President Barack Obama February 26, 2009

The White House
| 600} Pennsylvama Avenuc NW

Washington DC 20500

2009 lepislation
Improved admimistrative oversight and legslative review of Office for Civil Rights

Dear President CObama

Enclosed please find documentation demonstrating loss of correspondence and confusion
mvolving OCR employees, including Director Winston Wilkinson's executive ollice, concerning
a June 26, 2006grievence involving a HIPAA violation.

Thas complamt myolves the Kaiser Hospital Ombudsman aceepting a nonlegitimate Medical
Directive without verifying its authenticity, and relcased my dying daughter’s medical
information to this individual. As a result, my daughter, a cancer patient, suflered needlessly as
her medical care was affected as this individual caused havos in the hospetal. The motivation of
this individual was to ebtain my daughter™s $928K estate she recerved lrom a malpractice
arbitration.

The loss of cormespendence and mability of employees to send the gnievance o the comect
department in a timely matter. resulted in OCR refusing lo review this complaint due lo the 180
day limit as stated n the Privacy Rule at C.F.R_§160.306(b)3). Ths law also statcs, “the 180
day filing requirement may be waived if an individual has been actively pursuing other
administrative remedies, ™ which | was easily able (o prove, Enclosed 15 a news article where |
mel wilth ollicials of the DMHC and Business Transportation and Housing Agency and discussed
the: 1ssues concermng this gnevance. Although these agencies did not complete their
mvestigalioms concermmg tis gnevance until well into 2007, Marilou King J D)., Senior
Adwvisor, HIPAA Privacy Comphance and Enforcement, and Michael Kruely, Regional Manager
OCR Region IX, refused to comply with the Privacy Law, instead blaming me for notl complying
with the 180 day ume lirml. They only seemed interested m defending their employees neghgent
actions

This negligent work ethac resonated all the way to OCR Director Wilkinson™s executive olTice.
see 7/28/08, all comespondence faxed and maled was “lost™ three times.  Kathryn Hoppi from
the Office of Congressional Liaison (202-690-6786) who tried] 1o miervene on my behalf also
experienced the frusiration of loss of documents from Mr Wilkanson's office.

T have also not yel recerved a response from another concern contained in the 6/28/06 gncvance,
I/ Kaser policy of placing cancer patients at a low priority for blood transfusions ™
According o Pnncipal Deputy Director Robinsue Frohbose, il is under separale consideration by
the San Francisco Regional Office 1 have nol received a response m over Iwo yoears.
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Please note, 1 am not requesting assistance for my personal matier, nstead, [ am providing this
mformation as an example for this necessary legislation,

Improving admimstrative oversight and legislative review must be u priority as victims should
ol be forced to face the negative consequences caused by incompetent OCR emplovees. My
daughter, as well as many other vulnerable patients deserves the digmity, respect and protection
resulting from a fair investigation by OCR.

Thank you m advance for your atlention lo this matter.

smeerely,

Kb, ﬁﬂg_

Hillarie Levy (Robyn Libitsky’s mother)
2958 Chippewa Avenue

Sirmi Valley, CA 93063-2015
B05-522-5188

Hhilbareetd 3aingl.com
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Centers for Madicare pnd Madicaid Services hime 25, 2006

To whom this may conoem,

The eaclosed article by the LA Times, smde me compelind to contact this agency.

The scrious problemms described n the article mirror the contimuing problems reganding
Kaizer cancer putients, snother group of vexy ill and expensive patieats. My dasghier,
oot on medicere or Madicaid, she was the cxzeption. As my daughter roosived chemo
treatmends, pomstines on & daily basis, I observed these smas also poouring toward the
mostly dderly cancer pationtz. Keise™s saotivation is fmancial gem.

The anclosed axticle (o lactic sevoral other anticles regardimg wy Gght, scoch me oo
Googlejoxplaining my 4/17/06 visit to Sacoamentn wisre 1 was sucoeasfisl in making
changes where Katver nued inclede the arbiirstion awerd when reporting the information
t0 the: State, Forcing Ksizer to end their practice of not reporting sif responsible Doctors,
also inclodfes other issnes fcang comoer patiemniy:

(1) 104 policy of placng cenomr patinoty on # kow priovity for blood transfissions.
mmmmﬂmﬁﬁﬂhmpﬂiﬂﬁ
(3) Insppropristely promoting Hospice cire
{4) Lack of hemane trestment {(mentsl sad  phrysical abose by Doctors aurses and
rad
(5) Ombademan’s lack of knowiedgr in dxerminiag fatse md logitimate
docurmentstion

Unfistomately, sccording to DRJFC s 6/8/06 comespondence, the reason for their refasal

to comrect these howific problems i3 becanse they "fomnd no spstessic viclstions an these
ésmer” Identifying “sysiewic violations™ as a poguisits to tale sction end comrect issues,

a5 your dopt. bes discovered, is incffective. After all, LA Times discovered the Kaiser

lidnory patient problesns while the DMESC had 0o clee this was ocourriag. &3 they woo
waiting around for “sysomic violstons™ )

{h'lﬂ!_ilm.lﬂ mnct with Edwenl Heldiy Deputy Socretary and General Counsel of
Flen—nn.lw mnd Housleg Ageacy o further discoss how 0 commect these
msnes. | am aleo cofisting your mide to help prevent these cancer patients, ke the kidney

patiznts, from peedlessly miffering and dicing
Sincerely, ""'__-----E?; = .1
; o e

%ﬂ‘miﬂﬁ, e Sae ™
HI‘M[ Libitsky’s mother } SoNE et 2 A

8 Chippews Avemuc 3 FET a0
Simi Valley, Calif 93063 et
Hillprie643@nol.com '\‘_:’* T
W5-572-5188
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DEPARTMENT OF HEALTH & HUMAN SERVICES

CENTERS FOR MEDICARE & MEDICAID SERVICES
, WesTERN CONSORTIUM
DivisioNn OF SURVEY aND CERTIFICATION

o
_o-"'"-.-

August 2, 2006

C LOVY
2958 Chippewa Avenue
Simi Valley, CA 93063

Dear Mz. Levy:

This 15 in response to your letter of June 25, 2006 reganding issues with Kaiser Let me first
offer my condolences on the loss of your daughter.

Uinfortunately, the article you discuss is not enclosed lor our review and | am not sarc if the
article would provide specific mformation needed in order o condoct 2 complamt sovey of 2
facility. However, if you send us specific information regarding your complaints, the Centers
for Medicare and Medicaid Services (CMS) can look inio these allegations and assign them for
; ot

Thank you for your mierest in the Modicare bencficiary community, especially during what |
can only imagine must have been a most difficult 2ad stroysful time o your life.

if you have any questions, please contact Diane Greif, of my staff, at (415) 744-283 1.

Sinccrely,
bur Né, ’ ﬂuuf é"—-
Deborzh Romero, Manager



_   _ _  /     _    f 
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STATE OF CALIFORNTIASA
DEPARTHMENT OFf MANAGED HEALTH CARE
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SN Loy y Rl 1ssues concerming. N
SEn iy &935 Eﬂmﬁn e R, orniente wepa
il , bumy acthiely S ey by b
wiel] ks 2007
Dear Ms. Levy- % e

Thank you for your continuing commitment (o improving patient care in California. As
discussed 1 our mecting of July 12®, the Department of Managed Heslth Care (DMHC)
is moving forward with several specific actions related to Kaiser. As you know, DMHC
Mh:vemdmdmmphiutmch:ﬂatndhmbufmﬂﬁ:ﬂwﬁugﬁmimm
raisndmlmtﬁ:npathnmuﬂmhlmsinmnmmnﬁwdhyuﬂinﬁahupuﬁm

1) Humane treatment;

1) Ombudsman knowledge lovel:

3) Enlisting organs from cancer patients for donation;

4) hmdaqmtdyﬂxplaiuiugﬂnmmgﬂmepimmtﬂmmpﬂﬁm:
5) Cancer patient transfusion priority.

No systemic violations on these issues were found in our records. However, our
Enfmmuﬂﬂiﬂcisfn#hwﬁ]gupmiudiﬁdnmm:m:hﬂmﬁmhﬂ, We are
mmmmmﬁmmmmmmmmmmﬁ
immuﬁ:ﬂﬂlﬂﬂmﬁ:mmﬂﬁ!h&mﬁ:ﬂuwmmgqnﬂ&yg{m:

1 TTEDMHEImsnmharkmdmnsjﬂm—wid:mﬁ:wufKnim'sqmmyﬂfmrﬂ.
This is a non-rouiine, focusad revies ol the quaiity of care ai Kaises. [ have asked
mmﬂ‘mhrlndnﬂmKnisn‘Wmdldeithm;ﬁmlwhﬁemﬁn,@tﬁm
hospatalized. A!Wmdlandtﬁﬂslhav:askadﬂmtmrmffspmﬂimﬂym
the treatment of cancer patients. It will
review is completed. mqumwiﬂbmm:apuh]icdmmmlmdwﬂih

i DMHCMist]sulm&ngmmH:eism:ufmﬂumnfmmpﬂimﬂmgm
mmmnﬂapmufm*mmﬂ:vmﬁgaﬁmnfmﬁmﬂmtm
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By Michelte Knight

Willacle Loy dossn’t give up,
The vutspoken Simi Vallsy

" motherrefsed o give up hope for

ber daghter, Robin , Who
inul-i-m-!&nlu!
m 2005t the age of 20

And Levy never quit ook
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the Business, Transportation and
Housing Agency, the umbrella
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olher disturbing that sur-
e : I'::hn:a hﬂlp‘ﬂl'ﬁ #\
Eaiser, |
ol mmm“u#ddﬂ:‘t differentian
vl sprecifically oo what Heldig
and Chastrand plan to do sbout
Levy's churges, citing state laws

the DRHC.

Chartrand, chief doputy director
of the Departmont of Mapceged
Health Care (DHAIIC), and Ed-

commities, [evy met with Lew

1 speaks before Senate commitice

Levy told the idpartisan Busi- oy i Sacransento. *ft's not go-
|43¥-which would require medi-  noss, Professions and Esencmic ing to save Robin. These zre prob.
ol providers Y8 1m Development  Jams fhat are happeciag to every.
Feport every e =gy Cofemitiee one. This affects everyone™
doctor nemed SR 1 et slthough  Sen, Liz Flgusros (D-Fre.
in an arbitetion N Rabln  won  meal) 13 the author of 5B 1438,
award to the L. o) nearly §1 mile  Figueroa wlso sponsored the il
state medical § S lion noa 2002 ___mr_s_,
boned for incfo- i oy ¥ B owmrd aging:  “Our view is that this was the
slen on their [N v g Kaiserand six  caseell along,” said Jeff Barbosa,
wabaite, e g of its physl- & spokesman for Figueros. "But
" By law, the kit E._ .1 elans, coly the bil does clarify it so it can't
medical board : - S one  doetor  be misinterproted,”
must make  Millarle Bnd s repored  After Lovy testified, the Sun
public  the Robin ky tothe medica’ ate commlittes unanimously
nemes and li- » board, passed 5B 143%. The bill now
conbes of doctors againat whom ] mads it clear ftwass't for me goes o b Senate Appropristiony
na arbltration eward is granted, anymore,” Levy said of her 1esi- = Putagz 5 Pacr J

_ ~ Honoring those lost in a_o Holocaust |
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§£ DEPARTMENT OF BEALTH & HUMAN SERVICES Office of the Secretary
Director
Otiice for Givl Fights

e Washington, D.C. 20201
fﬂ =
The Honorable Elton

Member, US. House of Reprosentatives

2829 Townsgate Road, #315
Thousand Oaks, CA 91361
Attn: Paula Sheil
T) 1on Number: 07-65910
Dear Congressman Gallegly:

mmhmmmmﬁufmmmmﬂmmcummmm
imﬁxmaﬁmﬂhmymgndnﬁmﬁﬁanHhmdpmmmmﬂHmﬂhmwuﬁy
and Accounlability Act of 1996 (HIPAA). The Oifice for Civil Rights (OCR) is responsible for

interpreting and enforcing the Privacy Rule. Your constituent has questions about a complaint

anﬁm@qﬁeﬂﬁriﬂvmﬁgﬂjmbyﬂmﬂmmmmﬂmﬂﬁmMHW
not timely filed. Ms. Levy disagrees with OCR's decision not to accept her casc for investigation

and asked that your office intervenc on her behalf.

Eﬂismﬂeﬂhmﬁgﬂmwm!mi:wmﬁﬂdymﬂmﬁ,mﬂm“m

mﬂwufhﬁmhmhﬁmmlﬂﬂd. We note that Ms. Levy also filed a civil rights

! decaded to conduct a review of the case. We will communicate directly with Ms. Levy once this

discrimination eomplaint with the OCR San Francisco Regional Office, and that matter is stil

=
mdnmmemidnnﬁmb}rﬂmregimulufﬁ-m /(\‘ il
[

We trust that this information is helpful to you. Please let me know 1f we can be of further
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Uﬁ-wllf H!IMEEHF‘EE i 2 .ﬂﬂf‘f\"‘ ;
200 Independence Ave., SW, Room 51 L e w W)

: 1 L arde her bt BRE s |
Washington DC 20201 Director Bl BT s el 't oF
BRI o st

l1 o .
Transaction Number: 07-63910 ?_;;f:a;f e
i mm,mw‘:sﬂm‘ﬁm

Emhmﬂmﬁ’ﬂ” Pmmfwm  wihere she promised to dircctly 1o

when Frohboese did | receive on
I sent the enclosed July 17, 2008 cormespondence to Dr. .

Jﬂlﬁ;?za.mm,mnnm Jume 6, 2007 comespondence from Marilou King. It was clear the
only nformation Ms. King attempled 10 review was the 2/5/07 and 5/4/07 OCR closure letiers.

s i mamﬁnﬂhﬂhmﬂmmhﬂvﬁﬂlﬂ?ﬂﬂ@m
:shxsn*fi:gmn lay at Kaiser Hospital, dying of cancer. I had mqm:toc!.nm,'m
mﬁngm{]{:ﬂ.mahgmﬂudhgmdmm Ka!m'nnﬂmﬂimpnm
was completed on April 19, 2006. Iﬂmmﬂmmﬂmmﬁm
immediately after learning this issue imvolved OCR, after reading a LA Times news article. The
67 days was well within the 180 day timeframe (OCK requircs!

T have enclosed my Junc 25, 2006 comespondence as well as the August 2, 2006 respoase from
Deborah Romero, Manager, Hospita! & Compnmity Oporations Branch, Division of Survey and
Certification CMS, acknowledging receipt of my complaint along with informing me, OCR lost
all bt my Ietter. She even sent me a copy of the front of the envelope | vsed to send OCE,
showing the Jimc 26 mailing date and five stampa, dessonstrating the: large amount of documents
I had provided, as well as OCR. case entry forms confirming June 25, 2006 as the date of receipt.

As suppested by Diane Greif, via phone, from the same depariment, T resent OCR. the
documentation. on Angost 7, 2006. Acconding io M=z King, my complaint was not filed unsil
Novamber 1, 2006. I can not be responsible for the loss and delay Ms. Romeno’s division took
o distribute my information 1o the comect OCR department.

I mmst also be noted, during the time 1 filed the June 25 2006 complaint with OCR, other
administrative remedies were aclively bemg porsucd with DMIIC, Department of Business
Honsing and Transpoctation, e Guvemor, Senator Dieboreh Orite, seostor George Rummer, and
Senator Lz Figueros, winch ended well fnto 2007. (enclosed nows article) Not one of these
legiststors or state agencies infommed me that thiy part of my compiaint imvolved OCR! Hthey
are unaware of OCR’s neslm of enforcement, how am 1 expecied o knowl
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Simce | have clearly proven my folfillment of the requirements for actively pursuing other
admmmistoative remedics, 1) filed 67 days afier the Kaiser internal grievance, 7) immediately afler
lesroing of OCR through an LA Times srticle, filed the June 25, 2006 complaint, 3) during this
warrant this waiver To refise this request is In violation of the privacy rule.

Thave one mone request. Could you plesse look into another complaint filed in the same June
E‘hﬂ_“ﬁﬂ#ﬂﬂﬂpﬂ@@’ﬁtﬁgmmwnhmﬁrw
transfusions, " which Dr. Frobboese notes is under scparate consideration by the San Franciso
Regronal Office. | have not yet received any response in over two years.

Mmhaﬂmﬁrmmﬂﬂmmmuﬁdﬁmm the inaccuratc
correspondence of your colleagnes. My daughicr, as well as many other vulocrablc paticats,
deserve the dignity and respect and the protcchon resulting from a fair investigation by OCR_

Sincerely,

Hillarie Levy (Robyn Libitsky’s mother)
2958 Chippewa Avoome

Simi Valley, CA 93063

B05-522-5188
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Office for Civil Rights September 2, 2008
U_S. Department of Health and Human Services Pages: 3
22 Independence Ave., SW, Room 515F _— T

Washington DC 20201 :
s tertion: Wi Wilkinson Fsq., Director n%mnbtm%ﬁ"m.
attention by Your Intern |

A2-619-3818
s 9/2/0% Tox wos alse lost,
T om vesendipg i W hopes it you

Tramsaction Number: 0765910 % 10lly recieve T J
illarie Levy j
/3o -3
Dear Mr. Wilkinson,

Enclosed please (nd the comespondence mailed on July 28 2008, On August 22, 2008, a
male Intern assigned to answernng phones, mformed me the correspondence as well as
the large amount of information accompanying it was lost. He instructed me to fax the
cover Jetier and he would call me back immediately to assare me il had been received.
According to today’s phone conversation with a female Intern, who put me on hold three
times, there ia no record of it | am again sending the cover letter in hopes it docs not get
lost again.

This constant loss of correspondence and confusion, is a perfect example of why my
g;rmmmrgavﬂnﬁ{:unﬂmﬂﬁ, filed Junc 25, 2006, which was lost, and the
proper department did not receive the replaceament [ again sent until 11706, causing OCR
lo refese to review my case on the basis of being over 160 days, makes valid my reason
for contacting youw

Hopefully this latest example helps you understand the frustrahion victims of violations of

!i'mﬁ'ﬁ‘u'ii Righis have, as we must also be forced 1o deal with consequences by
mcompetent OCR employees.

Sincerely,
[l[]'lfl e Lovy E]
2958 Chippevwa Avenue

Simi Valley, CA. 93063
805-572-5188
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DEPARTMENT OF HEALTH & HUMAN SERVICES Dffice of the Secretary

Direcior
Office for Civi Rights
November 4, 2008 Washington, DC. 20201
Ms. Hillarie Levy
2958 Chippewa Avenue
Smmi Valley, California 93063-2015
Transaction Number: 07-68738
Dear Ms. Levy:

facsimile WMWMIWVMVEWMMMl
mwmﬂm@mwﬂﬁlnﬂﬁmﬂmﬂfﬁmﬁrﬂwﬂﬂi@h{ﬂLﬂqﬂm
of Health and Human Sﬁvimﬂﬂiﬂ),!ﬂegingﬁnlﬂﬁumafﬂmﬂ?ﬂﬁﬁmﬂuh
and Federal civil rights dissbility protections. I have personally examined your czse and,
attttntﬂsﬂ,lmmﬂfﬁzmyshmmndulﬁmmﬂlﬁlmuf}mrm.

Upon receipt of your October 23, 2008, facsimile to me and based on the referral from
ﬁmiﬂmﬂﬂmmy?mﬁmgﬁanf}uwﬂmhulm facsimile to him, I asked both
my Deputy Director for Health lnformation Privacy and my Deputy Director for Civil
Righmmmhmmmmplaianﬂwrngiumimdhmi@nﬂn‘mﬁmm
responsc to them lo ensure that we were giving your concems our highest level of
altentron.

With regard to your complamt slleging HIPAA Privacy Rule violations, my senior staff
conducted a formal re-consideration last year of our regional office’s decision and, in a
mmmam,mmm“ammmm’sm In
mmdlmgﬂﬂxdmiﬁun,wem:fuﬂymminuiyumuﬂﬁnﬂmlﬂimmﬂﬂm
in'ﬁrmﬂimymﬂmmmﬂlhnﬂammfmmﬁdmﬁmmmﬂh:
comrespondence. My staff also has had many conversations with you to discuss your
concerns and expiain the basis of our decision. In reviewng your Privacy Rule
complaint multiple times in the past and re-cxamining it now, it is evident that our
Rule.

With regard to your civil rights complaint, you allege that in Jamuary 2004, Kaiser
Pmﬁnﬁmmmdagnimwwpﬁmmﬂaabms&diﬂhﬂitjby
mnplementing & policy that placed cancer patients on a lower pnaority for blood
transtosions. Our regional office did 0ot receive your complaint conceming this January
2004 matter intil December 13, 2006, well beyond the 1 80-day perind for filing u (unely
complaint with OCR, and for that reason did not endertzke an investigntion of your
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200 Independence Avenue., SW, Room 515 F
Washington DC 20201
Attention: Winston Wilkinson Esq., Director

Transaction Number. 07-65910
Dear Mr. Wilkimson,

Thank you for your 11/04/08 correspondence.

| continue to remain confused as to why OCR continues to refuse to review my complaint
concerning | 1IPAA Privacy Rule violations. Although as stated in your letler, “your senior stafj’
carefully re-examined my original complaint along with having many conversations with me to
discuss my concerns and explain the basis of OCR s decision, ™ your staff consistently Failed to
ANSWEr my guestions!

According to Senior Advisor, Marilou M. King 1.1, “under the Privacy Rule at 45 C.F.R. §
160.306(b)(3) the 180 day filing requirement may be waived if an individual has been actively
pursuing other administrative remedies.” | have enclosed cormespondence from DMHC
involving their investigation of the HIPAA and blood transfusion issues, ending 8/722/07, well
past the time OCR lost, then four months later on ] 1/1/06. sent my complaint to the correct
depariment! %mmmMEWMIthMMmmﬁm
conduct an investigation. Perhaps your staff can explain why their miscalculation of nine
months is consistent with the provisions of the Privacy Rule. Prior to this I was told by your
staff of their decision, while always refusing to answer this question!

Another question which remains unanswered by your staff is: Why are victims of civil rights
refused a fair investigation if their documents are lost/misplaced by OCR staff? Since I have
clear and concisc cvidence my June 25, 2006 gricvance was not only received but documented in
computer data before being lost, an answer, not denial Of excusc, is moch approeciated.

Siqu:m]f, )
|.-.I !. i ke’
TTPGADRG, Jan

Hillarie Levy =
2958 Chippewa Avenue
Simi Valley, CA 93063
B05-522-5188

cc. Congressman Pete Stark
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