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“Everyone must leave something behind when he dies.  
A child or a book or a painting or a house or a wall built or a pair of shoes made.”  

Ray Bradbury,  
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People with a disability deserve the same rights as everyone. 

Petula Dvorak, Columnist,   
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The Graying of Disabled America



 

 

 

 

 



 

 

 

 



___________ 

 

“When you’re talking about a conservatorship you’re talking about limiting 

somebody’s civil rights. All options should be explored before considering that alternative.”   

 

– Stephen Dale, Attorney 

Buck v. Bell
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 Justice Denied: 

How California’s Limited Conservatorship System is Failing to Protect the Rights of People 

with Developmental Disabilities

 

 



 

 

 

 

 

 

 

 



 

 

Source: California Department of Developmental Services, July 2014 
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Justice Denied

waived

“The practice of waiving reports from court investigators, and substituting PVP 

[attorney] reports instead, has the effect of turning attorneys who should be advocates 

into de facto court investigators, thus creating conflicts of interest, breaching client 

confidentiality, and diminishing the prospect that attorneys will provide effective 

assistance of counsel.”57 



ad litem

Justice Denied







___________ 

 

“ Improving practices becomes an imperative for survival.”  

–Theresa Drought, PhD, RN, Bioethicist 
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et seq

has

Incapacitated and Alone: Health Care Decision-Making for the 

Unbefriended Elderly



Incapacitated and Alone

 

 





 

 

 



 

 

 



Substituted judgment

supported decision-making

Shared decision-making 



“The physician brings his or her expertise on matters of diagnosis, prognosis, 

treatment and therapeutic alternatives, likelihood of success, and what to expect. The 

patient brings his or her expertise of living in the body being treated, as well as his or 

her values, spirituality, past experience, future goals, and personal orientation toward 

risk and life. The two, in negotiation, arrive at a mutually acceptable plan for care.”

will care 



Medical Decision Making for Publicly 

Conserved Individuals: Policy Recommendations



 

 

 

 

Policy Recommendations for Improved Medical Decision-Making 

for Publicly Conserved Individuals













Thinking Ahead 

Thinking Ahead

Thinking Ahead,

Thinking Ahead





___________ 

 

“How do we make sure a person’s rights are not taken away, like mine were?”   

― Jenny Hatch, Self-Advocate 







 

 

 



requiring

should

 











Woman with Down Syndrome Fights for 
Her Freedom – and Wins available at 



___________ 

 

“Change will not come if we wait for some other person, or if we wait for some other time

Barack Obama 



 

 

IPPs for adults should include age-

appropriate discussion of and support for end-of-life planning every year,
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End-of-Life Request by Treating Physician 
Conservatee/Patient:                                                 DOB: PG Case Number: 

 
 

 
I, _________________________________, am a physician duly licensed and authorized to practice medicine in the 
 
 State of California, license number __________________________.  My specialty is _______________________ 
 
I am the treating /attending physician of the above referenced patient currently residing/hospitalized  at  
 
___________________________________________________________________________________ 
                                                                    Name of facility 
I. DIAGNOSIS AND PROGNOSIS: 

 
A. Acute Medical Diagnoses: 
 
B. Chronic Medical Diagnoses: 
 
C. Prognosis: 
 
D. Current condition is irreversible: (check one)              Yes                     No  
 
E. Patient is (circle one) Bedridden            Wheelchair-bound     Ambulatory       Amb. W. Assistance 
 
F. Patient needs help with all or most activities of daily living: Yes             No  
 
II. CRITERIA FOR DNR OR OTHER END-OF-LIFE REQUEST 
Please check the basis (bases) for the request: 
 

A.  The patient is suffering from an irreversible and incurable medical condition that, as a result, 
makes death expected and inevitable, likely within six months. 

 
B.  Since (date) ________________, the patient has been irreversibly comatose with a persistent 

vegetative state and there is little or no possibility of recovery. 
 
C.  The patient does not have a terminal condition but has a serious life threatening illness or 

chronic, progressive medical conditions which combined with other circumstances, may cause 
vital functions to fail.  It is clearly in the patient’s best interest to withdraw/withhold treatment 
because the burdens of continuing treatment clearly outweigh the benefits for the patient. 
If yes, explain: 
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III. COMMUNICATION/PATIENT & FAMILY WISHES 
 
A. The patient is able to communicate:  Yes__  No__  
 
B. If yes, How? Verbally: Yes__ or No__ or by other means(specify)_________________________ 
 
C. Patient’s primary language: __English     __Other (specify):______________________________ 

 
           1. Communication was done in patient’s primary language  Yes                       No  
               If no, explain: 
 
 
           2. The patient’s end-of-life wishes are known:         Yes                       No  
                Explain: 
 
 
           3. The patient is aware of my request and agrees   Yes                       No  
                If no, explain: 
 
 
D. I have contacted the following family members/individuals/primary care physician regarding this 
request.  They agree or disagree with this request as shown. 

Name Relationship   
  Agree  Disagree  
  Agree  Disagree  
  Agree  Disagree  
 
IV. PHYSICIAN REQUEST 
 
As the treating or attending physician, I am requesting the following orders: 
 
A.  Yes   No   Do Not Resuscitate/No CPR  
This means no chest compressions, defibrillations, endotracheal intubations, assisted mechanical 
ventilation, or cardiotonic drugs. 
B.  Yes   No   Comfort Measures Only.  This means death is expected and imminent. Relieve pain 
and suffering through the use of medication by any route, positioning, wound care and other measures.  
Use oxygen, suction and manual treatment of airway obstruction as needed for comfort.  Food and water 
will be offered by mouth if tolerated. Transfer to hospital only if comfort needs cannot be met in current 
location. 

Other/Comments: 
_______________________________________________________________________ 

 
      _______________________________________________________________________ 
 
 
C.  Yes   No  I am requesting that the patient be placed into a hospice program. 
He or she has an incurable medical condition that makes death expected and inevitable, likely within 6 
months. 
 
Where? (specify): ______________________________________________________ 



COUNTY OF LOS ANGELES                                                    DEPARTMENT OF MENTAL HEALTH 
OFFICE OF THE PUBLIC GUARDIAN 

  

D. I am requesting that the following life support or life-sustaining measures be provided, with-
drawn or withheld: (this section should complement sections A, B & C by providing some 
specificity to the request.) 
 

 
 1.     Pacemaker/automatic implanted defibrillator Provide     Withdraw   Withhold    N/A   

 2.    Peritioneal/hemo (kidney) dialysis Provide     Withdraw   Withhold    N/A   

 3.    Respirator/assisted mechanical ventilation Provide     Withdraw   Withhold    N/A   

 4.    Nasogastric tube for nutrition/hydration Provide     Withdraw   Withhold    N/A   

 5.    Gastrostomy tube for nutrition/hydration Provide     Withdraw   Withhold    N/A   

 6.    I.V. therapy for nutrition/hydration Provide     Withdraw   Withhold    N/A   

 7.    Transfusions Provide     Withdraw   Withhold    N/A   

 8.    Antibiotics Provide     Withdraw   Withhold    N/A   

 9.    Antipyretics to reduce fever Provide     Withdraw   Withhold    N/A   

10.   Cancer therapy: Provide     Withdraw   Withhold    N/A   

        a. Radiation Therapy Provide     Withdraw   Withhold    N/A   

        b. Chemotherapy Provide     Withdraw   Withhold    N/A   

11.    Other (specify): Provide     Withdraw   Withhold    N/A   

12.    Other (specify): Provide     Withdraw   Withhold    N/A   

13. Check if true  The interventions to be withheld or withdrawn are no longer effective in meeting 
the treatment goals for the patient and are therefore no longer medically indicated. 
If checked, explain: 
 
 
 
 
Check if true  Nutrition and hydration will be offered by mouth if tolerated. 
If checked, explain: 
 
 
 
 
Check if true:  Nutrition and hydration will not be provided by mechanical means if it is not 
tolerated by mouth. 
 
If checked, the reason for withholding mechanical nutrition and hydration is that: (check all that 
apply): 
 
____ It is not medically indicated. 
____ It creates burdens that clearly outweigh benefits 
____ It prolongs the patients’ suffering during his/her terminal condition 
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IV. PHYSICIAN SIGNATURE/REQUIRED BIOETHICS REVIEW 
 

A. For conservatees admitted to the hospital/under acute care, a formal bioethics review at the 
hospital is required.  Date of bioethics review: _____________ 

      Attach a copy of written recommendations. 
 

NOTE: If the physician’s request includes the withdrawal or withholding of hydration and/or 
nutrition, the bioethics review must specifically consider the request and agree that it meets 
medical ethical standards. 

 
B. For conservatees in a non-acute setting, a second physician’s opinion is required. The following 

physician has been consulted and agrees with my request:  The second physician’s written 
opinion must be attached. 

 
Dr. ________________________________________                    __________________ 

                                          Name  (Print please)                                                   Telephone No. 
 

C. I declare under penalty of perjury under the laws of the State of California that the foregoing end 
of life request is true and correct. 

 
Executed on _______________________, at ________________________________, California 

                                                  Date                                                      City 
 

_________________________________________________  Medical License # __________ 
                             Physician’s Signature 

 
___________________________________________________________________________ 
Address                                                                        Phone No.  
 

 
INSTRUCTIONS TO PHYSICIAN 

 
Please answer all questions completely.  Incomplete or illegible documents may delay the 
process.  After completion, fax it to (213) 687-4539 as soon as possible.  For follow-up, 
see the attached cover letter or call (213) 974-0407.  For emergencies outside business 
hours, call (213) 974-1234 and ask to speak to the Public Guardian manager on duty. 
 

Public Guardian Policy 
 
The Los Angeles County Public Guardian is conservator for the above-referenced individual. 
Communication with the patient must be done in a culturally sensitive manner and in his or her 
primary language.   Physicians’ orders concerning do not resuscitate or other end-of-life matters 
must not be placed in the conservatee’s medical chart without prior Public Guardian approval or, 
in some cases, court approval.  In considering this request, the Public Guardian must determine 
whether the request meets the criteria listed in this document and is otherwise appropriate. 
 
Please note that the bioethics review must approve this end-of-life request and 
specifically approve the withdrawal or withholding of nutrition and hydration if requested. 
 
Revised April, 2013 



CALIFORNIA PROBATE CODES  
GOVERNING LIMITED CONSERVATORSHIP 

 
(Probate Code §§ 1827.5, 1828.5, 1830, & 2351.5) 

 
Retrieved on 7/13/14 from  

http://www.saclaw.org/pages/conservatorship.aspx  
 
 

 
DIVISION 4. GUARDIANSHIP, CONSERVATORSHIP, AND OTHER PROTECTIVE 
PROCEEDINGS [1400 - 3925] 
(Division 4 enacted by Stats.1990, Ch. 79.) 
   
PART 3. CONSERVATORSHIP [1800 - 1970] 
(Part 3 enacted by Stats.1990, Ch. 79.) 
   
CHAPTER 1. Establishment of Conservatorship [1800 - 1849.5] 
(Chapter 1 enacted by Stats.1990, Ch. 79.) 
   
ARTICLE 3. Establishment of Conservatorship [1820 - 1835] 
 (Article 3 enacted by Stats.1990, Ch. 79.) 
 
 1827.5.   
(a) In the case of any proceeding to establish a limited conservatorship for a person with 
developmental disabilities, within 30 days after the filing of a petition for limited 
conservatorship, a proposed limited conservatee, with his or her consent, shall be 
assessed at a regional center as provided in Chapter 5 (commencing with Section 
4620) of Division 4.5 of the Welfare and Institutions Code. The regional center shall 
submit a written report of its findings and recommendations to the court. 

(b) In the case of any proceeding to establish a general conservatorship for a person 
with developmental disabilities, the regional center, with the consent of the proposed 
conservatee, may prepare an assessment as provided in Chapter 5 (commencing with 
Section 4620) of Division 4.5 of the Welfare and Institutions Code. If an assessment is 
prepared, the regional center shall submit its findings and recommendations to the 
court. 

(c) A report prepared under subdivision (a) or (b) shall include a description of the 
specific areas, nature, and degree of disability of the proposed conservatee or proposed 
limited conservatee. The findings and recommendations of the regional center are not 
binding upon the court. 
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In a proceeding where the petitioner is a provider of board and care, treatment, 
habilitation, or other services to persons with developmental disabilities or a spouse or 
employee of a provider, is not the natural parent of the proposed conservatee or 
proposed limited conservatee, and is not a public entity, the regional center shall include 
a recommendation in its report concerning the suitability of the petitioners to meet the 
needs of the proposed conservatee or proposed limited conservatee. 

(d) At least five days before the hearing on the petition, the regional center shall mail a 
copy of the report referred to in subdivision (a) to all of the following: 

(1) The proposed limited conservatee. 

(2) The attorney, if any, for the proposed limited conservatee. 

(3) If the petitioner is not the proposed limited conservatee, the attorney for the 
petitioner or the petitioner if the petitioner does not have an attorney. 

(4) Such other persons as the court orders. 

(e) The report referred to in subdivisions (a) and (b) shall be confidential and shall be 
made available only to parties listed in subdivision (d) unless the court, in its discretion, 
determines that the release of the report would serve the interests of the conservatee 
who is developmentally disabled. The clerk of the court shall make provision for limiting 
disclosure of the report exclusively to persons entitled thereto under this section. 

(Amended by Stats. 2002, Ch. 784, Sec. 579. Effective January 1, 2003.) 
 

PROBATE CODE - PROB 
 
DIVISION 4. GUARDIANSHIP, CONSERVATORSHIP, AND OTHER PROTECTIVE 
PROCEEDINGS [1400 - 3925] 
(Division 4 enacted by Stats.1990, Ch. 79.) 
   
PART 3. CONSERVATORSHIP [1800 - 1970] 
(Part 3 enacted by Stats.1990, Ch. 79.) 
   
CHAPTER 1. Establishment of Conservatorship [1800 - 1849.5] 
 (Chapter 1 enacted by Stats.1990, Ch. 79.) 
   
ARTICLE 3. Establishment of Conservatorship [1820 - 1835] 
(Article 3 enacted by Stats.1990, Ch. 79.) 
 
  
  



1828.5.   
(a) At the hearing on the petition for appointment of a limited conservator for an 
allegedly developmentally disabled adult, the court shall do each of the following: 

(1) Inquire into the nature and extent of the general intellectual functioning of the 
individual alleged to be developmentally disabled. 

(2) Evaluate the extent of the impairment of his or her adaptive behavior. 

(3) Ascertain his or her capacity to care for himself or herself and his or her property. 

(4) Inquire into the qualifications, abilities, and capabilities of the person seeking 
appointment as limited conservator. 

(5) If a report by the regional center, in accordance with Section 1827.5, has not been 
filed in court because the proposed limited conservatee withheld his or her consent to 
assessment by the regional center, the court shall determine the reason for withholding 
such consent. 

(b) If the court finds that the proposed limited conservatee possesses the capacity to 
care for himself or herself and to manage his or her property as a reasonably prudent 
person, the court shall dismiss the petition for appointment of a limited conservator. 

(c) If the court finds that the proposed limited conservatee lacks the capacity to perform 
some, but not all, of the tasks necessary to provide properly for his or her own personal 
needs for physical health, food, clothing, or shelter, or to manage his or her own 
financial resources, the court shall appoint a limited conservator for the person or the 
estate or the person and the estate. 

(d) If the court finds that the proposed limited conservatee lacks the capacity to perform 
all of the tasks necessary to provide properly for his or her own personal needs for 
physical health, food, clothing, or shelter, or to manage his or her own financial 
resources, the court shall appoint either a conservator or a limited conservator for the 
person or the estate, or the person and the estate. 

(e) The court shall define the powers and duties of the limited conservator so as to 
permit the developmentally disabled adult to care for himself or herself or to manage his 
or her financial resources commensurate with his or her ability to do so. 

(f) Prior to the appointment of a limited conservator for the person or estate or person 
and estate of a developmentally disabled adult, the court shall inform the proposed 
limited conservatee of the nature and purpose of the limited conservatorship 
proceeding, that the appointment of a limited conservator for his or her person or estate 
or person and estate will result in the transfer of certain rights set forth in the petition 
and the effect of such transfer, the identity of the person who has been nominated as 



his or her limited conservator, that he or she has a right to oppose such proceeding, and 
that he or she has a right to have the matter tried by jury. After communicating such 
information to the person and prior to the appointment of a limited conservator, the court 
shall consult the person to determine his or her opinion concerning the appointment. 

(Enacted by Stats. 1990, Ch. 79.) 
 

PROBATE CODE - PROB 
 
DIVISION 4. GUARDIANSHIP, CONSERVATORSHIP, AND OTHER PROTECTIVE 
PROCEEDINGS [1400 - 3925] 
 
 (Division 4 enacted by Stats. 1990, Ch.79.) 
   
PART 3. CONSERVATORSHIP [1800 - 1970] 
(Part 3 enacted by Stats.1990, Ch. 79.) 
   
CHAPTER 1. Establishment of Conservatorship [1800 - 1849.5] 
(Chapter 1 enacted by Stats.1990, Ch. 79.) 
   
ARTICLE 3. Establishment of Conservatorship [1820 - 1835] 
(Article 3 enacted by Stats.1990, Ch. 79.) 
 
 1830.   
(a) The order appointing the conservator shall contain, among other things, the names, 
addresses, and telephone numbers of: 

(1) The conservator. 

(2) The conservatee’s attorney, if any. 

(3) The court investigator, if any. 

(b) In the case of a limited conservator for a developmentally disabled adult, any order 
the court may make shall include the findings of the court specified in Section 1828.5. 
The order shall specify the powers granted to and duties imposed upon the limited 
conservator, which powers and duties may not exceed the powers and duties applicable 
to a conservator under this code. The order shall also specify the following: 

(1) The properties of the limited conservatee to which the limited conservator is entitled 
to possession and management, giving a description of the properties that will be 
sufficient to identify them. 



(2) The debts, rentals, wages, or other claims due to the limited conservatee which the 
limited conservator is entitled to collect, or file suit with respect to, if necessary, and 
thereafter to possess and manage. 

(3) The contractual or other obligations which the limited conservator may incur on 
behalf of the limited conservatee. 

(4) The claims against the limited conservatee which the limited conservator may pay, 
compromise, or defend, if necessary. 

(5) Any other powers, limitations, or duties with respect to the care of the limited 
conservatee or the management of the property specified in this subdivision by the 
limited conservator which the court shall specifically and expressly grant. 

(c) An information notice of the rights of conservatees shall be attached to the order. 
The conservator shall mail the order and the attached information notice to the 
conservatee and the conservatee’s relatives, as set forth in subdivision (b) of Section 
1821, within 30 days of the issuance of the order. By January 1, 2008, the Judicial 
Council shall develop the notice required by this subdivision. 

(Amended by Stats. 2007, Ch. 553, Sec. 8. Effective January 1, 2008.) 
 

PROBATE CODE - PROB 
 

DIVISION 4. GUARDIANSHIP, CONSERVATORSHIP, AND OTHER PROTECTIVE 
PROCEEDINGS [1400 - 3925] 
(Division 4 enacted by Stats.1990, Ch. 79.) 
   
PART 4. PROVISIONS COMMON TO GUARDIANSHIP AND CONSERVATORSHIP 
[2100 - 2893] 
(Part 4 enacted by Stats.1990, Ch. 79.) 
   
CHAPTER 5. Powers and Duties of Guardian or Conservator of the Person [2350 - 
2360] 
(Chapter 5 enacted by Stats.1990, Ch. 79.) 
 
2351.5.   
(a) Subject to subdivision (b): 

(1) The limited conservator has the care, custody, and control of the limited 
conservatee. 

(2) The limited conservator shall secure for the limited conservatee those habilitation or 
treatment, training, education, medical and psychological services, and social and 



vocational opportunity as appropriate and as will assist the limited conservatee in the 
development of maximum self-reliance and independence. 

(b) A limited conservator does not have any of the following powers or controls over the 
limited conservatee unless those powers or controls are specifically requested in the 
petition for appointment of a limited conservator and granted by the court in its order 
appointing the limited conservator: 

(1) To fix the residence or specific dwelling of the limited conservatee. 

(2) Access to the confidential records and papers of the limited conservatee. 

(3) To consent or withhold consent to the marriage of, or the entrance into a registered 
domestic partnership by, the limited conservatee. 

(4) The right of the limited conservatee to contract. 

(5) The power of the limited conservatee to give or withhold medical consent. 

(6) The limited conservatee’s right to control his or her own social and sexual contacts 
and relationships. 

(7) Decisions concerning the education of the limited conservatee. 

(c) Any limited conservator, the limited conservatee, or any relative or friend of the 
limited conservatee may apply by petition to the superior court of the county in which 
the proceedings are pending to have the limited conservatorship modified by the 
elimination or addition of any of the powers which must be specifically granted to the 
limited conservator pursuant to subdivision (b). The petition shall state the facts alleged 
to establish that the limited conservatorship should be modified. The granting or 
elimination of those powers is discretionary with the court. Notice of the hearing on the 
petition shall be given for the period and in the manner provided in Chapter 3 
(commencing with Section 1460) of Part 1. 

(d) The limited conservator or any relative or friend of the limited conservatee may 
appear and oppose the petition. The court shall hear and determine the matter 
according to the laws and procedures relating to the trial of civil actions, including trial 
by jury if demanded. If any of the powers which must be specifically granted to the 
limited conservator pursuant to subdivision (b) are granted or eliminated, new letters of 
limited conservatorship shall be issued reflecting the change in the limited conservator’s 
powers. 

(Amended by Stats. 2005, Ch. 418, Sec. 28. Effective January 1, 2006.) 
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EXCERPT: POLICY RECOMMENDATIONS FOR IMPROVED MEDICAL DECISION-
MAKING FOR PUBLICLY CONSERVED INDIVIDUALS   

 
Ideal Process Recommendations 

___________ 
 

From Medical Decision Making for Publicly Conserved Individuals: Policy Recommendations  
by Theresa Drought 

Retrieved 6/24/14 from http:/ /www.scu.edu/ethics/practicing/ focusareas/medical/conserved-
patient/policy.html 

 
Based upon these documents and review of the literature, standards of practice, and existing 
California law, the following processes and supportive measures are proposed. 

•  Legislation empowers courts to support PG. 
o Liability protection for good faith decisions made by PG should be considered. 
o Clarification of tensions between Wendland and HCDL are needed. 

•  Court supports PG to make medical decisions with minimal judicial review. 
o Every major court ruling, from the US Supreme Court in Cruzan to the California 

Supreme Court ruling in Wendland, and the HCDL legislation, stress that courts 
are not the best place to make these types of decisions. 

o There should be clearly defined criteria established and agreed upon as to when 
court review of PG decisions is required. 

•  Local administration supports PG with adequate resources. 
o Maximum caseloads should be determined and made compulsory. 
o Case mix should be adjusted to account for heavy medical decision-making 

cases. 
o Availability of staff should be 24/7; administrative processes should support 

quick resolution when the patient's condition requires urgent response. 
•  Public guardian has policies to support conservator as decision-maker or to involve PG in 

timely manner. 
o A clear line of authority should be established for review of decisions. 
o There should be clearly defined criteria as to when PG oversight of deputy 

decisions is required. 
•  Conservator knows conservatee and maximizes conservatee's involvement in decision-

making process 
o After stabilization of conservatee and safe placement, in addition to discovering 

any advance directive, explore with conservatee values and preferences. A 
values history tool can be useful. 

o Develop a proactive plan for monitoring and managing chronic conditions, as 
well as identification and plan for inevitable crises that may arise based on 
underlying disease states, if any. 
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o Involve the conservatee as much as possible in all decisions. Although the 
conservatee may not have the capacity to make a decision independently, she 
may be able to express some preferences or provide some input. 

 
 Conservator engages in open, timely, and ongoing informed consent/shared decision-

making process with physician. 
o Conservator engages in decision-making process in much the same way as other 

surrogate decision makers. 
o In situations of great uncertainty or decisions of extreme consequence, the 

conservator should consult with a body or group of individuals with sufficient 
background and training to engage in a consultative manner to examine the best 
interests of the particular conservatee. The goal is to examine the generally 
accepted community standards in light of what is known about the individual's 
prior wishes, and his or her current lived experience. A real time meeting 
including the PG, members of the health care team, and the consultative body is 
most ideal. The purpose of this type of meeting would be to make sure a variety 
of positions and concerns are represented and examined, to achieve a moral 
consensus on an approach to treatment, and to advise and support the PG and 
the health care team in reaching a decision. 
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Review the whole workbook before making your 
decisions or writing down your choices. 

Take your time to complete the workbook.
Take 2 or more sessions. 
Use support from a Trusted Helper.

Complete the Personal Requests and Advance 
Directive forms on the back pages. Give copies to 
important people. 

  n ever, you are making important 
  your life your way also means making 

  e end of your life. You probably know 
  ly member, support person or friend, 

   alking about death and dying is hard, 
   or that time makes sure your choices are 

respected. Making your own decisions shows you are in control, 
now and up through the very end.

This Thinking Ahead workbook provides a way to advocate 
for what you want in life support treatment and other end-of-
life choices. Complete these pages and you will be prepared. 
You will have a plan to share with important people in your life.
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Making Your Decisions
Making important decisions means taking time to think carefully, 
deciding on your choices, then taking action with support.

THINK What is important to you.

PLAN Choose what you want.

DO Complete the forms and let people know.
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Connie and Be   

Connie knows that be      
choices all through lif        
she wanted to pay he       
body was gone and n      

Connie’s friend had been a strong a       
his own plans. After he died, other people took over his belongings 
and his burial. Connie decided this was not going to happen to her. 
She thought about what was important and made her plan. She 
took action to make sure she was in control of her life — now and 
at the very end.

Betty knows how important it is to make your own 
choices and have your own plans. 

Her brother was in the hospital and very sick. He 
never told anyone about what he wanted for medical 
treatment at the end of his life. Because she was the 

closest person to her brother, the doctor called Betty about making 
medical treatment choices for him. She alone had to make the 
decision to let him go. 

Because of this, Betty wanted to be prepared herself and make her 
own decisions ahead of time. She took steps to be in control — now 
and at the very end.

Connie Mart inez

Bet ty Pomeroy
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Choosing the Right Person to Help

Everyone needs help when thinking ahead and carrying 
out plans at the end of his or her life. Choosing a 
Trusted Helper to help you complete this workbook is 

the first step. This person should be comfortable talking with 
you about end-of-life choices. Think about who can help you.

THINK – Who Can Help Me

Someone who:
• Knows me well and cares about what is important to me.
• Helps without telling me what they think I should do.  
• Listens to me and is respectful. 
• Will advocate for me.
• Will help me complete this workbook.

PLAN – My Trusted Helper

I want ____________________________________  to help me

As a Trusted Helper, I agree to listen, explain and w   
what is important without taking over or saying wha   

Signature _________________________________

Name

Trusted Helper

California Coalition for Compassionate Care provides suggestions for Trusted      
with completing this workbook and forms. Go to: www.finalchoices.org.
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Making Perso  
Everyone has the right to d      
feeling at peace. When p       
comforts you, they can giv       
At the end of life, there a      

about your final wishes. This is t        
want during your final days.

THINK – My Final Days   

With your Trusted Helper, share your thoughts about how you want 
your final days of life to be. Ideas to think about:

Where you want to be. 
How you want to be cared for.

This is also the time to think about what you want to have happen 
after your death. Ideas to think about:

Where you want your personal belongings to go.
Your funeral, burial.
How you want to be remembered.

Connie and Betty knew that end-of-life planning included 
choices about their final days, where their belongings would 
go, and how they wanted to be remembered. They made 
decisions about their final wishes and put together their 
personal plans.

PLAN – Make Personal Arrangements
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Making Personal Requests
Make a plan about your final days and how you want to be 
remembered by completing pages 5–7.

(1) Where I want to be
Near the end of their lives people have choices about the place 
where they want to spend their final days. Here are some ideas  
to think about.

 My Home  With My Family  Hospital  Other Place

Mark your choice.

X

 

 

 

 

(2) How I want to be cared for
Near the end of their lives, people sometimes make special 
requests. It is important to let others know what you want.

 Mark your choices or write in other ideas.  

 Have my family and friends near. 
 Have personal care that helps me feel  
 Have my favorite things around me.
 Have my favorite music playing.
 Have my religion respected.
 Other ways I want to be cared for:
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Making Perso  

(3) Where I want my things to 
Everyone has important things      
people donate personal items       
friends and family members.

(4) Gifts I want to give
Sometimes people give special gifts to friends and family 
members who have been important to them.

Write what you want to give and to whom. 

Item: _______________________  To: ______________________

Item: _______________________  To: ______________________

Think about where you want your           

Money ___________________

Clothing ____________________________________________

Furniture ___________________________________________

Equipment __________________________________________

Pet ________________________________________________

Other ______________________________________________

   ______________________________________________
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Making Personal Requests
(5) My body

Sometimes people have religious or family ideas that help them 
decide what happens to their bodies after death.

(6) Being remembered
Having a time to remember is a way people pay their respects 
and celebrate the life of someone who has died.

DO – Next Steps

Think about what you want and write it down.

 I want to be buried. Where: __________________________

 I want to be cremated. Where I want my ashes to go:

  _________________________________________________

Think about what you want and write it down.

I want a funeral service.   Yes  No

 At my place of worship ___________________________ __

 At a funeral home _______________________________ __

 Other place ____________________________________

 I want people to remember me by doing this: 

  ____________________________________

1. Put your choices on the tear-out Personal Reques   
2. Take your completed Form and make copies for i  
3. Save your workbook and the original Form you c
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Making Medic   
You have the right to mak       
during your life. There ar       
make at the end. When y         
make sure doctors know w    

This section helps you decide what      
don’t want in your final days. It wil        
of  Life and make choices about Lif  pp  

THINK – My Quality of Life and Life Support

Quality of  Life is different for each person. When death 
is near, there are decisions to make about what life will 
be like during those final days. It is important that people 
decide how they want to feel at the end and what Life 
Support Treatment is right for them.

Thinking about what makes your life worth living will guide you in 
making your end-of-life choices.

Life Support Treatment is used to help keep people alive 
when they are very sick and close to death. Treatments 
can be medicines, breathing machines, tube feeding and 
drinking, CPR, dialysis and surgeries.

No matter what end-of-life treatment a person wants or doesn’t want, 
doctors must make everyone as comfortable as possible through the 
very end.
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Making Medical Treatment Choices
With your Trusted Person, share your thoughts and feelings about 
what would make up your quality of life at the end.

A person’s life quality is different for everyone. Think about what is 
important to you.

Connie and Betty knew that end-of-life planning inc   
about quality of life in their final days. They made d    
support treatment and put together their personal p

PLAN – Make Life Support Treatment 

Mark your choices or write in other ideas.

 Being awake and thinking for myself. 

 Communicating with family or friends. 

 Being free from constant and severe pain. 

 Not being connected to a machine all the time. 

More thoughts I have about my quality of life at the end:

___________________________________________________ _

__________________________________________
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Making Medic   
Make your plan about    

If my doctors say I am         
life support treatment     

Mark your choice:

 I want life support tre     

 I do not want any life support treatment.

  I want life support treatment only if my doctor thinks it 
could help. 

 I want someone I know and trust to decide for me.

DO – Next Steps

1.  Put your medical treatment choices on the tear-out 
Advance Directive Form at the back of the workbook.

2.  Take your completed Form and make copies for your 
Doctor and other important people.

3.  Save your workbook and the original Form you 
completed.
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Choosing an End-of-Life Advocate
It is important to choose a person who can be your End-
of-Life Advocate, also called a Health Care Agent. 
Decisions in your Advance Directive are carried out by 
your End-of-Life Advocate.

THINK – Who Will Speak For Me?

End-of-Life Advocate (Health Care Agent)
• Is nearby to help me when I need him or her.

• Will speak to doctors, nurses and social workers for me.

• Follows my Advance Directive.

• Is my legal spokesperson when I cannot speak for myself.

End-of-Life Advocate cannot be:
• Your doctor.

• Staff  of a clinic/ hospital where you get health care

• Your group home or nursing home operator.

• Staff  of a group home or nursing home   

Advance Directive is a document that:
• Has your choices about life support trea

• Says who will speak with your doctor w   

• Guides your doctor about what you wa
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Choosing an E  

PLAN – My End-of-Life A

Connie and Betty knew that end    
deciding who would speak up f      
They made decisions about who     
Advocates and put together the     

Good to remember!

Some people have conservators. If  you have a conservator, check to 
see if they may already be your End-of-Life Advocate. 

Meet with him or her to complete the workbook.

My Decision:

I want __________________________________________ to be  

my End-of-Life Advocate and he or she agrees.

DO - Next Steps

1.  Complete the Advance Directive Form.
2.  Sign the Advance Directive with two witnesses.
3.  Complete the Personal Requests Form. 
4.  Make sure your End-of-Life Advocate has a copy of both forms.

Name
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Staying in Control

When you finish your Thinking Ahead workbook and 
complete the forms at the end, you have exercised 
your right to live your life, your way – now and at the 
very end. You will be prepared.

You will have a plan to share with loved ones, your doctor and 
other important people in your life.

1

2

3

4

Here are some tips:

Get information in ways YOU can understand.

Share your plan with important people.

Make changes to your plan, if you need to

Make your own decisions.
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Advocates Lea  
The Thinking Ahead workbook       
California advocates with deve     
regional centers. They wanted t      
ideas because they know how i        
decisions now and through the v      
together in three focus groups t       
the workbook and DVD reflecte   

Alta California Regional Center
Sacramento, CA
Focus Group Participants

Golden Gate Regional Center
San Francisco, CA
Focus Group Participants

Eastern Los Angeles Regional Center
Alhambra, CA
Focus Group Participants
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Resources
www.finalchoices.org

California Coalition for Compassionate Care is a statewide partnership of 
more than 60 organizations dedicated to the advancement of palliative 
medicine and end-of-life care. It provides helpful Information about end-
of-life decision making, legislation and forms. Downloadable copy of the 
Thinking Ahead Workbook and facilitator guideline are available on this 
site.

www.caringinfo.org
Caring Connections is a program of the National Hospice and Palliative 
Care Organization, a national consumer and community organization 
committed to improving care at the end of life.

www.iha4health.org/ index.cfm/MenuItemID/266.htm
This easy-to-read California Advance Health Care Directive form was 
created to help people better understand these legal documents.

www.agingwithdignity.org/5wishes.html 
The Five Wishes document helps people express how they want to be 
treated if they are seriously ill and unable to speak for themselves. I  
includes medical, personal, emotional and spiritual needs. 

www.dds.ca.gov/ConsumerCorner/Publications.cfm
The California Department of Developmental Services,   
Committee has developed numerous plain language pi   
and DVDs that encourage self-direction and personal c    
Ahead Workbook is also available for download.
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(3) Where I want my things to go
Money  ______________________________________
Clothing  ______________________________________
Furniture  ______________________________________
Equipment  ______________________________________
Pet  ______________________________________
Other  ______________________________________

Personal Requests
These are my personal requests, but not a Will.

Name: ________________________________________

(1) Where I want to be
This is my choice about where I want to spend my final days. 

(2) How I want to be cared for
 Have my family and friends near. 
 Have personal care that helps me feel comfortable. 
 Have my favorite things around me.
 Have my favorite music playing.
 Have my religion respected.
 Other ways I want to be cared for:

  __________________________________________
  __________________________________________

 My Home  With My Family  Hospital  Other Place

 

 

 

FORM A – FRONT



FORM A – BACK

Personal Requests

(4) Gifts I want to give

Item: ____________________  To: ______________________

Item: ____________________  To: ______________________

(5) My body

 I want to be buried. Where:  ____________________________

 I want to be cremated. Where I want my ashes to go: 

  __________________________________________________

(6) Being remembered

I want a funeral service    Yes   No
 At my place of worship  _______________________________
 At a funeral home  ___________________________________
 Other place  ____________________________________ ___
 I want people to remember me by doing this:  _________ ___

  _____________________________________

Sign Your Name                         

Street Address            City       State    

Home Phone            Work Phone         



During my final days, my life support treatment decision is:
 I want life support treatment as long as possible.
 I do not want any life support treatment.
  I want life support treatment only if  my doctor thinks it could help.
 I want my End-of-Life Advocate to decide for me. 

Advance DirectiveXX

__________________________________________________ is my
End-of-Life Advocate (Health Care Agent).

_______________________________________________________
Street Address                City        State    Zip Code

_______________________________________________________
Home Phone            Work Phone         Email

My End-of-Life Advocate will make decisions for me only if  I 
cannot make my own decisions.

During my final days, my quality of  life means:
 Being awake and thinking for myself. 
 Communicating with family or friends.
 Being free from constant and severe pain.
 Not being connected to a machine all the time.
  __________________________________________________

(Name)

My End-of-Life Choices

FORM B – FRONT



 For Witnesses:

As a witness, I promise that (person) ___________________________, 
signed this form while I watched. He/ she was not forced to sign it. 

I also promise that:
 • I know this person and he/ she can confirm their identity.
 • I am 18 years or older.
 • I am not this person’s End-of-Life Advocate (Health Care Agent).
 •  I am not this person’s health care provider or work for this per on’s 

health care provider. 
 • I do not work where this person lives.

Witness Signature                 

Witness Signature                 

One witness must not be related by blood, marriage    
not receive any money or property from this person    

Advance DirectiveXX

FORM B – BACK

Sign Your Name                 Date

Print Your Name                 Date

Address         City      State   Zip Code



 
Development and human rights for all 

 

Convention on the Rights of Persons with Disabilities 

Article 12 - Equal recognition before the law 

1. States Parties reaffirm that persons with disabilities have the right to 
recognition everywhere as persons before the law. 

2. States Parties shall recognize that persons with disabilities enjoy legal 
capacity on an equal basis with others in all aspects of life. 

3. States Parties shall take appropriate measures to provide access by 
persons with disabilities to the support they may require in exercising their 
legal capacity. 

4. States Parties shall ensure that all measures that relate to the exercise of 
legal capacity provide for appropriate and effective safeguards to prevent 
abuse in accordance with international human rights law. Such safeguards 
shall ensure that measures relating to the exercise of legal capacity respect 
the rights, will and preferences of the person, are free of conflict of interest 
and undue influence, are proportional and tailored to the person's 
circumstances, apply for the shortest time possible and are subject to regular 
review by a competent, independent and impartial authority or judicial body. 
The safeguards shall be proportional to the degree to which such measures 
affect the person's rights and interests. 

5. Subject to the provisions of this article, States Parties shall take all 
appropriate and effective measures to ensure the equal right of persons with 
disabilities to own or inherit property, to control their own financial affairs and 
to have equal access to bank loans, mortgages and other forms of financial 
credit, and shall ensure that persons with disabilities are not arbitrarily 
deprived of their property.  

 

Appendix F: Article 12 United Nations Convention on the Rights of Persons with Disabilities






