominal catastrophe.

Overtreatment

At the other extreme, individuals with significant mental disabilities also run the risk of
being inappropriately overdiagnosed and overtreated. For example, it is widely
recognized that elderly patients with dementia who enter acute medical/surgical facilities
may be subjected to an array of invasive diagnostic tests and therapeutic procedures,
the risks and adverse consequences of which, including significant discomfort, are
much clearer than the benefits.

* Example

A physician approached a surrogate medical decision-making panel in New York State
on behalf of a 74-year-old profoundly retarded individual who lacked the capacity to
consent to medical care and had no relatives. The physician sought permission to
perform a cystogram, a biopsy of the prostate, a transurethral resection of the prostate,
a craniotomy, and an insertion of a gastrostomy tube for feeding. The request for the
procedures was denied by the panel as being medically futile; the patient was
semicomatose with terminal brain cancer.

Contributing Factors

Why does this inappropriate under- and, at times, over-medicalization occur? Hoffman
and Koran (1984) describe "disease-related, patient-related and physician-related
factors."

By “disease-related factors," Hoffman explains that many medical disorders may first or
most prominently present with changes in mental status. In addition, many symptoms
can be associated with either medical or nonorganic mental disorders, e.g., weakness,
fatigue, gastrointestinal complaints, anorexia, shortness of breath, anxiety, depression,
and hallucinations. *

* Example

Mr. J., an 80-year-old gentleman with dementia living at home with his wife, is brought



to the hospital because he is up all night "ranting and raving and sitting by an open
window, driving his wife crazy." On medical evaluation, however, he is discovered to
have congestive heart failure with orthopnea and paroxysmal nocturnal dyspnea. What
was initially mistaken for psychopathology was physiological in nature; due to fluid
back-up in the lungs, Mr. J. could not lie flat and would periodically awaken and need to
sit bolt upright at the window in the acute air hunger characteristic of severe congestive
heart failure.

"Patient-related factors" include the off-putting appearance and behaviors of some
individuals with mental disabilities, particularly those individuals who are not receiving
appropriate assistance with these matters. As Hoffman puts it, "A malodorous, dirty, and
obstreperous patient discourages close, prolonged, and careful scrutiny." In addition,
persons with serious mental disabilities may be unable to provide good medical
histories and may be uncooperative with examinations and tests. As Jonathan Borus
(1987) points out, "Almost one-half of public sector mental health patients studied [in
studies like those quoted above] did not participate due to lack of cooperation...."
"Physician-related factors" include an all-too-common aversion to individuals with
mental disabilities. Physicians are often unsympathetic and sometimes frankly
frightened by these patients. Physicians may have subconscious emotional biases that
mentally impaired patients are subhuman and not really people, or may find those
patients frightening reminders of the tenuousness of their own mental health. Physicians
may even irrationally fear contagion. In consequence, physicians may too often perform
inadequate evaluations like the classic hasty "medical clearance" of patients presenting
for psychiatric care, and grossly underdiagnose and treat.

* Example

Ms. 1., a young woman with a chronic mental illness, was admitted to the surgical
service after swallowing glass. She was followed by the surgical house staff without any
surgical intervention despite psychiatry's repeated misgivings. In retrospect, the director
of the surgical service stated that this approach had been dangerous, and surgery ought
to have been performed to remove the glass before it passed through narrow segments
of the gastrointestinal tract.

Conversely, physicians may be overly zealous and aggressive out of reaction formation
to their hidden distaste, out of a failure to see the patients as fully human, and out of the
absence of a counterbalancing capable voice representing the patient and saying "No"
where appropriate.

It is sometimes thought that all individuals who agree to medical treatment are capable
of making that decision, and that only those who refuse need psychiatric evaluation. In
fact, patients who accept medical intervention may be as incapable of making their own
informed medical decisions as patients who refuse it, and we should always consider
whether they are capable of making such decisions.

Need for Advocacy

What is clear is that individuals with chronic mental impairments need advocates to help



them negotiate their successful passage into and through the medical care system.
Such advocates must insure that patients are fully informed of their needs and options,
given sound expert medical advice, and heeded when they are capable of making their
own decisions. Advocates must insure that medical care is accessible and of high
quality. And finally, when patients are incapable of making their own decisions, such
advocates must see that appropriate surrogate decision-making is set into motion.
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POMONA, NEW YORK 10970
(914) 364-2826
Fax # (914) 364-2896 FREDERICK T. ZUGIBE, M.D., Ph.D.
CHIEFMEDICAL EXAMINER

Coalition for Disability Rights

In response to your query as to whether the most recent psychotrophic drugs on the market have
a similar potential to cause serious side effects or even death as indicated in my article:“Death
Due to Psychotrophic Drugs (Legal Medicine 1980 edit. by Cyril Wecht , Saunders
Publish.Co.), it is my opinion that they do. Moreover, many of the more recent drugs reported
touting their safety characteristics have not vet stood the test of time and postmarketing
assessment is yet to bc fully cvaluated Moreover drug interactions preqent a further hazard to
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I bring this matter befors you out of sheer desps - ey 2
last twenty years of my life havz bean dagtroyud gysgﬂ;iﬁfzzrigdd:Eﬁsf a1124tion that the
dhf'"hlhp philosophy of mental hospitals is ahyons who zpmes through their doora(‘.s crazy

er they are or not and everyone gsts drupged whother they like it or not. “Innocent
P”Opl‘ are being vi€timized by psychlatry. Oh they'll/4ry t0 justify their atrocities by

gaying that drugs have lowered:ths population of mental hospitals but thousands of peopla
412 baing sent to mental hoapltals for 90-day observatign periods for meraly spﬂaklng too
‘Loud or at the wrong time in court and as a result having their lives destroyed. I was one
:ofssthem. I was committed in 1970, at the ags ol 20, shortly after I got back from Vietnam,
bvcausn I objectad about the pettiness of my crime which was "hitchhiking on the wrong side
‘of a sign. Whan I got to the hospital they told me to toke a drug, I sald no, and they
‘pinned me %0 tLhe floor and injected it. I say to you. I shout to tis heavens. THERE IS
SOMETHING DESPESATELY WRONG WITH THE MENTAL HEALTH SYSTEM AND IT'S GO TO BE CORRECTED.
‘God never meant for this tragedy to befall mankind. I'm telling you, 7enbtal hoqpltals ars-
.houses of horror. S
Itve baen in tha jaws of death (Viatnam, 3 bronze stars & purpls hgarh), and death is
. one thing bub psychiatric drugs are hall on. Barth. The worst violations of human rights
ol Barth are happening in montadl hospltals. Too many psychiatrists thinkK drugs ars the
" answsr, to everything. They are even taupght thab ip schrol. There aren't very many psycli-'
“iatric drugs that don't harm.the brain and other organs in.ona way or the ‘ther. Some of® i
them actually cause ‘illnessas, Tardive dyskinesia is one. Psychiatrists aimib to this yat
8411l force patients to take the poison. I know God never meant for tha'humanlbrain o be
tumpﬂrrd with the way they are doing.

Thara strongest drugs, called phenothiazines, block a natbral pain kille- callad end-"
orphins, preducad in evaryone's brain and whan this blocking action oceurs, it causes the
victim 40 go.through utter hall and agony all over. Thsir.tongues, throats an¢ bowel move-
ments dry up, spasch bacomas impaired, tongus swells, losa of control of diffaernt parts of
the, body, even the muscles that control facial exprassion, and fidgebiness caused by in-
ability to find comfort in any position. It is not possibla for you to imagine what kind
:0f hell that is. The body has to have these endorphins in order to completely relax.

These drugs, I call tham poison, wers mads in the early 1950's by some Buropsan scian-
tists. Thorazins (also known as chloropromazine), the grandaddy of them all is still the

~most widely prascribed. Thay have many-different names, made by differebd companlas but
all do basically the zome thing as thorazina. And that is another part of the problam, all

- 'of’ the pharmaceutical companies that have to mest their quotas, Thia ds 1like a runavay 4rain’
and iL's gol. tn be stopped. '

Thesa peopls always '-lova 8o much to say that peopls with mantal problems have 2
dis=ase, Thay love 1o uss that word. I have alwayd associated the word disease with an
infection of physical matter. K Most people that have mental problams Just don't-have thalr
thinking, ripht anc they don't need any drugs- that ‘only causa’ more problems. They, love to
slap labels on everyone. Different personalitiss or a manic phase or a depressive phass,
wosh of o tims ars only love nnd hata and .sreryone .nxperiences love and hate. “

IForcing peopls to take drugs against their will is insanity in ltselfl.-’ How can a
doctor look a patiant in ths eye knowing that that patient. knows he is forcing an unwanted
drug into his body against his will? -How can they call themselves doctors? A doctor is
supposed to care how his patlent feels. If a patient tells his doctor a drug makes him
fr2l bad, then in God's name, what right does that doctor have to say take it anyway? 1
consider these paople monsters- no less than Hitler.

D6 you romember when Hancy Reagan used to tell averyons to say no to drugs? Well that -
should apply Ln?ld’ of institulions ua well as on the sbrasts. I liks clean blood.

50 I sumanrize by saying that it 4s obvious that a systematic poisening of mental pat-,
ients is taking place in Lhis country, and two things make it obvious: Criminally committed
mental patients are forcad tn take drugs whila others are netl & If 2 mental patieznt is not
psychotic, bredking windows on albacking panple what's’ the need to force drugs inte him.

Hava 'you aver -ssen one of thoae movies. Whare the vlctmm is pleading Tor help while:
tha tormentor is all smiles and making avnrvth.ng appear to be all right? That is the
plirht of the typical mental patisnt today. It is.a silent scream. A horror. What I say
is true. I dimplora you! T beg you to help me make them stop forcing drugs into my body.;
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Testimony of Jenelle Johason o
Vermont Legislature ”
Housc Judiciary Committee

Rc S lO3 (Commumty Forced Druggmg Bx[l)

S “v January 28, 1998 PP SN I
ts , : | | L ' . N . .
Jenelle Johnson: Hello this is Jenélle Iohnson o e e
Rep [ . } HeHo ,Jenelle tkus s the House Judncxary comrmtfee in Vermont We apprecnate

your taking thetxme to visit with us.

Jenelle J ohnson Wel[ thank you for takmg the txmc to hstcn I guess [Il )ust kmd of start -
telling you my story. Basically the miairi thing [ want people to know about this is that previously
[ had no psychiatric history.and thatthis can happen to anyone, it doesn't just happen to the
psychiatdc population Your brothef or you or anyone walking down the streets can get T.D.: [ -
didn't know that until about two and. half years ago. [ got food poisoning really bad:. ['was '
admitted to the hospital and given an mjectton of Reglan.

[mmedrately after my first injection I had symptoms but they didn't know what. it was, and they ~
didn't really diagnose it until {-had three -- it was [.V., I believe -- [ went into full - dystonic
posture. My back was.arched off the bed and [ couldnt breathe very well, it was really awﬁxl
They immediately began to try to reverse the reaction with Benadryl and Cogentin and other -
drugs that are used.to reverse. theseitypes of reactions. It took my body about two hoursto-
respond to what they're giving'me to reverse it. Normal people--[ say "normal” in quotes --

usually respond in'five or.ten'minutes. [ had been hospitalized for about eight days total that first

time [ was in. My food poisoning was gone in about three, but I had some major problems aﬁer
the drug reactions and [ was kept in the hospxtal _ -
After [ was dlscharged I had alt kmds of problems with movement. [ had Parkmsons I had fa
akathesia, [ had all kinds:of cognitive problems, until about a week I tred to go back--[.also . _
should let you know that { am a pre-veterinary student. [ was getting A's and B's everything was '
all good before this happenedsbut [ tried to go back to school and I had -- now [ know.it's called "
akathesia. It's a nervous restlessness inside, [ can't explain it to you specifically unless you've hiad *
it and you know what it's like. ‘I could probably sit in class for about ten minutes, and then I

would have to go.out in the hallway and pace back and forth and tap. [ tried to hide it from
people because I didn't want people to see what was happemng to me and [ didn't understand

what was gomg on

[ werit back tq the health?center, wheré it was diagnosed as an anxiety disorder and [ was given
Xanex and Jgot worse'when 1 was ori'that. I was probably on it only about four days, because I
couldn't stand it. It made me worse, and eventually [ was readmitted to the hospital. During that
time there [were] a lot of different people that saw me and there [were] a lot of people that now [
know diagnoséd me correctly, but at that time {. was misdiagnosed as psychiatric because of the



movements. They said [.was either faking or [ must have a psychoszs and that's why [ was acting
this way. There was a lot of -- they would threaten me. They came-ifi and told me that if I didn't
stop shaking they would take me to the psychiatric ward and drug me. There was a lot of that,
that happened and [ was termfied. ['d try to hide my hands under the covers when they came in so
that they wouldn't take me away. [ was very scared, and [ knew that it was my body and there
was nothing [ could do about it. [ knew there was nothing wrong with me ia theipsychiatric sense
but at the time when all this is happennng to you and --you know -- you're shaking. [ had
ballismus, where your hands just -- your arms and legs just kind of throw. I didn't know if --
maybe [ was, I started to second guess myself even though it was p’hysical. '
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Anyway, at that time, because of the second diagnosts, [ was gwen some mJectlons of Thorazine
and it made me worse. They still were saying that it was psychotic.and --there [were] just: tlmes ,
when [ couldn't-breathe; my eyes, [ had dystoma in my eyes where my eyes' ‘wouldshut really’ -
tight. There were all kinds of things that would happen to me. I had a lot of things gomg on ,
then, but eventually [ was dxscharged from that hospital stay and I'm lucky that [ got out ofthere’

[ think a lot of it had to'do with'r my parents and you know, that [ had. people there who he[ped ;
me get through it, and helped thern lét me go [ guess you might say that if ['didn't have my =~
family and my support groip I probably would have been taken to the psychiatric unit of the "
‘hospital and sometimes now [ wonder if [ wouldn't still be there just because of the way that the ‘
" drugs they gave you comatose yeu -and a lot ofstuﬁthat the drugs.did to me: made me seem ‘

r

like [ was psychiatric. o

AT

[t was very traumatxc buit [ got out arid [ weat home to my hometown [dropped out ofschoe[

and when [ got home ['weit t6 another doctor at home He kn§w that,[ had movement dxsorder,‘ﬂ '
he didn't know what it was. He basxcally didn't worry about the records-that L brought-with i me’
because he knew that most of'it was not valid, it wasn't nght and so_he tried to:make hls own e
diagnosis based on what he saw. He diagnosed me with Setdenham s chorea;which is a
movement disorder, usually chtldren get it when they have rheumatlc fever - But.it was another
misdiagnosis, and'the treatment for Sétdenhams chorea is neuroleptics. - . - i L oo P
[ was put on Haldol and within four days [ was back in the hospital with my jaw almost

dislpcated from dystonia. [ couldn't walk. [drooled. [ couldn't speak: Itgotin my: tongue and
my throat. I had dystonia basically all over my body. A lot of my cognitive abilities were getting
worse. [ got so that [-couldn't remember what people told me five minutes before. At this ttme

he decided to put me on Artane with the Haldol, and [ was on both of them for about 2:1/2 -
months. And during thattime I had all kinds of awful things that [ went through-=hallucinations-
“and seeing things, hearing things, all kinds of stuff that these drugs were doing to me,atd knew -
that it was the drugs, but [ thought that the drugs were going to help me get better. Afnidiso that's
why [ told hum about it, told peop[e what was going on and it didn't help. Nobody really knew '

what to do. e m L

[ actually ended up going off [the drugs], and thisb would have been December; 50 1t was actually
three or four months after this all had started and [ enrolled for school. I had thought that no
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matter what | wanted to be back here atthe“university and doing what [ loved to do best, and
leammg and [ knew that [ had a lotof difficulties but { just wanted to get back with my ltfe sol
came back, and [ had a lot of problems with school. ‘[t was probably thie worst semester that ['ve
done at the university, but it was because [ didn't know:w hat'was wrong w1th me and [ was ‘
having all these problems that no one c0uld really tell me answers to."

* ¥
About three months later--and [ guess its what they call drug: hohday, when you go ‘off the drugs
and then you kind of get better--so [ could walk and things were more normal: I 'still had some
problems with different things, but it wasn't near as severe. About three months later [ 'started
limping to class and [ called the doctorback and at:this tifie, [ started gettmg akathCSta the v
nervousness. | started shaking, [ had stereotypy , ['had all kinds of" ttungs that started happemng
again. [ called him up and he said that he thought it was a relapse and so he put me on Thorazine
and after [ started the drug this time--this time it seemed like [ was getting better. [t covered up

my symptoms so it looked. like [ was' getting better on the drug. [ wason -Thorazine for about B

and he put me on Artane with it so [ wouldn't have'to worry about’ dystonia--the dystonic ~
reactions, anyway~-l had some no matter what, but it got better

[ was on that for about two and a half to three months; arid: then ['got off of it” At this tirne it was
like--I probably felt better than [ had in the previous year, jut because this time when [ went off of
it [ really seemed to improve a lot more than [ had before And so 1 enrolled for summer school

I was extremely athletic | I have climbed'a lot:0f mountarns in the Rockies, in the Tetons, { skted

| swam, [ did all kinds ofthmgs and thatsummer [ was jut excited that { could walk and do

things again  So every day [ would go out'and go swimming and run every morning on the

track [ just tried to get back to the way [ was, and that probably lasted about three and a half
months, maybe four months, and at that time everything came back agam So [ had a ltttle drug
holiday over the summer and then { started my nightmare again™

Lhis time it was probably the worst [t's the worst it's every been [ called my mother the second
week of classes in the fall and { told my mother [:coulda't walk to class 2 any more at all and I o
needed to find someone to-help me firid out ‘what was ‘wrong with mé We went to Mayo' Clinic

and they diagnosed me with a movement disorder--well [ ¢ould have told them that, but it was all
we got. [ got a summary record from them that listed everything that they had tested me for and

all the possibilities, and at that time [ went home.

~ About this time [ was probably pretty much'a quadriplegic ‘Within about a month or two [ could
not feed myself, dress myself, bathe myself. <People’ had:to--[ had to have twenty -four hour care
pretty much. But with my few fingers that worked for typing [ sat at the desk and [ typed things
‘at the [nternet. [ matched my symptoms with different diseases and that's when I found tardive
dyskinesia. [t was sitting on this computer:scréer in front'of me and [ read it'and [ cried. I was
basically enlightened as to everything that had happened to me in the past year just by typing : a

few words into the [nternet [ showed my parents and we all kind of cnied and pondered it
together and didn't know what to.do rally because no doctors had told us thtS we kmd of ﬁgured:‘
it out for ourselves s N g
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things about T.D. and [ came here to see him and tell him my story. That's when [ knew that -
that's what had happened to me. Since then ['ve gotten better. I'can push my owii wheelchaif
now, and I can walk but not sxgmﬁcant[y, when [ came back.'[.dohave some sxgmﬁcant leanung
disabilities because of it and the rehab services here are really good to help me'6ut with that."T
learned how to compensate for it and ended up doing really good. I gota scholarship and did a
lot of things to help myself get back.on track-in- Splte of what happened But thats basically my
story. So, if you want to ask questrons GonE

e

Rep Lippert: Well first let me thank you for shanng your story Can [ ask jutto make sure [ do‘ f A

understand correctly what initiated all your long series of medxcatlons was an mmdent of food
poisoning and not an incident of (pause) mental illness as such'? PR ‘

Jenelle Johnson Yes [had cam pylobacter whxch is usually caused by chtcken or water. - And I

was treated with Reglan whtch 1sa gastromtestmal drug that they use for abdommal pain’ and
such. » :

Rep: [see. And is that initial drug -~ I'm not familiar with thatfdrug. ‘

Jenelle Johnso. It's called Me‘l’eclopramtde [ts a neurolepttc and 1ts used malnly for
gastrointestinal illness. [ think it's one of the highest--and [ don’t want.to be quoted, but I thmk
it's one of the highest incidences ofdystoruc reactions. [t's just not-known as well for T. D
because people aren't on it as long as they are:on the well known-—hke antr psychoucs hke Haldol
and Thorazine L S T . N .

'VIK

Rep: May [ ask, have you taken any steps to protect yourself' From future adnurustratlon of these h

drugs? .

Jenelle Johnson: [ have a necklace [ wear (tape change gap) [ dont 180 [to doctors] because
['m scared, but when [ do go or when I have to-get medicine, I tell them, no, [ can't have any of -
these drugs and I list them as ailergles because, you know; that's what' you usually dre asked about ‘
is allergies and : e ; 2 x

so [ I4st them so they can't gwe ther to me.

Rep. Little: Does Dr. S prague -- is he able to relate this T.D. back to:a particular person or event

At this time, [ found Dr. Robert Sprague's name on the Internet; when I'started séarching dlfferent ; “

or series of events so that he can tell you, when the onset,of that was iri the htstory you 'vé ngen to -

us? A R T e ) yot

Jenelle Johnson: Let me think here.. When [ had the reaction to. Reglan this:was after thrée
injections--I had initial dyskinesia. So, [ don't know if at that point:its considered tardive -
dyskinesia, because it's not in the absence of drugs yet. And I don't know exactly how long you '
have to go without them before its considered tardive, but I was off the drugs, I was off Reglan
for about 2-1/2 weeks with severe, severe symptoms. And then when [ got bach to hospital--and



{ don't know how long that might have lasted -- before it might have went away or whatever, but
it was pretty severe, so it would have been probably considered tardive if it lasted for very long
but because [ was given more neuroleptics after [ went back that just exacerbated it. The first
time--I'm trying to think--when [ went off Haldol and Artane, I had a period of time when [ ‘
looked like [ was a lot better and that would have been considered a drug holiday. And so then,
when it returned after that, that's definitely tardive dyskinesia and that would have been after only
about two and a half months-of minimal exposure. [ was on maybe a milligram or two a day of
Haldol, but the Reglan is what started it. And that was the worst of it and that was three [.V.
injections. : .

Rep. Little: Anyone else? Just for your information, so you know who you're talking to here, this
is the House Judiciary Committee with about a quorum, and a number of other people who are in
the room as well, some of whom have testified, some of whom my testify, and we are trying to
grapple with this piece of legislation and do the right thing with it over the course of the next four
or five working days, and you've been very helpful. Does anyone have any questions here? [f not
then I guess we'll break for lunch. Thank you very much again.



et

v W RERE we Ll i Doolna e ol
g g aibbiet) B g s sanhy men g ey g
AT gteamdhamies kg oot ! L SRR TR CRRT ST (AN

SEAR RV TR SR SIS T B I R TRT I U TN TR

- -w-..-l_u:u-r'

A D . T gp ¢ e g
. DO L. D A ?--‘-_',‘a-i.‘-ﬂ by Tl : LY WP e d S e L e
. - . B - - )
R I LERVR NN s QP L DM 0 PR L S {t) IR N il T
’ e e b . . cen . . . Wiy e
R CICSEACTO AL R ) ST R | (e S I I L
. - . e o e e TP
BN T IR IC I LR PRI+ M I SR 4 B S B T8 RETR I
L]
S :, . % - \r l‘! "t ,,:.)
IR T P PO R A S . " LENRPI S LI
T N T R TS ' i A
N N . ten L . . o «
T PRI A NRRIER | coy -
H R AT A BT B Vv
|
- .
I
s .
.'f'
.‘.-.
’
;
. .
' .
B
. !
;
s
7
- ,-'
‘
.
- .
. . .
. . . .
.
e

1

i g R

g, Lol L e
TV S &

PR AETN ¢ ST
Aady L e

3
. . H
.
' v o -
. 5 N e
i N - -
A
7
/ }
h i
!
’“‘,.a--"“- .--
- —
———.
N -
.~ e
s
//
. .

e 5(,3‘:'«‘_:-.',‘;'-. g '!E-" .
crga 4

L



	Page 1
	Page 2
	Page 3
	Page 4
	Page 5
	Page 6
	Page 7
	Page 8
	Page 9
	Page 10
	Page 11
	Page 12
	Page 13

