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HOSPICE AIDE EDUCATION SERIES                                       Module 26:  Patient Rights 

Overview & Objectives 

Up until the 1970’s, physicians made decisions about a patient’s care with little or no input from the 

patient or family.  In two separate studies done in 1953 and 1961, the Journal of the American Medical 

Association (JAMA) reported that 69% and 90% (respectively) of doctors did not tell their patients they 

had cancer.  Human experimentation studies were done on prisoners and poor and orphaned children.  

By today’s standards, those practices and others would bring lawsuits.  In 1973 the American Hospital 

Association (AHA) published the first standards for patient rights.  This inservice covers the evolution of 

patient rights, the role of medical ethics, the Patient Self-Determination Act, and the rights of hospice 

patients.  The learning objectives for this module include: 

 

 Discuss the history of patient’s rights 

 Review the scope of medical ethics 

 Define the Patient Self-Determination Act 

 List the rights of hospice patients 

 Discuss autonomy in hospice care 

 

Contents 

 Learning Module 

 Group Exercise:  YOUR Patient Rights 

 Test Questions  

 Instructor Answer Key 

 Attendance Sheet 

 Evaluation Form 

 Certificate of Attendance 

 

Module Instructions: 

 

Each module should take approximately one hour. Successful completion requires hospice aides to study 

the self-study section, complete the test, and fill out the evaluation form.  Discussion topics, case 

studies, group exercises, and module extras are used to supplement learning.  A passing grade of 70% is 

required on the test.  The completed sign-in sheet, test, evaluation form, and certificate of attendance 

should be kept on file for auditing and compliance purposes.  A copy of the completed certificate of 

attendance should be given to the aide for their own records.  

 

Copies are permitted within the physical location of each organization purchasing modules 
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Module 26:  Patient Rights 

Introduction 

In every specialty of healthcare there is a 

documented version of patient rights.  They are 

located in various areas around hospitals and 

other healthcare facilities.  Patients are given a 

copy of their rights by healthcare providers.  In 

the history of the healthcare, patient rights are 

a relatively recent development.  They were not 

established until the 1970’s.  Many common 

practices and several famous cases (see page 4) 

created an intersection between law and 

medicine.  This led to the development of 

ethical standards and patient rights among 

American citizens.   

Prior to this, decisions about a person’s own 

health and treatment were made by physicians 

with little input from the patient.  It was 

believed that physicians were the final authority 

regarding a patient’s welfare since they were 

the experts.  Unlike today, knowledge of 

medical care was beyond the reach of the 

layperson.  American physicians, with medical 

degrees and a state license, had very little 

difficulty commanding the trust and obedience 

of patients.    

 

 

 

 

 

 

This type of physician-patient relationship was 

known as the “beneficence model,” which 

meant that doctors had the authority to make 

decisions about patients, even if it meant 

withholding information from them or deciding 

when and how they should be treated.  Patients 

did not have the power to make decisions about 

their own treatments.   

The patient’s right to agree or disagree with 

treatments is called self-determination.  It is 

also called autonomy, which is the right to 

make choices about their own medical 

treatments based on what is good for them.  

For example, today we have the right to decide 

whether we want life-prolonging measures if 

we are in a vegetative state.  But it has not 

always been that way.    

The History of Patient Rights 

There are many factors that led to the 

advancement of patient rights.  They came 

about because of the increased disapproval of 

physical, ethical, and moral mistreatment of 

patients.  Physician’s decisions that went 

unchallenged for so long began to unravel.    

Patients became increasingly dissatisfied with:  

 The lack of autonomy 

 The paternalistic approach of physicians 

(as in governed by a father over his 

children) 

 The absence of a voice in matters 

related to humane treatment and 

dignity 

In 1847, the inaugural Code of Ethics of the 

American Medical Association (AMA) stated: 

“The obedience of patient to the prescriptions of 

his physician should be prompt and implicit.  He 

should never permit his own crude opinions as 

to their fitness to influence his attention to 

them.” 
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This statement clearly left no doubt about who 

was in charge.  The patient’s role was to be 

obedient and submissive.  Physicians were not 

to be challenged, especially by a patient’s “own 

crude opinions.”  

Up until the 1970’s it was not unusual for 

physicians to make decisions “in the best 

interest of the patient.”  By today’s standards 

they would bring lawsuits.  For example, a 

physician might have reported a severely 

disabled newborn as a stillbirth in order to 

spare the parents the difficult decision of 

making a choice between life and death.  Or 

they might have refused to treat an elderly 

patient with antibiotics for pneumonia to let 

the disease “serve as the old man’s best friend” 

(meaning death). 

 Of the few physicians who conducted human 

research and recorded it, the subjects used 

most often were themselves and their families 

and friends.  However, in the early to mid- 

1900’s, researchers began using prisoners due 

to a lack of willing subjects.  Studies were also 

conducted using poor children and orphans for 

human experimentation.      

Patients had no legal access to their medical 

records.  In 1953, an article in the Journal of the 

American Medical Association (JAMA) reported 

that 69% of physicians never or rarely told their 

patients they had cancer.  One of the physician 

participants in the study stated: 

“I never tell the patient he or she has cancer no 

matter how strong or stable they are 

emotionally.  Very, very few of them are equal 

to standing the shock of being told the truth.” 

A similar study in a 1961 JAMA article reported 

that 90% of physicians did not inform patients 

of their diagnosis of cancer.  

As the 1970’s approached, a whole new era of 

patient rights came with it.  The public started 

to question their trust in physicians and their 

obedience to them.  Citizens began to fight for 

autonomy regarding their own health.    

 In the last 50 years, the patient’s decision-

making role hardly resembles healthcare 

“etiquette” up until the 1960’s and 1970’s.   

Widespread social unrest at the time, such as 

the civil rights and women’s rights movements, 

included the “patient’s rights movement” as a 

driving force for autonomy in healthcare.       

           
In 1973, the American Hospital Association 

(AHA) published the first Patient’s Bill of Rights 

(and it was revised in 1992).  They were 

developed with the expectation that healthcare 

institutions would support patient rights to 

deliver effective care.  They are written so 

patients and their families can understand 

them.  If the patient lacks decision-making 

capacity, their rights can be exercised on their 

behalf by a designated healthcare surrogate. 

              Bioethics and Medical Ethics 

Bioethics is the study of controversial issues 

related to advances in biology, biotechnology, 

and medicine.  It is about the moral nature of 

medical policies, practices, and research.  

Medical ethics is narrower in scope, relating to 

moral values and judgments as they apply to 

medical care.  The fields often overlap.  For 

example, a bioethics professional can assist the 
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healthcare and research community in 

examining moral issues that involve life and 

death.  They help resolve ethical dilemmas in 

science and medicine.  An example of the 

overlap among biology, biotechnology, and 

medicine is stem cell research.   

Both fields of medical ethics and bioethics 

address a broad spectrum of issues such as the 

following: 

 Debates over the boundaries of life (i.e. 

abortion, euthanasia) 

 Scarcity of resources (i.e. organ 

donation/transplantation) 

 The right to refuse medical care for 

religious or cultural reasons 

 Population control, contraception, 

reproductive rights, surrogacy 

 Artificial life, cloning 

 Vaccination controversies 

 And many more   

Some of the bioethics and medical ethics 

related to hospice, palliative care, or other end- 

of-life issues include: 

 Physician-assisted suicide, euthanasia, 

palliative sedation 

 Patient rights 

 Life extension, life support 

 Feeding tubes; hydration/nutrition 

 Professional ethics 

 Alternative medicine 

 Confidentiality (medical records) 

 Medical malpractice 

 Prescription drug prices in the U.S. 

 Moral obligations at end of life 

 Ordinary/extraordinary care 

 Organ donation 

 Pain management 

 Disability 

Some famous cases involving bioethics, patient 

rights, and end of life issues have gone all the 

way to the U.S. Supreme Court as noted in the 

timeline below: 

 [Adapted with permission from “A Bioethics Timeline” by Dr. D. 

Sullivan at http://www.cedarville.edu/~/media/Files/PDF/Center-

for-Bioethics/Powerpoint/bioethics_timeline.pdf] 

1968 

• Harvard University 
recommends brain death 
standards for organ 
transplantation 

1976 

• Karen Ann Quinlan is 
taken off life support by a 
New Jersey Supreme court 
ruling 

1981 
• AIDS is first reported in 

the United States 

1990 

• Nancy Cruzan, who was in 
a persistent vegetative 
state dies after a 
contentious "right to die" 
case before the U.S. 
Supreme Court 

1997 
• Oregon voters approve 

the Death with Dignity Act 

1999 

• Dr. Jack Kevorkian is 
convicted for the 
voluntary euthanasia of a 
patient with ALS after 
assisting in the suicide of 
almost 100 others 

2005 

• Terry Schiavo dies after 
her tube feeding is 
removed by ruling of the 
U.S. Supreme Court after a 
hotly debated "right to 
die" case 
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The Patient Self-Determination Act 

In 1990, the Patient Self-Determination Act 

(PSDA) was passed by the U. S. Congress, which 

requires hospitals, nursing homes, home health 

agencies, hospices, and other healthcare 

institutions to provide information about 

advance directives to adult patients upon 

admission. [See Advance Directives module].  

Any institution that receives reimbursement 

from Medicare or Medicaid must follow these 

rules.  This law does not apply to individual 

physicians or private clinics and practices since 

most of them are for profit.  

Advance directives are legal documents that 

allow you to spell out your decisions about end-

of-life care ahead of time. They give you a way 

to tell your wishes to family, friends, and health 

care providers to avoid confusion later on.   

Some examples of advance directives are: 

 Living Will 

 Healthcare surrogate/agent 

 Artificial nutrition and hydration 

 Cardiopulmonary resuscitation (CPR) 

 Do Not Resuscitate (DNR) orders 

 Do Not Intubate (DNI) orders 

 

     

The purpose of the PSDA is to inform patients of 

their rights regarding their own medical care, 

and to ensure these rights are communicated to 

their healthcare provider.  The rights specifically 

address the patient’s wishes for future care if 

he/she cannot make their wishes known.  When 

it was passed there were two main goals: 

1. To prevent over treatment of 

elderly/disabled Medicare/Medicaid 

patients for profit (the U. S. Department 

of Health and Human Services and the 

Department of Justice work together to 

prosecute over treatment of patients in 

for-profit organizations) 

2. To save money for Medicare and 

private insurers if the patient would 

CHOOSE not to have life-prolonging or 

life-saving treatments in order to 

reduce their suffering until death  

Patient rights related to PSDA include: 

 The right to make their own health care 

decisions 

 The right to accept or refuse treatment 

 The right to advance care directives 

Hospices and facilities must ask if the patient 

already has advance directives, and document it 

in their medical record. 

 Hospices and facilities must provide 

education to their staff and affiliates 

about advance directives 

 Healthcare providers are not allowed to 

admit/not admit patients based on 

whether they have advance directives 

or not 

Patient Rights in Hospice 

Different versions of patient’s rights are 

provided by different types of healthcare 

facilities.  They are all basically the same, but 

specific to the specialties providing services. 

Patients in hospice have the right to be 

informed of their rights and obligations before 

RESUSCITATE 
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hospice care begins.  The patient’s family, 

guardian, or healthcare surrogate can exercise 

the patient’s rights when the patient is unable 

to do so (each state has different laws).   

Hospices are required to follow the regulations 

on patient rights in the Medicare Conditions of 

Participation (CoP).  The rules are in section 

§418.52 of the CoP: Patient’s Rights.  Patients 

and families must be informed of their rights in 

a language they can understand, both verbally 

and in writing.  If necessary, the hospice must 

use a professional translator if one is needed.  

Family members or friends should only be used 

for translating as a last resort.  

 

 

 

  

 

The National Hospice and Palliative Care 

Organization (NHPCO) publishes a version called 

“Hospice Patient Rights.”  (on the NHPCO Caring 

Connections website).  It is a list of guaranteed 

rights to all hospice patients including what 

each hospice must provide to a person who is 

receiving hospice care.   Every hospice patient 

has the right to: 

 Be treated with respect 

 Receive quality end-of-life care 

 Receive spoken and written notice of 

his or her rights and responsibilities in a 

manner they can understand during the 

assessment meeting with hospice staff 

 Receive information on advance 

directives including a living will and 

healthcare surrogate 

 Voice concerns and not be 

discriminated against for doing so 

 Receive pain management and 

symptom control 

 Be involved in developing his or her 

hospice plan of care 

 Refuse care or treatment 

 Choose his or her attending physician 

 Have a confidential medical record 

 Be free from mistreatment, neglect, or 

verbal, mental, sexual, and physical 

abuse 

 Receive information about the services 

covered under the Hospice Benefit 

 Receive information about the services 

that the hospice will provide and any 

limitations on those services 

For the hospice providing services it means: 

 The hospice must inform each patient 

of his/her rights during the admission 

verbally and in writing 

 The hospice must talk about and 

provide written information about the 

organization’s policies on advance 

directives, including a description of the 

State law 

 The hospice must prove that they have 

reviewed the hospice patient’s rights by 

asking the for the patient’s or 

caregiver’s signature 

 

 

 

 

 

 

HOSPICE NOTICE OF PATIENT RIGHTS 

1…… 

2…… 

3…… 

I have received written notice of my patient rights and 

had them explained to me…….. 

 

SIGNATURE_____________ DATE_____ 

Patient Rights (English) 

Derechos del paciente (Spanish) 

Droits du patient (French) 

Rechte der Patienten (German) 

患者的权利 (Chinese) 
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If patient rights are violated, hospices must: 

 Report violations to a hospice 

administrator 

 Investigate violations and complaints 

 Take corrective action if violation is 

verified 

 Report verified significant violations to 

the State or local bodies within five 

working days of becoming aware of the 

incident 

All hospice staff must comply with patient 

rights.  Hospices must educate staff about 

patient rights and any new requirements.  

Patient rights violations are investigated by 

each state’s Department of Health. 

Summary 

Before the 1970’s, patient rights were 

essentially nonexistent.  Physicians were 

allowed to make decisions about patient care 

without the consent of the patient or family.  

Unethical practices involving human 

experimentation went unchallenged.  The social 

unrest of the 1960’s (i.e. civil rights, women’s 

rights) included patient’s rights, which brought 

about major changes in the practice of medicine 

(and a sharp rise in medical malpractice lawsuits 

as well).      

Patient rights are based on human dignity, the 

right to be treated well, and in a manner 

consistent with the patient’s wishes.  The fields 

of bioethics and medical ethics specialize in 

controversial issues and moral judgments 

involving medical practice, research, and the 

welfare of patients and citizens. 

The rights of hospice patients are required to be 

upheld by law, and their wishes are carried out 

according to their advance directives.  All staff 

members of hospice organizations must respect 

and adhere to the rights of all patients no 

matter who they are or what choices they 

make.   

You, too, are entitled to make decisions about 

your own care because of the hard-won battles 

and sacrifices made by the human rights 

advocates and activists who came before you 

and continue to this day. 
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GROUP EXERCISE:  YOUR Patient Rights 

Instructions:  As hospice aides you are responsible for upholding and protecting patient’s rights.  

Based on patient’s rights in hospice, give examples of what each patient right listed in the left 

column would mean if YOU were the patient. 

PATIENT RIGHTS EXAMPLES 

The right to be treated with 
respect 
 

 

The right to receive quality 
end of life care 
 

 

The right to receive 
information about advance 
directives 
 

 

The right to voice concerns 
and not be discriminated 
against for doing so 
 

 

The right to receive 
symptom management and 
pain control 

 

The right to refuse care or 
treatment 
 

 

The right to choose his/her 
attending physician 
 

 

The right to a confidential 
medical record 
 

 

The right to be free from 
mistreatment, neglect, or 
verbal, mental, sexual, and 
physical abuse 

 

The right to receive 
information about hospice 
services 
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TEST QUESTIONS                                                                    Module 26:  Patient Rights 

NAME__________________________________   DATE____________   TEAM_____________ 

1. The study of controversial issues in biology, biotechnology, and medicine is called ____________.  

 

2. Which of the following is not an example of advance directives? 

a. Medicare Hospice Benefit  c.  Do Not Intubate (DNI) 

b. Cardiopulmonary resuscitation (CPR)  d. Artificial nutrition/hydration 

 

3. Bioethical issues in hospice include all of the following except: 

a. Affordable medications c.  Paper vs. electronic documentation 

b. Alternative therapies  d. Organ donation 

 

4. With a non-English speaking patient, the hospice aide should first request that a family member translate 

the patient’s right to refuse care. 

a. True 

b. False 

 

5.  In hospice, patients have the right to be involved in their plan of care. 

a. True 

b. False 

  

6. Which of the following statements is not true?  

a. Patient’s rights started in 1973 c.  Patients are allowed to access their medical record 

b. DNR is an advance directive d.  Physicians can make life-prolonging decisions for patients 

 

7. Being able to make decisions about your own health care is called  _________________. 

 

8. Which of the following are not related to the advancement of patient rights? 

a. Human experimentation in the early to mid-1900’s    

b. The civil rights movement 

c. The women’s rights movement   

d. Lack of autonomy 

e.    All of the above affected the advancement of patient rights 

 

9.  The Patient Self-Determination Act is about informing patients in hospice about advance directives.  

a. True 

b. False 

 

10.  All of the following statements are true except: 

a. Hospice staff must be educated about patient rights 

b. Hospice staff are responsible for educating patients about advance directives 

c. Hospice patients only have to receive verbal information on patient rights at the time of 

admission 

d. Each state’s Department of Health can investigate patient rights violations 
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Instructor Key – Test Answers                                            Module 26:  Patient Rights  

 

1.  Bioethics 

 

2.  A  

 

3. C  

 

4. B – False.  Hospice aides are not responsible for securing translators with non-English speaking 

patients and family members should be used as a last resort for translating (professionals should 

be used if possible) 

 

5. A – True.  The plan of care involves the patient’s wishes for treatment and hospice care.  

 

6. D – Physicians used to make life and death decisions for patients, but no longer.  If the patient 

cannot make their wishes known it must come from the patient’s legal healthcare proxy. 

 

7. Autonomy or self-determination. 

 

8.  E – all of the statements were related to the advancement of patient rights.    

 

9. A – True (see page 4). 

 

10. C – Hospice patients must have verbal and written information about patient rights at the time 

of admission.  

 

Group Exercise:  The point of this exercise is to help hospice aides become more aware of 

patient rights through the internalization of their own rights in healthcare.  Have them imagine 

what patient rights mean if they are the patient (in this case hospice) through experiences they 

have had with hospice patients.  You may also wish to incorporate the relationship of patient’s 

rights to civil rights and women’s rights if you choose.   It was an era of extreme social unrest 

over the lack of decision-making power in many areas of society.
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ATTENDANCE SHEET                                                           MODULE 26:  Patient Rights 

DATE:           LOCATION: 
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INSTRUCTOR:  ____________________________________________   DATE_______________________ 
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HOSPICE AIDE EDUCATION SERIES 

EVALUATION FORM 

Module 26:  Patient Rights 

  
Instructor: 

Date: 
                   Strongly                                        Strongly 

                    Agree        Agree         Neutral      Disagree     Disagree 

CONTENT:        

1. Module was relevant to hospice aide practice  ⃝ ⃝ ⃝ ⃝ ⃝ 

2. Information was current and up-to-date   ⃝ ⃝ ⃝ ⃝ ⃝ 

3. Information was well-organized    ⃝ ⃝ ⃝ ⃝ ⃝ 

4. Information was easy to understand   ⃝ ⃝ ⃝ ⃝ ⃝ 

5. Time spent to complete module was appropriate ⃝ ⃝ ⃝ ⃝ ⃝  

 

INSTRUCTOR: 

1. Gave clear instructions to complete module  ⃝ ⃝ ⃝ ⃝ ⃝ 

2. Used teaching methods appropriate for hospice aides ⃝ ⃝ ⃝ ⃝ ⃝ 

3. Was knowledgeable of the subject matter  ⃝ ⃝ ⃝ ⃝ ⃝ 

4. Was engaged in the participants learning  ⃝ ⃝ ⃝ ⃝ ⃝  

5. Related content to practical situations in hospice ⃝ ⃝ ⃝ ⃝ ⃝ 

 

OUTCOMES: 

 

1.  Did you gain new knowledge or skills related to this module? 

 

2.  How will you apply what you learned in this module to your work? 

 

COMMENTS: 

 

1.  What did you like best about the module/presentation? 

 

2.  What changes would you make in the module/presentation? 

 

3.  What other hospice aide topics are you interested in? 

 

 

 
 

THANK YOU FOR COMPLETING THIS EVALUATION.  YOUR FEEDBACK IS HIGHLY VALUED! 
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