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ATTACHMENT H 

LETTER FROM DEPARTMENT OF HEALTH SERVICES ALERTING 

COMMISSION TO POSSIBLE LOSS OF RIGHT TO CONFIDENTIALITY 

FOR TEENAGERS SEEKING MEDICAL CARE 



STATE OF CAlIFORNIA-HEALJ AND WELFARE AGENCY EDMUND G. BROWN JR., Govern. ===- - _ .. -
DEPARTMENT OF HEALTH SERVICES 
714/744 P STREET 

SACRAMENTO, CA 95814 

(916) 445-1248 

• 

March 24, 1982 

Mr. Thomas Coleman, Executive Director 
California Commission on Personal Privacy 
107 S. Broadway, Room 1021 
Los Angeles,· CA 90021 

Dear Mr. Coleman: 

As you are aware, the Department of Health and Human Services has issued 
proposed regulations which would require parental notification of minors 
who receive family planning services in Title X funded clinics. We are 
deeply concerned about the implications of such a requirement and the 
anticipated consequences of teen pregnancy rates should these regulations 
be approved. . 

My advisory board on family planning has met and discussed the proposed 
regulations and unanimously urged me to request that your Commission join 
us in opposing the regulations. Any comments that you wish to make should 
be sent to Marjorie Meck1enberg, Acting Director, Office of Family Planning, 
DHHS, 200 Independence Avenue, Washington, D.C. 

If you have any questions please feel free to contact me directly or 
Barbara Aved, Office of Family Planning Chief at (916) 322-4710. We urge 
you to express your concerns to the Department of Health and Human Services. 

cc: Vanessa Bedient, Chairperson 
Family Planning Advisory Board 

Barbara Aved, Ph.D., Chief 
Office of Family Planning 

Sincerely, 

@!e:-:.~tf #'; 
Director 

.! 
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ATTACHMENT I 

STATEMENT OF PHILOSOPHY ON SEXUAL RIGHTS OF DEVELOPMENTALLY 

DISABLED CITIZENS, ADOPTED BY THE CALIFORNIA COMMITTEE ON THE 

SEXUALITY OF THE DEVELOPMENTALLY DISABLED, NOVEMBER 19, 1975 
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STA10C£NT OF PHllOSOPilY ON SEXUAl RIGHTS 
OF THE OEV£lOPHtHTAllY DJSABLED 

o 

As adopted by. the California Committee on the Sexuality of the Developmentally 
Disabled - November 19. 1915. 
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STATD1ENT OF PURPOSE 

The Ilitent of this paper and the following statement of rights Is to confront. 

cl.rify. and ~has'ze the sexual needs and rights of persons with develop­

~ntal disabilities. The sexuality of these persons Is a sensitive and 

delicate ~tter which affects their parents. advocates, .nd persons who 

provide services. as well as agency ad~lntstrators and professional groups. 

The sensitive nature of this topic has Inhibited the development of rational 

and objective goals. programs, and services. The consequence has been an 

overprotective concern for the sexual development of such persons, uneasiness 

and fear regarding their sexuality, an administrative reluctance to develop 

sex education programs. and a failure to support line workers In their efforts 

to develop innovative prograos in this area. 

We expect these guidelines to set a philosophical framework within which the 

following results may be obLalned: 

1. Increased understanding of persons with special needs and their 

sexuality by wort-erst parents, advocates. professionals. and the 

public In general. 

2. Guidance to the Legislature In afff~lng basic rights. 

l. Guidance to funding sou_rces.and.operatlng agencies in mounting 

effective prograllls. 

4. Guidance to age~les In defining poliCies and granting authority to 

I tne workers. 

5. Assistance to persons with special needs in developing their sexuality 

to a level consistent with their ability to accept responsibility. 

• 

STATEMENT OF PHILOSOPHY AND BASIC RIGJlTS 

Every person. Is enti tled-t4-a- H fe. that most nearly- approaches-a .. ·'!nonna·l ~ 

and va1ued life; and allr.elations and services for persons wtthspp.clal 

needs should be (oraulat'ect with this goal tn- mind. 

In keeping with Senate Concurrent Resolution No. 30(1972). which guarantees 

-normalization" for persons with mental retardation, we are CDRllIltted to the.~ 

following rights of persons with developmental dfsabilities. 

- UUlIlan rights. Including freedom of choice. and guarantees of human 

dfgnity. respect. and privacy ...... 

- Education to the full extent of their abilities. 

- The development of sexual dignity and improved self-undcrstanrllny. . 
- The access to cOImIJnlty and Instftutional programs to support the 

exercise of these rights. 

With these rights fully acknowledged the following real considerations are set 

forth: 

- Persons with developmental disabilities range widely in their 

development and abilities - from severely and profoundly dfs~blcd 

to near fully functioning. 

- A large percentage of the persons who are our constituents will be 

able to approach fuJll'lJman social skills and seKuallty; others will 

be assisted to develop these qualities to a level consistent with. 

their ability to accept responsibtltty. In thfs Wily 'napln-opdate 

progranl expectations (especially In the area of marrtaqe and child 

bearing) can be avoided. 

.~ 
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• The moral beliefs of those Indivfduals Involved In sex educatfon 

programs ~ .. st be respected. 

- Del1ve~y of these rights and programs .wUI r~lre st.~tewlde avall­

ablHty of tralntng for those people Involved on a ~al1.Y bash with 

persons wt th specfarheeds·.-

- Guidelines must be developed Jor.t~se engaged In the dQllvery of 

sex educatlon.programs. 

We hoJd that every person with' special d.evelopnental needs has the right .to 

achieve his/her max IIZIIIl potentia I on the contjnuum ot human social and se~ua 1 

maturity. t~man social and sexual development.beglns In Infancy and continues 

throughout life. Such persons must be allowed to ~v.e toward sexual~a~rlty. 

This· growth IIlJst take place within the framework of t~e above philosophy and 

considerations. and Is contingent upon the provision of the following: 

- The opportunity to develop so,lal1y and sexually 

- Education about sex~aljty 

- Access to a counselor trained In problems of s.exua1t~y specific to 

persons with special developmental needs 

- The right to privacy 

- The opportunity for Interaction with the opposite ~ex 

- Access to contraceptive Information a.nd service 

- The right to choose or refuse contraception 

- The right to sexual Intercourse with other conse~tl~~,~~~lts 

- The right to choose or refuse ster(llzatlon 

- The right to choose snarrlage 

- The opportunity to ~ar and rear c,hlldren 

- Access to supportive s.ervicesforjndependent llvl?,9 ~ncU~r .parent~~9 

- The right to be infonned about these rights and opportunities 

1 
" .-

-_. , OACKGROONO 

An IIEW-fu~ed Regional Works,hop on FamUy_ LIfe Education and Fallli1y Planning 

for the Hen tally Rnt.ard.ed wasJ)eld in San F,ranclsco January·29-31.J91.S •. _ 

Four states were represented .att~eW~rk$hop: Nevada •. ArtZC!!l~~J~~~!t •. _an('- __ .. __ _ 

Cal Hornla. 

PartiCipants from CaUtornta r.epresented the follawt.ng: 

.1. caltfornia As~ocfattoi1-Jor t~e.R~tar,ded-· 

2. National·Assoclation for Retar~~d Ctti~e"s 

3. local Associations for Retarded CfU~.ens 

4. State Depar~nt of Health 

a. COjmlJntty Serv.ices ~ectfo~ 

b. .Regt~nal C!rlters 

c. State Hospitals _ ... _ 

d. Office of Fanatly Planning 

e. Ha~~gement Development and Training 

5. ~lanned Parenthood 

6. Publicly funded faml1yplannfng agencies 

1. Developmental Olsab11itt~s Area Boards 

8. local sheltered w~rksbop and·vocatlonal programs 

9. Board-and-care ~omes 

10. loc.a) sth.~ol districts 

II. Day ca~e c~nters 

.12. Schoo~s .of .~rsfng 

13. Untvers ~.ty-:afft1 ta.t~ . tacH I.tf~s 
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,'-' l'lI. flYe goals .nd objectives ~f the lIorks/lop. as defined by HEll. were: 

1. To identify the fUlily planning and famUy Ufe education 

need~ of. the mentally retarded. 

~-. 

.... 

2. To c~rrect misunderstandings concerning the sexuality and family 

pJaoolng needs or the menta·lly retarded. 

3. To present Information on how to provide for the education and 

fam11y planning needs of the mentally retarded. 

4. To provide conference participants with Info~tlon on state 

resources tn family life education and family planning for the 

mentally retarded. 

5. To bring together state leaders, Including parents, to discuss 

possible family planning and family life education activities within 

their respective states. 

A California state strategy planning session was held January 31, 1975. A 

decision was made to develop a stat~ent of philosophy, policies, and gulde­

Ifnes. An ad hoc volunteer committee. Initially under the leadership of 

Yoko karJala, Alameda County Association for the Mentally Retarded. and 

Joyce Henderson, los Angeles Regional Family Planning Council, was fonned. 

This committee convened to formulate a statement on the sexual rights of the 

developmentally disabled. The following were represented at the meeting: 

1. California Association for the Retarded 

2. State Department of Health 

3. Planned Parenthood 

4. Publicly funded family planning agencies 

5. Board.and·cAre hQ=es 

6. Local sheltered workshop and vocattonal programs 

7 • Developmental Disabilities Area Boards 

o , 



ATTACHMENT J 

STATE COUNCIL ON DEVELOPMENTAL DISABILITIES, 

REPORT OF OPPOSITION TO AB 603 (STERILIZATION) 
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July 27. 1981 

Honorable Gordon U. Duffy 
State Capitol 
District 32. Reap 3120 
Sacramento. CA 95814 

RE: Opposition to AB 603 

Dear Assenb1yman Duffy: 

• AU~ " 

"" 

Protection and Advocacy, Inc. t (PAl) has taken an oppose position 
to AB 603, t.mich would allow substitute consent to sterilization 
for persons incapable of giving their ~~n consent. 

As the organization designated by the Governor to protect th~ 
. rights of Californians 'nth dcvclop!;.2otal disabilities t PAl is 

se.riously concemed that since constitutional rights are at 
stake in AB 603, there reust be r:ore research and discussion 
not only on the procedural safegua~ds t but also on the public 
policy lJhidh the bill espouses. 

PAl is aware of the great amount of tirr:e and effort that has 
been put into drafting. authoring, arre~ding and discl1ssing 
AB 603. Many of the procedural ~~eguar.:ds have been arr.endec1 
to cooply with guidal:ines set forth in court decisions, amicu::1 
briefs a..'1d articles considering sterilization by substitute 
consent. 

However. certain basic issues cc:::m·")t be adequately addressed 
without further research and disc\.:.5sion. Th\! reason or r(~ClSOnS 
for lvhich an involuntary sterilizC'.::io:l sh~)uld b~ allO\~d have 
not clearly been addressed and i:7..lS:: be before such an nbridge­
nent of a constitutional right is put int.o Imtl .. 

Therefore, "-"'e urge you to \orl.thdr~,·;, the bill or make it a b'X) year 
bill in order to hold interim hearin3s to addr.ess the constitutional 
and public policy iss\..12s involved. 



-, ' .. . . 
" . • ~sBJblyman iDuffy 

July 27, 1981 
Page 2 

• 
'~·would be gl.ad to discuss ·PAl' s position illrther ·1\·nth . you. 

Since~ely, 
/ .. , i .'~ ' . 

.' 'JJ.. !" .. , .. ~. · ,.,'; ,f: I .... .. ~ ~ '.. .. ', 
·l. . , 

'~l-yn SchneJ.der 
'$ta:efAteo;r;ney 

cs ··ft'~ 
"_, J' •• ~. 

" I . . .. 

_ ·cc: JQan ~dsCJ1l,Assenbly SubcamtLttee on :l'1entalHealthcmd 
·DeveloptDental:Disnhilities 

.Jgq:y '~y-, State Council 
2ichgd F.~r, .ARC-.C 
.4n<k~a .SlJi.vin,· ·OAB 
.t.yd:L~ ~~aelicles, ARCA 
lob Hansen, IJCPA , ' 
.~i~ h~er, 'Department of Ileveippmentai Services 

• 
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STATE COUNCIL ON DEVELOPMENTAL DISABILITIES 

1'0: 

FROt-1: 
He: 

.. J ul Y I I, I' JH 1 

St..ltc l'OllllCi I lll\ ()l'vC]ul :1"~1lt.t1 rl:~;dhllllll':; 

Debby Karl cUI, V icc-Chai [ 
St.cl-j lizat i('1l IS5ue 

As re:JUested at the Executive camu.ttee neeting 00 July 7, attached 

is a nenc explaining the legal issues invol ved in the issue of sterilization. 

It is not necessarily a p:>licy discussion nor an analysis of AB 603. It 

does not represent ~ own views on the subject. Rather, I thought it ~uld 

be useful for you to have an understanding of the legal issues involved and 

an idea of hON they have developed. 

At this tine, I see several policy questions that we will need to 

discuss. I am sure you will determine others: 

1. Arc tJlerc valid re~sons for authorizing the sterilization of persons with 

retardation or other disabilities tJlilt result in tJlcir legal incarpetency? 

h~lat are they? 

2. Is it I=Ossible for a conflict to arise between tJle interests of tile parent 

or guardian and the person deenEd inrornpetent? I f .so, })a...1 can it be handlc-d 

procedurally to protect the interest of the legally in<X>l1iX!tent person? 

3. If lack of availability of support services is a factor in the perceived 

need for sterilization, should that problem be addres~(.ld and llOW'? 

4. What proc<.:.'Ciural safeguards are necessary, if !ilerilizalion law:.; ilrc 

approriate? 
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involving child-bearing and procreation are definately covered by this pr0tec­

tion. ibis right also clearly exterds to persalS with retaxdation and other 

disabilities. 

Because the'right to procreate is a fundane.ntal Constitutiooal right, a 

State JtIlSt have a cx:rrpelling reason to infringe upon that right. A Court will 

view any law that does so with strict scrutiny; if it determines that the law 

is not really necesscu:y or that the interests of the· persons w)'x)se rights are 

tbreatenecl' are Rl>re inportant, it will invalidate the law. 

one justif-ication that States have used in the Past is the avoidance of . 

. future generations of persons with r~tion. ItJwever,. that reason has been 

disdarded as not based on scientific fact in many eases. Several. courts have 

rejected laws based on this justification. 

Another reason offered is that persons with retaxdation are mt capable 

of being fit parents and the State wants to prevent births of perscms it will 

have to support through \fA!lfare. 1iJwever, it cannot be assumed that all or 

I1Dst persons with retardation cannot be fit ~ts. A .. related issue is the 

availability of services for persons with retardation that will facilitate 

their parenting skills., If these services are available, the assessment of 

capability to parent may change. 

In sane cases, courts have allCJfNed sterilizations using a jldicial doctrine 

that allCWIS the court to second-guess what the person with the disability t-JOuld 

wattt for themselves or what is :in their best interest. ~, it is often 

iJ'ttx>ssible to detennine this to the degree of accuracy that ex>urts and judges 

want. It is also difficult to sort out whether the request is for the best 

interest of the disabled person or the interest or oon~ce of their parents, 

guardians or others. 

:!. 
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Procedural Safeguards 

Qlce a State has a leqally valid reason for authorizing sterilizations, 

such as to protect the best interest o~ the person involved, it DUSt devise 

safeguards written into the process for determining whether to allow the steri­

lization. '!his is to ensure that the law is rot used unfairly, without careful 

thought and consideration of all the facts. Some suggested procedures are: 

1. Using the least drastic neans of achieving the desired result: this en­

catpaSses using altemati~ nethods of birth control and the l.east intrusive 

medical procedures, such as tubal ligation rather than full hysterectomy. 

2. 'n1e judge soould be required to cooouct an Ifin dlaJTbers" private interviet.t 

with the person involved to be sure, as nuch as possible, that outside influence 

in· diminished. 

3. An assurance that the individual is capable or procreation. 

4. An assurance that pregnancy is a likelihcxx1 with:>ut sterilization. 

S. An assurance that the individual is permanently incapable of being a fit 

parent, even with suwort sel:Vices and facilitation. 

6. An assurance that the person would suffer severe physical or ncntal hann 

if she/he were to parent a child. 

7. An assurance that the sterilization will rot cause physical or nental hann. 

o 8. An assuranc~ that the guardian consents to the sterilization. 

9. An assurance that the person agrees to the procedure or is incapable of 

indicating approval. or disapproval. 

10. An assw;-ance that the Wividual's capability to develop in the foreseable 

future is ~t likely to change their ability to make an Worned deCision on 

their sterilization. 

11. An assurance that the individual would be ).ikely to ·approve, based on 

their personality and traits, if they oould express themselves. 
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12. M assurance ~t ~ medical risks of the p~ are m,iaiJzal and 1IEdi­

cally acQeptab1e. 

1.3.. Ap ~'uraJlC9 that ~j.~ is not on the t:hreshI:v)ld of an ~ in the 

trea~t Qf the ~vi4ual' s disability. 

14.' 'D\e appoint;lQ!:!nt 0.£ a. ~'-a li~ to represent the imividual. 

15. ~ appo~~~ of l~al CQUASel ~ ~ePl."esent the individual legUly in 

~y. adj~~ ~e~ r~9 the s~ilization. 

'!be ~ ~f~ ~e ~en :fJ:an legal ma~ials available Ql this 

~s~. 'l1U~ li~t is not; ~t to be exhaustive. 
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• • Attachment C 

TO: Jim Shorter, State Council 

FROM: Carolyn Schneider, Protection & Advocacy, Inc. 

RE: AB 603 (involuntary sterilization) 

DATE: July 27, 1981 

You asked that I sununarize the major reasons that PAl is opposing 
AS 603, as discussed at the July 17th Board meeting. Here is 
a brief summary. 

PUBLIC POLICY ISSUES 

1. No public hearings for comment by care providers, parents, 
people vith disabilities, civil rights groups, and advocates 
to determine scope of problems, concerns, etc. in order to 
make reasoned decision to impinge on civil rights. 

2~ No comprehensive research to determine what has occurred in 
other states with legislation or-court jurisdiction over 
sterilization. llhat does that legislation say? How many 
people have been sterilized as a result? tlho are the people 
proposed to be sterilized? In California, how many steriliza­
tiC'ns have been rcqu2sted? By ",ho~l'? For whom? Ou what 
basis? What about other requests for less drastic forms 
of birth control? One group singled out as the target of this 
bill, mentally retarded persons, even though this is not 
stated. 

3. No legislative hearings (interic or special) to go over the 
constitutional issues involved, make clear \.fhat changes are 
being made in public policy and in constitutional rights. 

ISSUES PRESE~TED BY THE BILL 

1. No reason stated for sterilization except in section 1971(d) 
and (e): "in the best interests" and "necessary for health 
and well:'being." Although the. tenn "best interests" is used 
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in other laws and court decisions, it is coupled with specific 
reasons for the sterilization: inability to parent even with reasonable 
assistance, and possible danger to health to be pregnant. 

Findings in bill that would determine sterilization orders are nQt 
complete; certain safeguards are missing: 

a. the nature and extent of the disability renders the person 
incapable of parenting a child even with reasonable assistance; 

b. all le~s drastic contraceptive methods are proven unworkab~e, 
In.pp11cable, or contraindicated; 

C.' the method of steril~z~~ion 1s the least inv~sive; 

d~. t9 ~ne. grea~e.st extent pos$ible, the court has elicited ~n4 t~ken 
into acco~n~ th_ views of th~ ~n4ividual i~ dete~~ing if steri­
liz.~Jon ~~ necessa~y. 

3. Use of te~ "unsex" is vague and should be changed to assure that 
ce~t.1B ~ethods of sterilization (hysterectomy, castration) are not 
used. 

4. A guar4ian ad litem sho~ld b~ ~ppointed to as~ure that the person is 
~bl~ to exercise his/her rights, particularly to object in court to 
sterilization, a$ stated in the bill. 

5. The bill should assure that those who do an ip4ependent examin~tion 
and repor~ on an individual are not from the ~gency that petitioned 
th~ court for sterilization of another, to avoid co~flict of interest. 

Ther~ are oth~r technical problems also, but these a~e th~ ~jor points. 

CS:<:t: 

cc:Vera, State C9unc:l.l 

... 

~. 



AMENDED IN SENATE AUGUST 12, 1981 

AMENDED IN ASSEMBLY JULY 6. 1981 

AMENDED IN ASSEMBLY JUNE 13, 1981 

AMENDED IN ASSEMBLY MAY 5,1981 

AMENDED IN' ASSEMBLY APRIL II, 1981 

ASSEMBLY BILL No. 603 

Introduced by Assemblymen Duffy and Filante 
(PrIncipal eoauthon Assemblyman Torres) 

(Q)author: Senator Marz Garcia) 

February 13, 1981 

. An act to amend Section 2356 or. and to add Chapter 6 
(commencing with Section 1950) to Part 3 of Division 4 of, the 
Pro~te Code, relating to sterilization, and declaring the 
urgency thereof, to take effect immediately. 

1.fDSLA11VE COUNSEL'S DICIST 

. AD aD, as amended. Duffy. Sterilization. 
(I) There are no provisions or existing law that would 

authorize a court, after procedural due process, to grant to the 
conservator or guardian, the power to consent to the 
sterilization of an incompetent adult or emancipated minor 
who is unable to give his or her informed consent when the 
proposed sterilization Is necessary ror the mental and physical 
health and weB-being or such Incompetent person. 

TbJs biD would provide such authorization upon a veri&ecI 
petition by my spedlied ~rsoD and prescribe the procedure 
therefor. Upon a findJn, that the subject of the petition Is 
competent, as deRnecl, the bill would authorize the court to 
make an order to that effect which would be conclusive 

IN» 
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evkIeaceof ·the facts stated ~therein for one year, as to any 
:PerJOD .actia.I'in :Iood faithr.elianc:e·on such ;order. 

This·biII·would :prescrlbe :that«»ats and ·Eees:relating·to.meh 
adioa .. 1Jebome 'by itbe person -to ·whom i;the .petidon 
.applies or clUCh,other :~nli8ble.for such :person! • .,ppmt 
enamalntenaoce;accor.ding:toahility,to,pay. ~y eoatsorlees 
1lQt ;paid ;fo, would :be.8 :c •• e .agalnst "the ,cOunty. 

(JJ ArtiCle XIII '8 of the ,CalitomiaConstitutioQ ;aacI 
'SeetioDI :,1131 and 2134 01 ;the ,Revenue aDd Taxation Code 
~ the '.state ·to reimbuneJocalqeneies and .school 
,distrietI for :certain costlmandated by ·the Sate. Other 
~ :r~Ulrethe ·Departmentof Finance ·toreview 
statutes·~·these:eosb and prov.ide •. :In ,certain cases. 
.tor maIdog ·eIaIms :to :.the State· Board or ,Omtrol Eor 
~nt. '. 

This ibm would provide that :DO .~ppr~priation js:made ~)' 
tIda.lorirhe·.p~.of,making;reimbursement:pursuant;to 
·theCODStitutional mandate or Section .2131 or 22M. but would 
.ncopize that 'local agencies .and school districts ,may pursue 
their dheravailable remedies ·to seek reimbursement tor 
these :eosts. 

:(~) This bOI would provide that notwithstanding-,Section 
_.I d dle Bevenue and 'Taxation Code. ,this act ,does :Dot 
:contain a ftlJealer. as J'equired by ·.that sectioDjtheJefore, the 
:provislons.of ·the ·act would remain in ;effect ·unless8lld ·until 
~yare ,amended orrepealecl hy .a later enacted act • . ,,> .T:his :biU would ,take efJeet ·immediately as an urgency 
·statute. 

Vote: %. A~propriatfon: ~o. Fiseal committee:,es. 
_ ·Iocal.progr~ yes . 

• psop/e of·dIe Slate ·ofOlJilomia Jo SIUCI·.., JiiIJoW8: 

.1 5EC11ON I. Chapter 6 .(eommenciRgwilh :SectIon 
ItI5O) :Isadded to 'Part 3oEDivision 4 of the PrebateCade. 
ato read: 

•• I CIIAP'nR 6. STERIWTION 
:8 
7 '1950. Any perSOR authorized·to file a \petition ror ·the 

... 
, 

\ 
I, 



ATTACHMENT K 

STATE COUNCIL ON DEVELOPMENTAL DISABILITIES, 

DRAFT POLICY ON STERILIZATION, SEPTEMBER 2, 1982 
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TO: 
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DRAFT 

State Counc i 1 o,n DD:.: 
8/5/82 CJR:nd 

STATEMENT OF POLICY FOR COURT APPROVED STERILIZATION 

The u.s. Supreme Court has decided several cases making it clear that all people have 
a constitutional right to privacy which protects the: frc~ governmenta~ intrusion into 
their p~ivate lives. Personal activities involving child-be~ring and procreation ar~ 
withiri the re~lm of thi~ protection and such rights to privacy clearly extend to 
persons with developmental dis'abilities. ~ 

The rig~t to p~iv~~y i~ pT6creation inv01ve~ a right of :he individual to choose to 
hav~ children or rio~~ Thus( governme~t should not u~necessa~ily i~pede either the 
person's right to have: chil-d:reli' through involuntary s:E-riliza~ion or th(;"ir right to 
elect no't to have ch~i;lch·enl by' being st~rilized,. The ?ro~lerr. fer peopte' w.ith develop­
mental disa'bi1itieso r'e~'o;lve:s- a'round' the aboility of the individual to give "informed 
consent" to' tohEf mediC'a~r, pl'o'ee"d'\are of steor'iliz·ation. Some people with: development,al 
disabi lit ies a'te ca'p"able oit 8-i vOin'go an informed con's'ent but may ne~d to ha·ve the pro­
cel1ure ex'pla'lri'ea iri~ a· S'{rifpl'tf cind; n()n~te'chnical manner. Physicians should be able to 

Of" d() t'bi-s' to; enS-ur~ I.', pets'oli with developmental disa,bilit,ies the' same opportunity as, 
others'" In the sitrle'sp'iti-t" a pnysi'cia'ri should never reo,fuse' to' serve a pe:r.son with­
d'f!vE!loop'riiEintal disNtitlitles' who' teque's't's a ste'rt.li~ation o't O'ther birth- control with­
out firs't d'eterniiTiin'g, fJiat- the- pers'on catfnot give i·nform'ed consent. 

Bees'use the right to: pro'creat"e is a fundamental constitutional right, the government 
must have a comp'f!llirig. re-cison' to infringe upon that right for persons, declared, by 
a court, unable to provide iriformed consent and must do so with laws which are in 
the oes't interests of the persoris whose rights are being threate,ned. Whi l~ there 
~y be' rtuitltfrolrs as'stimed justifications for performing sterilizations, the law must 
deftrle those rare and'unu5tiai cases wherein sterilization is considered ~o be an 
ap'prbpriate procedure and stich laws must require that specific standards be met 
and stringent procedural safeguards be accorded in order to maximally protect the 
person's fundamental rignts. Specific standards shall include, but not be limited 
to: 

1. 

2. 
3. 
4. 

5. 

6. 
7. 

8. 

9. 

Evidence that ali lesser r~strictive alternatives have been explored which 
woUld achieve the stateod purposes of the steri 1 izat ion. 
Evid~nc. that th~ per~6ri is capable tif procreation. 
Evidence that pre'gna,,~y is a likelihood without the sterilization. 
Evidenee that the individual is p'ermanently incapable of being a fit parent, 
'even witS support aeh;rices and facilita'tio'h. 
Evidence that thoe person would suffer severe physical or mental harm if she/he 
wer~ to p-are'nt '8 chi lde 
~v.id'hi'ce that ifl-e stOeri 1 izoat ionW'ou Id not cause physical or mental harm. 
E~i(len'c-e °th~t the pe'rson agore'es to, or is incapable of indicating ap,proval 
o"r df!fap'pro'valofor, the ste'rilization'. 
[vtife'nC'4=! ,th~ith'ep'erson"s capability to d'evelop, in the foreseeab:le- future, 
1's ii'ot li'kely °tocha'iYge his/h'~r 'ability t'o tna'ke an in:formed decision with 
reg~~a ~o ~terili~.ti~~. 
Evi~e'n'ce '[,hat the :medical "risks of th~procC:'dure are :ninim.al and m~di;cally 
a cc;e:p t°a'b-l'eo. 

Once 'S'p(ecific stoanoa'rds are a'ssured, the law must detai 1 a procedure by which ,the 
c'o'u'rt could 'au't'horizea ster'ilizatfon and must incluce stringent procedural safe­
·~bards i'n oraer ,to assure the person's right to due t=:-ccess. Suc~safeguards shall 
ihc lude, but not 'be limited to: 

l. ° THe ;~:pp'otritment of a guardian ad 1 item 'to insure impart la 1 representation "of 
°t'h'i! .ii n<UVtaua'l • 

'1. TWe 'appointment of 'a legal counsel toreipresent the person and guardi'an. 



~ 

3. 

4. 
5. 

6. 

7. 

B. 

9. 

10. 

11. 

12. 
13. 

A legal procedure that assures the maximum privacy to the individual and their 
family and diminishes outside influences on the procedure. 
Explanations to the person regarding the irreversible nature of the sterilization. 
Requests for sterilizations shall be limited to members of the person's 
immediate family or the person themselves. 
Specifications regarding who may be consulted as an "expert" in the field, in­
cluding necessary experience and qualifications of such experts. 
Persons must have unlimited ability to petition the court for rehearings on 
the issue of their sterilization. 
Persons judged incompetent for the purposes of sterilizations should not be 
considered incompetent for any other purposes. 
Persons for whom sterilizations are proposed should have the right to 
independent evaluations at no cost to the person. 
The judge should meet personally with the person for whom sterilization is 
recommended. 
Subsequent petitions for sterilization should not be allowed to be filed for 
at least one year if the initial petition was denied. 
Substitute consent for sterilization should apply to adults only. 
Specific time limits should be set forth for all evaluative reports. 

The specifics addressed in this policy statement are not designed to be inclusive 
of all standards or procedural safeguards that should be included in statutes which 
address involuntary sterilizations; however, there are items which provide ~ximum 
prote~tions for the person's right to privacy and are often overlooked in legis­
lative mandates. 

- 2 -





• 

TASK FORCE ON AGING 

REPORT TO THE COMMISSION ON PERSONAL PRIVACY 

Task Force on Aging 
Nora J. Ba1aderian, Chair 

December, 1982 



MEMBERS OF THE TASK FORCE ON AGING 

*Nora J. Baladerian, Chair 
Chair, Committee on Aging and Disability 

Commissioner, Commission on Personal Privacy 
Mental Health Consultant 
Culver City, CA 

*Roy Azarnoff, Ph.D. 
POS Associates 
Los Angeles, CA 

Zoran Basich 
Attorney at Law 
Los Angeles, CA 

*Marie Bolduc 
UCLA/USC Long Term Care Gerontology Center 
Los Angeles, CA 

John Alan Cohan 
Counselor at Law 
Los Angeles, CA 

*Margit Craig 
Director, Project Caring 
Los Angeles, CA 

Evalyn Gendel, M.D. 
Professor, UCSF 
San Francisco, CA 

*Lee Gilman, M.S.W., L.C.S.W. 
Director, Home Health Services/Home Support Services 
Los Angeles, CA 

Jonathan Glassman 
Los Angeles County Department of Senior Citizens Affairs 
Los Angeles, CA 

Betty Graliker, M.S.W. 
Chief Counselor, Frank D. Lanterman Regional Center 
Los Angeles, CA 

Elizabeth Hammer 
UCLA/USC Gerontology Center· Volunteer 
Los Angeles, CA 

*Indicates members of subcommittee of the Task Force who developed the 
Recommendations, the Course Description entitled "Personal Privacy 
Training for Health Care Providers", and the basis of this Report. 



MEMBERS OF THE TASK FORCE ON AGING - contd. 

Sharon Hensel 
Speech Therapist 
Los ~geles, . CA 

Sister Mary.Helen~Petid 
Mt. ;Sa·in.t ,·Mary';.s -Scho.ol 

:t..QS ;~eles" ~~CA . 

·.8y1 via ;·Mo:tr:~~n 
~Los ,.:~~s ;R4g~onal_:Faul:ily <P~ann:i~ .Coun~l 
LO$AQ.g.~e~, .. CA 

. Shat;on ;·~pha.el., :~Fh.». 
:Coq:r:P.!AAt.~r., ·~~a.te ,_G~r9~tQ1qgy '..P.ra:gx;am 
:.Cali'fQ.r~ ;~~te ·.U~iv,ers.it;y.~t _Do¢~81les :·Hi;l1s 

:Mina .. Ro~j,.p.s.Q:o" fM.-A. 
:~rontP:lqgist 
'~rm.o~a :JleaQh, leA 

• _"."........ .1" .. 

·~ea.~r,i~e .·~ch~f~n 
.N~UQnal:C~.unc.i;l ·~.on .:~gil!g, ~c. 
$an jE:x-:anq.;:L$c.o .. , :-PA 

;: Ca.l;1:ei#n ·~'E~e.iner 
~UaLN/..tl~c ~Geronto~qg;y ::·~Gent.er WQlun~e.ar 
.Lo.s ;>AHgel,e.s, ;CA 

:' ConSJ11 tants 

'.D.o~h ~F)lr.-$e~ 
:Retit;.ed 
:F~~~~, .. CA 

.Jen.~f.e~ :;MaJl.~n 
::Student of .Cq::L~QPli~Q.tic 
.Irvine, .. CA 

~:lnddcc\~es ;lll'~b~i::s~of·:s~bcoDl1ll~t_~e.e .of _.the :');askForcewho .:..de'lelQp.edthe 
,:Rec~qda¢.QllS ,~the_Co~s~ .~Desor~p..tion :.enti~~ed . '~P~Ji.$onal1P.r;iva~y 
~J:.ad.niqs .~for ~He..alth·Care ·Providers"" .and ~t:he ;basis·.of·this i~por.t. 

.• 

.. 



TABLE OF RECOMMENDATIONS FROM THE TASK FORCE (N AG ING 

NO. TITLE 

114 Amendment of California Administrative Code to 

115,116 

117-120, 
and 122 

121 

declare the right to lawful consensual sexual 
conduct 

Amendment of California Administrative Code to: 
(1) Clarify freedom of association and communication; 

and 
(2) Afford privacy in intimate associations 

regardless of marital status 

Amendment of licensing requirements fo r professional 
health care providers, to include requirement for 
training in personal privacy protections 

Amendment of California Administ r ative Code to require 
pre-employment training of a ll direct patient care 
staff, including training in personal privacy and 
sexual orientation discrimination protections 

PAGE 



/ If I ' / ! , I " 



LIST OF ATTACHMENTS 

A. "Personal Privacy Training for Health Care Providers", 
A Model Training Course 

B. Reports of Meetings of the Task Force on Aging 

C. Summary of Responses to Personal Privacy and Sexual 
Orientation Discrimination Training Practices Survey 

D. "Patients'. Rights", A Summary of Skilled Nursing Facility 
Regulations, §72523 

E. Patient's Bill of Rights for Home Health Services Users 

F. Report on the Torres-Felando Act 

G. "What Health Care Professionals Should Know About Older 
Lesbians", by Sharon M. Raphael, Ph.D. 

H. "Support Systems for Older Lesbians", by Mina K. Robinson, M.A. 

PAGE 



REPORT FROM THE TASK FORCE ON AGING 
OF THE 

COMMITTEE ON AGING AND DISABILITY 

The Task Force on Aging was developed to ensure that experts in the field 
of Aging could actively participate in the research efforts of the Com­
mission, and lend their expertise and knowledge to the development of a 
report on the privacy concerns of the elderly. 

INTRODUCTION 

It is widely recognized that the elderly have unique concerns which diff~r 
from those of the "mainstream" population and that they are peculiarly 
subject to abuses and infringements of their rights due to their special 
circumstances in several areas: employment, housing, economic concerns, 
medical and health promotion, nutrition, transportation, crime victimi­
zation, etc. Of the panorama of privacy issues connected to those areas, 
the Task Force decided to focus on two areas: (1) privacy and sexuality 
discrimination against elderly persons who require in-home and/or out­
of-home personal and residential assistance; and (2) invisibility of 
older lesbians and gay men. (See articles by Sharon M. Raphael, Ph.D. 
and Mina K. Robinson, M.A., Attachments G and H.) 

A list of the members of the Task Force who contributed their time and 
expertise is included herein. Their efforts, time and expertise donated 
to the Commission have been of tremendous value. Thanks are extended 
but certainly inadequate. 

Reports of the meetings of the Task Force are included (Attachment A). 
They describe the extent of the privacy issues present and the impossi­
bility of a small volunteer cadre of top-level professionals carrying 
out a research effort of the type demanded by the problems extant. The 
reader is directed particularly to the reports dated October 30, 1981, 
and December 9, 1981, for a listi~g of critical concerns identified for 
possible study. The Task Force strongly supports the Committee on Aging 
and Disability's Recommendation for an Inter-Agency Committee on Personal 
Privacy to monitor implementation of existing privacy protections. 

TRAINING 

To discover the current training practices of staff at residential pro­
grams for the elderly in the areas of personal privacy and sexual orien­
tation discrimination, Task Force Member Margit Craig conducted a random 
sample survey of four local facilities (see summary of interviews, 
Attachment B). Some indicated a need for sexuality training for staff 
(regarding homosexual and heterosexual patients) and indicated that 
sexuality is largely ignored in the on-going training program, as is 
personal privacy. A desire for such training was expressed by some 
interviewees, with a reluctance to begin training "at this time". 
Apparently, the sexuality of elderly patients is still "too hot to 
handle" even in 1982. 



Here is a cursory summary of some survey responses: 

"This area has no Gays or Lesbians" 
"No inservice is necessary to discuss this s~bject" 
" ••• we h~ve no training or discussions regarding sexuality, either 

homo- or hetero-sexual" 
"We try to stop rumors" 
"No thought has been given to the subject of sexual d~cretionU 
"Staff bring their own values and lack of understanding of 

sexu41ity - we don't try to change them" 

In the absence of training for professionals who treat the elderly, cruel 
and insensitive occurrences such as that described below remain uncorrected: 

An LVN 4ssign~ to a. home-bound dying patient reported the 
followiI\g: 

Tb~ WPMn she wa~ caring for had liveq- wi.th another 
WQ~ fQr 2.5· years. She had· been att~nd'ing the p~.tient 
but co~ld not continue. She was d~pressed because of 
be~ f.riend' s impending death. She had given excellent 
c~~.e. and: stayed in her friend's room. all the time, 
r~iQ.g t.o her, talking, etc. The nurse repoJ:'ted she 
~s an exceptiona~ woman with sensitivity, knowledge 
and sk:f..ll in administrating to the patient. 

The patient's cl.octor made a home vi,s.~t~ stormed ou~ 
of tbe patient's room and demanded tha·t the nUJ;se 
bo4i.lY remove "that woman" f rom the premises. The 
nurse tried ~o help him unders.tand the strollg tie and 
the consequences to the patient if her friend was not 
there. The doctor stormed and shouted- and warne4 
"Either that dirty lesbian goes or I'm off the cas~". 

Mandatory trainin& for health professionals to sensitize them ~o patient 
need$ for di8~tY woul4 alleviate some occ~rences of this na.ture. Also 
rem;l.n<ling physictans that abandonment of any patient without legal cause 
s.uPj;~ts "the physician to discipline and possible civil suit. 

TraitJ.ing i1l. faci1.1ties regarding personal privacy protections generally 
cOlls.ists of a brief review of the legal requirements. Sensitivity 
training ~nd procedural guidance, together with a review of abuses that 
have occurred in the past, are suggested additions to training programs. 

REVIEW OF REGULATIONS 

A review of the regulations that govern residential and medical care 
residential facilities was conducted (see Attachment C, "Patients 
Rights--Summary of S.N.F.R. Sec 72523). 



Item 8 states that patients shall: II ••• be free from mental and 
physical abuse ••• " The Task Force members agreed that sexual abuse is 
'a well-known, though not well-documented, problem in residential facili­
ties. Abuse on the part of both nonprofessionals and professionals has 
been and continues to be a serious problem. At this time there is no 
legal or effective method to screen applicants who may have been dis­
missed from a residential ~are facility subsequent to abuse of the 
patients. Conversely, a potential for "blacklisting" of individuals 
without abuse histories must be prevented, it is also imperative to 
protect residential care patients from known offenders. The Task Force 
urges the development of a system to screen applicants who have been 
discharged due to a charge and conviction of sexual abuse of patients. 
Further, when sexual abuse of patients is discovered, Administrators 
must be required to proceed with the legal procedures already on the 
books for adult patients. 

Item 10 provides that the patient:" be treated with consideration ••• 
including privacy in treatment and in care for his personal needs." 

THE COMMISSION RECOMMENDS that the State Department of Health Services 
promulgate regulations amending the declaration of rights of patients 
in licensed health care facilities and community care facilities, as 
listed in Title 22 of the California Administrative Code, as follows: 

(1) Skilled Nursing Facilities: amend §72523(a)(lO) to read, "To 
be treated with consideration, respect and full recognition of personal 
dignity and individuality, including privacy in treatment and in care 
for the individual's personal and sexual needs and preferences." 

(2) Intermediate Care Facilities: amend §73523(a)(lO) to read the 
same as the parallel section for Skilled Nursing Facilities as designated 
in the preceding paragraph. 

(3) Intermediate Care Facilities for the Developmentally Disabled: 
amend §76525(a)(14) to read "To dignity, privacy, respect, and humane 
care, including privacy in treatment and in care for the individual's 
personal and sexual needs and preferences." 

(4) Acute Psychiatric Hospitals: amend §7l507(a) to add a new 
subsection (10) to read, "To dignity, privacy, respect, and humane care, 
including privacy in treatment and in care for the individual's personal 
and sexual needs and preferences." 

(5) Community Care Facilities: amend §8034l(a) to add a new sub­
section (7) to read, "To dignity, privacy, respect, and humane care, 
including privacy in treatment and in care for the individual's personal 
and sexual needs and preferences. II ' 

(6) Foster Family Homes: amend §85l3l(a) to add a new subsection 
(8) to read, "Have privacy in personal hygiene, grooming, and related 
activities of personal care." 

(7) Nondiscr~ination Regulations: amend all nondiscrimination 
clauses contained in Title 22 for licensed health care and community 
care facilities and referral agencies, such as §§80837, 8~3, and 11,~a 
71515, to include "sexual orientation" as a prohibited basis of 
discrimination. 

(#114, P.7, Supplement __ , Report of the Task Force on Aging) 



Item 12 describes the right to private association with persons of one's 
choosing. Certainly much of one's sexual needs and activities take place 
in one's home or that of one's partner. As the facility is the home (per­
manent legal residenGe for most patients/residents), it is reasonable to 
ascribe to that home the execution of all personal and intimate activities 
normally conducted therein. To prohibit such, in view of most patient's 
inability to leave the facility, is to effectively deny the patient's 
right to personal fulfillment of needs as a whole person, as well as the 
Constitutional right to the pursuit of happiness. We support the view 
that sexuality is an integral part of the human person, and that its 
expression one of personal, intimate desire, appetite and interest. To 
in effect deny or expressly prohibit sexual expression is to deny the 
personhood of the individual" erode mental health, promote mental dis­
tress, and deny personal dignity. Who would be willing to have others 
direct or deny their sexual expression? Few would willingly hand this 
power over to another. The patient confined to the helping institution 
depends on the administrative and regulatory agencies to ensure conti­
nued exercise of this, important, private and personal area of life. The 
Task Force suggests that these considerations be included in training 
programs, and that the regulations be amended to protect the patient 
from criticism or punishment for choice of associates, frequency or 
duration of visits or communications. 

Item 15 allows assurance of privacy for married persons. The Task Force 
suggests that this be amended to delete reference to marital status, in 
view of the special considerations of elderly persons regarding marriage 
or remarriage, the sexual discriminations and freedom of choice denials 
inherent in the restriction to married status, and the economic conse­
quences of entering a marriage contract. The Task Force supports the 
Commission Recommendations to correct these conditions. 

THE COMMISSION RECOMMENDS that the State Department of Health Services 
promulgate regulations amending the declaration of rights of patients 
in licensed health care facilities and community care facilities, as 
listed in Title 22 of the California Administrative Code, as follows: 

(1) Freedom of Association and Communication: amend sections or 
subsections of the declaration of patient's rights pertaining to freedom 
of association and communication for all licensed facilities (skilled 
nursing facilities, intermediate care facilities, intermediate care' 
facilities for the developmentally disabled, acute psychiatric hospitals, 
community care facilities, and foster family homes), such as §§72523(a)(12), 
73523(a) (12) , 76525(a)(24) and 7l507(a) (3), to read, "To associate and 
communicate privately with persons of one's choice and to send and 
receive personal mail unopened unless medically contraindicated, and to 
be free ,from ridicule or criticism by staff for choice of association, 
frequency or duration of the visits or communications." 



(2) Privacy in Intimate Associations: amend §72523(a)(15) of 
Skilled Nursing Facilities declaration of patient rights to read "Regard­
less of marital status, to be assured privacy for visits by a person or 
persons of one's choosing, and if they are patients in the facility, to 
be permitted to share a room, unless medically contraindicated." Amend 
or add similar subsections to the declaration of patient's rights or 
statement of personal rights for all other licensed health and community 
care facilities. 

(#115 and #116, p.8, Supplement __ , Report of Task Force on Aging) 

IMPLEMENTATION OF THE REGULATIONS: PROBLEMS AND RECOMMENDATIONS 

Although the Task Force was not able to conduct thorough research into 
all areas identified for study, the members are all active in the field 
of geriatrics and senior citizen service. The members of the Task Force 
were unanimous in their comments upon legislation versus actual practice: 
Many privacy protections already exist in the law and administrative 
codes and regulations. Some additions and amendments are clearly needed 
(~s indicated above). The major stumbling block is IMPLEMENTATION. 
Several factors contribute to this impediment: 

1. Lack of materials that could be used in training and orientation 
programs to describe personal privacy protections, sensitivity 
to privacy considerations, and sexual orientation discrimina­
tion prohibitions. 

2. Lack of inclusion of personal privacy protections and sexual 
orientation discrimination prohibitions as TOPICS on training 
and orientation agendas. 

3. Lack of familiarity at the administrative level with these pro­
tections and actual abuses. 

4. Lack of written facility procedures to assure that existing 
protections are implemented. 

5. Failure to adequately train non-English speaking staff who have 
direct patient contact. 

6. Failure to ensure training of new staff, to address problems of 
rapid staff turnover rates (average length of stay: six months). 

7. Lack of attention to this area of patient need, due to competing 
interests of facility management. 

8. Lack of resource experts in the community available for training 
or consultation to the facility who are known to the administrator. 

9. Lack of budget allowances for assuring training of staff for 
implementation of the regulations and sensitivity to the needs of 
the patients. 



Due to these (and additional) factors, the direct and supervisory staff 
of many facilities and agencies are not (regardless of willingness or 
awareness) providing the training that would permit implementation of 
the existing protections. 

Data reviewed and observation indicate that in spite of Federal Patient's 
Rights regulations and guidelines, patient's rights are still flagrantly 
violated. One Task Force member offers her observations: 

"In my work I meet and interview persons requesting support 
services. This is a description of a typical visit I ob­
served of an 89 year old upper middle class, educated, alert, 
well-read, world traveled woman. She is humiliated and her 
privacy rights ignored. Because she is bed-bound she re­
quested a bed pan. Apparently, she had waited two hours for 
the pan and all her pleas for help fell on deaf ears. As a 
result, she wet herself and the bed. This was my first 
meeting with Mrs. G. The nurse's aide finally appeared and 
pushed me aside, expressed great disgust·and said, 'move 
over Lady ____ ' she pulled back the covers, exposing Mrs. G. 
not only to me but to all in the corridor because the aide 
did not bother to pull the curtains around the bed. Prior 
to leaving the room I noticed Ms. G. was diapered. When I 
commented about drawing the curtain the nurse's aide said, 
'These old ladies don't care who sees their bottoms.' Mrs. G. 
blushed a bright red, closed her eyes and bit her lip. 'I 
am yet what I am none cares or knows.' Prior to· 
her accident six weeks before, Mrs. G. had been a fiercely 
independent, competent woman living a full life involved 
with friends, family and activities. She had been a reliable 
human being with a zest for life and is now seen as an 'object'. 

"When I asked the aide if she had heard about the privacy 
rights to patients her expression indicated that I had 
suddenly begun to speak in a foreign tongue. When I of­
fered some explanation she responded with, 'Oh yes, we 
always close the door when we bathe a patient'." 

This type of experience appears to be the norm, not the exception, in 
"convalescent" facilities in regard to actual practice of "dignity, 
privacy and humane care". 

In view of these practices, the Task Force suggests that training in areas 
of personal privacy protections be provided to all professionals and para­
professionals who provide health care services to the elderly, and that 
such training be required for all persons providing health care services. 
The Task Force supports the recommendation of the Commission to resolve 
the problems which result in the absence of training requirements. 



THE COMMISSION RECOMMENDS that all Boards, under the jurisdiction of the 
Department of Consumer Affairs, that license health care providers (such 
as physicians, nurses, psychologists, social workers, psychiatric tech­
nicians, etc.) amend their licensing requirements to include at least 
six hours of classroom training in these areas: personal privacy rights, 
freedom of intimate association, including lawful sexual conduct, and 
protections against sexual orientation discrimination. This six-hour 
training should be required prior to initial award of licenses to these 
professionals. It is further recommended that these licensing boards 
require all health care providers currently holding licenses to show 

. proof of completion of the six-hour course within three years of the 
date of the expiration of their current licenses. 

A model six-hour training course entitled "Personal Privacy for Health 
Care Providers" is included as an attachment to the Report of the Task 
Force on Aging, published in a Supplement to the Report of the Com­
mission on Personal Privacy. 

(#s 117-122, Supplement' __ , Report of the Task Force on Aging) 

One major deficiency in the long term care system is 'that nursing assis­
tants and other nonprofessional direct patient care providers do not 
have as a pre-employment requirement, any training in the area of personal 
privacy protections or sexual orientation discrimination protections. 
At this time, there are Certified Nursing Assistant programs which could 
be augmented with a six-hour course like the model course included here, 
"Personal Privacy for Health Care Providers", to be authorized and pro­
vided as described below. The Task Force urges that similar training 
requirements be instituted for all nonprofessional persons who provide 
direct patient care. We believe that this is a critical area of concern, 
as the patient's principal source of care is the nonprofessional. Studies 
indicate that approximately 80% of all patient contact with facility staff 
is with nonprofessional staff. We believe a preemployment training 
requirement can go far in eliminating current personal abuses. 

THE COMMISSION RECOMMENDS that the State Departments of Health Services, 
Social Services and Mental Health add a training prerequisite for all 
nonprofessional staff with direct patient care responsibilities, similar 
to that now required for nursing assistants (Title XX, California Adminis­
trative Code §7635l) by amending relevant sections of this Code (such as 
§§7l5l9, 7250l(e), 73529(a) and 74403(a) as follows: 

"In order to qualify for direct patient care responsibilities 
in non-licensed employment positions, all applicants must 
provide documentation proving completion of a 36-hour course 
of training, including 6 hours on personal privacy and sexual 
orientation discrimination protections. For persons currently 
employed in a non-licensed category, these same training 
requirements must be met within one year of adoption of these 
regulations." 



NOTE: Approved training courses for nursing assistants are currently 
provided through the public high school and community college systems, 
thereby minimizing the expense of completing these training requirements 
to a reasonable level for these positions. A similar prerequisite for 
training has been established for recreational aides. It is the intent 
of the Commission that these requirements obtain for all employees of 
licensed facilities, including retirement homes, skilled nursing facili­
ties, intermediate care facilities, community care facilities and con­
tinuing care facilities. 

(#121, Supplement __ , Report of the Task Force on Aging) 

We make the following suggestions for implementation of this requirement. 
We have used the nursing assistant as an example of how the implementation 
can be conducted: 

A. In order to continue working, nursing assistants shall have 
completed 60 hours of classroom training within 90 days of the 
first working day. 

1. Training shall include coverage of all ten (10) areas as 
listed in 72517 Staff Development. 

2. Six (6) of these hours shall specifically address the 
. topics of personal privacy, sexual orientation discri­
mination and patient rights. 

3. Certified nursing assistants shall be exempt from this 
initial training requirement. 

B. Six (6) hours of ongoing classroom training shall be provided 
every 90 days. 

1. Ongoing training shall be provided to both certified and 
noncertified nursing assistants. 

2. Of the 24 hours of ongoing training provided per annum, 6 
hours shall specifically focus on the area of personal 
privacy, patient rights, and sexual orientation 
discrtmination. 

3. Certificates shall be issued to each participant for each 
segment of training completed. 

4. Continuing education credits shall be issued to each 
participant for each segment of training completed. 
Records of these credits shall be maintained and filed in 
the Office of the Director of Nursing. These records 
shall be accessible to the State facilities' inspector. 

• 



C. Initial and ongoing classroom training shall be conducted by 
persons deemed eligible who themselves have participated in 60 
hours of training, to include 6 hours coverage of personal 
privacy and patient rights. Persons eligible as instructors 
shall include: 

1. Registered nurses; 
2. Persons accredited with a Master of Social Work; 
3. Persons accredited with a Master of Science in Gerontology; 
4. Licensed Psychologists; and 
5. Health care professionals with a minimum of 2 years 

professional experience in the field in an institutional 
setting, such as occupational therapists or recreation 
therapists. 

D. Instructors shall speak the language which is comprehensible 
to all participants while carrying out the training sessions. 

We have designed a formal course training program, which, if instituted 
as a requirement for all persons who provide services to the elderly, 
would ensure knowledgeable care, and protect rights already legislated. 
A second benefit of the course would be to prepare· graduates to become 
trainers of the course material. Criteria are based on those required 
in applying for approval of a continuing education course. (See 
Attachment A.) 

CONCLUSION 

It is our belief that the constant and tragic abuses of the personal and 
sexual privacy rights of the elderly can be greatly reduced through a 
rigorous, mass, on-going training program. Rigorous - to alleviate 
present ills quickly. Mass - to reach the thousands of health care 
providers in the quickest, most cost effective manner humanly possible. 
And on-going to work with the tremendous staff turnover rate found in 
Long Term Care facilities. The issuance of Certificates of Completion 
will assist personnel offices as they determine the training needs of 
each new hire, either professional or nonprofessional. 

We have specifically included n~nprofessionals and paraprofessionals in 
the training requirements to respond to the fact that approximately 80% 
(eighty per cent) of client/patient contact is with this staff level, 
only 20% with health care professionals. Thus this facet is a vital 
factor in the recommended training project. 

If we fail to implement these training requirements, as set forth by the 
Task Force, the abuses described here and in other areas of this report 
(see Public Hearing testimony), as well as many other abuses not recorded, 
will continue. Period. We do not believe it is the desire of the 
California Legislature to al~ow continued abuses. Members of the Task 



Force are willing to assist any legislator who wishes to take action on 
these recommendations, in the development of a proposed bill, or in any 
other way, to assure that the residents of California receive the pro­
tection the existing laws and regulations intended for them, but which 
have failed to date. 

We would like the reader to refer to the testimony recorded in the Public 
Hearings in Los Angeles presented by Mina Robinson (p. 62), Dr. Sharon 
Raphael (p. 58), and that of Dorrwin Jones (p. 149) Donna Smith (?) 
(p. __ ), and Dan Sivil (p. 138). We would like to appropriate these 
pertinent statements as part of our report, in that they clearly demon­
strate the dilemmas and difficulties of elderly persons in the com­
munity, both in and out of institutional living programs. The sugges­
tions for resolution proposed by these witnesses directed our efforts, 
and will, we expect, be responded to by the appropriate legislative and 
administrative officers. 
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ATTACHMENT A 

'''PERSONAL PRIVACY TRAINING FOR HEALTH CARE PROVIDERS" 

A MODEL TRAINING COURSE 



PERSONAL PRIVACY TRAINING FOR HEALTH CARE PROVIDERS 

A. Course of Instruction 

1. Title of Course: 

Personal Privacy: Basic Rights and Considerations of the 
Elderly for Personnel in Long-Term Care Facilities. 

Date to be Given: Open 

CEU Contact Hours: Six (6) 

2. Type of Offering: Seminar/workshop 

3. Physical Facilities: 

Long-term care facilities 
Educational institutions (i.e., junior colleges, 
nursing schools) 

4. Instructors: 

Registered nurses 
Persons accredited with a Master of Social Work 
Persons accredited with a Master of Science in Gerontology 
Licensed Psychologists 
Health Care professionals with a minimum of two years 
professional experience in the field in an institutional 
setting, such as occupational therapists or recreation 
therapists 
Licensed administrators 

5. Brief Description of Course: 

The course will consist of a six hour seminar/workshop designed 
to provide administrators, nurses, and other appropriate pro­
fessional persons with an overview of proper practices and 
violations of the privacy rights of the elderly in long-term 
care facilities. The content will provide an opportunity to 
explore in-depth patients' rights as delineated in Title XXII. 
It will also include methods and new techniques of teaching to 
assist the professional staff in instructing their staffs in 
ways to elfminate the violations of patients' rights. 



6. Objectives of Course: 

Upon completion of the seminar the participant will be able to: 

a. Identify five personal privacy rights; 

b. Identify five specific violations of these rights in a 
long-term care facility; 

c. Develop a lesson plan to instruct other staff members on 
basic rights; 

d. Enumerate three methods to eliminate improper practices; and 

e. Compare and contrast the invasion of the privacy of the 
institutionalized elderly with other members of society. 

7. Teaching Methods: 

Lecture and class discussion 
Structured experiences (including small groups) 
Audio-visual material 
Handouts 
Bibliography 

8. Content: (Outline form, including hour by hour schedule of 
activities) 

1st: Introduction to Course Material and Format 

(a) Pretest 

2nd-3rd: In-Depth Review of Title XXII - (Social Security 72523) 

(a) Inservice Training Policy 
(b) Rights of Patients in Special Disability Service 

(72403 Reg) 
(c) Rights of Patients in Long-Term Care Facilities 
(d) Rights of Patients in Home Care Service 
(e) Rights of Patients in Day Care Programs 

4th: Identifying Improper Practices and Violations of Personal 
Privacy 

(a) Overt - Covert Methods 
(b) Ways and Means to Eliminate Abuse 
(c) Methods to Strengthen Disciplinary Actions Against 

Abusers of Patients' Rights 
(d) Sexuality and Privacy Rights 
(e) Sexual Conduct of Patients, Sexual Orientation, and 

Facility Obligations 



5th-6th: Techniques of Effective In-Services 

(a) Developing Interesting Lesson Plans 
(b) Presentation of Material 
(c) Evaluating Patricipants for Effective Teaching 
(d) Post-test 

9. Method of Evaluation: 

Pre- and Post-test 
- Written Problem-Solving Assignment 



, 

True or False 

Pre- and Post-test 

1. Patients are guaranteed certain rights by law. 

2. Women cannot enjoy sex after they are 65 years of age. 

3. Older gays and lesbians in our society are "still in the 
closet". 

4. A patient has the right to participate in planning. 

5. Under Title XXII only married couples have the right to 
privacy for visits by his/her spouse and the right to share 
a room. 

6. A patient's right may be denied for good cause by anyone 
in a medical setting. 

7. A patient has the right to refuse release of medical 
records; there are no exceptions. 

8. A patient has the right to communicate privately with 
persons of his choice. 

9. All patient's rights can be countermanded by the physician. 

10. The surveyer must pay close attention to the violation of 
patient's rights and issue citations accordingly. 

11. Older lesbians and gay men tend to hide their homosexuality 
because they fear ostracism and discrimination. 

12. Older lesbians and gay men tend to be lonely and depressed. 

13. Most homosexuals are white, male and affluent. 

14. Friends and mates of older lesbians and gay men should 
be encouraged to visit them during periods of 
institutionalization. 

15. The elderly really do not care about privacy. 

(T) 

(F) 

(F) 

(T) 

(T) 

(F) 

(F) 

(T) 
(Medically 

Contraindicated) 

(F) 

(T) 

(F) 

(F) 

(T) 

(F) 



STATE OF CALIFORNIA-5TATE AND CONSUMER SERVICES AGENCY EDMUND G. BROWN JR., Governor 

BOARD OF REGISTERED NURSING 
1020 N STREET, SACRAMENTO, CALIFORNIA 9581" 

TELEPHONE: (916) 322-3350 

A P P LIe A T ION FOR 
CON TIN U I N G E D V CAT ION PRO V IDE R 

A P PRO V A L For' Office Use Onlu 
FEE - $ 100 ~ 

Please Type I Provi der # •••.••....• 

1 • NAME OF PROVIDER~ 2. PHONE NO: 
Commission on Personal Privacy • 
Aging and Disability Task Force Bus: (213) 620-SZ69 

Res: 

3. BUSINESS ADDRESS: StT'eet & Number' :City: : County: : State: :Zip Code: 
I I I I 
I I I • 107 S. Broadway, Room 1021 : Los Angeles" : • CA " .90012 

I I 

4. PROVIDER IS A/AN: 
~. Is firm recognized under corporate laws to en-

D Individual 0 Health Facility gage in business in California? 

0 Partner'ship [] Government Agency . aYes 0 No 
Is this a subsidiary or division of a parent 

0 COr'pomtion 0 Uni ver'si ty' Co l- corporation? DYes []NO 
0 Association lege Or' School 

If yes: Name and address of parent corpora-
6. CONTINUING EDUCATION COORDINATOR: tion: 

NORA J. BALADERIAN 
Phone No: 

7. Type below the name, title, address, etc., of all personnel of applicant. The personnel 
shall include: If an individual, the individual applying; if a paPtner'ship, the members 
thereof; if a aorpor'ation, assoaiation, Or' other' type of or'ganization, the President, 
Vice President and Secretary. "Personnel" shall also include the responsible managing 
employee. (Use additional sheet, if neaessa:ry) 

PERSONNEL OF APPLICANT 
NAME TITLE 

The Commission is a Bovernor's appointed body, .. 

with limited staff and volunteer Commissioners. 
~ , 

8. 

9. 

PROVIDERS MUST BE AWARE OF ALL LAWS AND POLICIES REGARDING CONTINUING EDUCATION AS 
PROMULGATED BY THE CALIFORNIA STATE BOARD OF REGISTERED NURSING. .. 

INDIVIDUAL RESPONSIBLE FOR RECORD KEEPING: : "ADDRESS OF RECORD STORAGE: : PHONE: 
I I 

AS ABOVE NORA J. BALADERIAN I AS ABOVE • I : I 

APPLICATION SUBMITTED BY: TITLE: 

I certifY under' penalty of per'j~ under the laws" of the State of Cal~jrornia that the fore~ 
going is true and ao~eat. 

Date: 

1 

------------------- SIGNATURE: " 
--------------------~-------------

15A-441.CE5 (Revised 2/82) 



APPLICATION FOR CONTINUING EDUCATION COURSE APPROVAL 
PAGE TWO 

TITLE OF COURSE: 

Personal Privacy Training for Health Care Providers 

tt'YPE OF OFFERING: Seminar/workshop In-Service 

PHYSICAL FACILmES: Long term care facilities or Educational Institutions, i.e. Junior Colleges 

INSTRUCTORS: RN/MSW/MSG or other Health Care professional with a minimum of two years 
professional experience in Institutional settings, and Certificate of Completion of 
a course of training in Personal Privacy and Sexual Orientation Discrimination, 
or is able to demonstrate competence in these areas . 

. BRIEF DESCRIPTION OF COURSE: A 6 hour workshop designed to provide Health Care Pro­
fessionals (Administrators, Nurses, Social Workers, Occupational Therapists, Nurses 
Aides and others) with an overview of disc riminatory practices and violations 
of privacy rights of the elderly in Health Care settings. We will also discuss what 
educational techniques can be utilized to combat these ~B practices. 
The content will provide an opportunity to explore in-depth patient's rights B8 as 
delineated in Title XXII. The course will also include methods and techniques 
of teaching to assist the professional staff in guiding and instructing their staffs 
in ways to eliminate the violation of pateint's rights. The course will also explore 
human rights assured to all residents of the State of California including sexual 
rights, and the right to sexual conduct that is legal and consensual in licensed 
care facilities, and the right to sexual conduct of any type that is legal, without 
censure by a provider of health care, either professional or nonprofessional. 

OBJECTIVES OF THE COURSE: 

o 
n 
h 
d 

C};il)jl :ompletion of the seminar the participants will be able to: 
1. Identify 5 personal privacy rights 
2. Identify specific methods of discrimination and privacy rights violations 

in health care settings 
3. Develop lesson plans to instruct other staff members on basic rights 
4. Identify 3 methods to eliminate discrimination practices 
5. Compare and contrast the invasion of the privacy of the elderly with the 

younger members of society, or others who do not require health care 
at home or in an institutional setting. 

TEACIDNG METHODS: 
Lecture and class instruction 
Structured experiential experiences in small groups 
Audio-visual materieal, handouts and a bibliography 

CONTENT: See outline 

METHOD OF EVAULTION: Pre- and Post-Tests, Written problem solving assignment 


