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Objectives 
 Discuss some of the 

problematic ethical issues in 

which nursing research 

should (and does) contribute 

 

 Provide exemplars of ethics-

related issues and research 

 

 Propose empirical bioethics 

nursing research questions 

for future discussion 

 

 

 



Science and Ethics 

 

Science cannot stop 

while ethics catches up ... 

and nobody should 

expect scientists to do all 

the thinking for the 

country.  

-- Elvin Charles Stakman 

 

 



The What and Why of Bioethics 

 Bioethics is an 

academic subspecialty 

that is widely 

recognized at most US 

academic institutions; 

and is the ‘full throated 

study of ethical 

problems in medicine, 

nursing, public health 

and allied health.’---

Caplan (2014) 

 

Bioethics 

Clinical Ethics 

Research 
Ethics 

Cultural 
Bioethics 

Public 
Health 
Ethics 



A Snapshot of the Profound Bioethical 

Questions Before Us in 2014-2015 

  

 

 

 

  

 

 

A Dying Young Woman’s 

Hope in Cryonics and a Future 

Deaths by medical 

mistakes hit records 



Informed Consent, Informed 

Consent, Informed Consent 

 Ethics of Informed 

Consent and the Legacy 

of Henrietta Lacks 

 

 “Premature Babies 

Study Raises Debate 

Over Risks and Ethical 

Consent” 

 

 “On the Ethics of 

Facebook Experiments” 

 



ETHICAL 

CONCERNS 

OF NPs 

Note: Total N varies from 163 to 168 due to missing data  

Source: Ulrich, Zhou, & Grady (2009). Recommending Research 

Participation to Patients: An Ethical Imperative? Clinical Scholars 

Review. 



Informed Consent: How Important? 

51.6%48.4%

Did or Did Not Assess the Risks and Benefits of Research 
Participation

Did Not Assess

Did Assess

(Ulrich, et al., (in press). Cancer clinical trial participants’ assessment of risk and  

benefit.  AJOB: Empirical Bioethics.  



Risk-Benefit Assessment 

 Patient-participants less likely to assess risks and 

benefits: 

◦ Older and less educated patients 

◦ Few to limited treatment options 

◦ Rated their spirituality as important 

◦ Indicated that trials helped to pay costs of care 

◦ Retired or not employed 

◦ Reported being unsure or did not feel informed when 

they enrolled or informed about study changes 

 

 
(Ulrich, et al., (in press). Cancer clinical trial participants’ assessment of risk and  

benefit.  AJOB: Empirical Bioethics.  



I might help future patients 

with my disease (although it 

might not help me) 

 
I am providing a valuable 

contribution to society 

 

I am treated like a person and not a number 

It gives me a sense of hope about my disease 

It is a way for me to actively treat my disease 

I am hoping for a cure 

It might help my children or other family members in the future 

I am able to extend my life 
76.1% 

76.1% 

78.9% 

81.5% 

87.2% 

90.8% 

94.4% 

94.5% 

What is Beneficial About Research Participation? 

Other Benefits: trusting researcher, access to drugs and other medicines/tests that are not available otherwise, feeling more  

informed, having control over disease, lessens stress, helps to pay costs of drugs and other medicines, insurance will cover it,  

reduces risk in the future. The higher the perception of benefit, less likely to think about dropping out of trial (p = .001).  



It is costing me money out-of-pocket 

It might not benefit me 

There are unknown side effects that are 

potentially life threatening 

I have had to rearrange my life to participate 

I have experienced bothersome side 

effects 

It makes me worry about other family 

members 

I would be disappointed if I received a 

placebo 

It has made me recognize the seriousness 

of my disease 

75.5% 

50.5% 

41.8% 

41.3% 

38.5% 

34.3% 

31.5% 

25.2% 

What is Burdensome About Research Participation? 

Other Burdens: uncertainty of whether it is helping or hurting, insurance does not cover all expenses, relying on others, 

managing the disease, fatigue, quality of life issues, balancing family needs, overwhelming information to understand  

• Higher the burden, more thoughts of dropping out of the trial (p = .001)   



Ethics at the Bedside 

A 55 year old female (Ms. C.) is admitted to the regional medical 

research hospital diagnosed with melanoma with ocular 

metastasis.  She has been asked to enroll in a clinical trial that 

involves a series of in-patient procedures and has a life 

expectancy of about 4 months.  Informed consent is obtained by 

the research coordinator but when the clinical nurse who has 

been caring for Ms. C comes to do an assessment, she tells the 

nurse that she has been experiencing unpleasant side effects 

related to the treatment drug.  The nurse asks Ms. C. if she 

indicated this to the principal investigator or the research 

coordinator and she says “no” and please don’t tell anyone.  She 

doesn’t want to be removed from the protocol and disappoint the 

research team.  

  

 



Ethics at the Bedside 

 Ms. G.  is a 70 year-old metastatic ovarian cancer patient. 

enrolled in a clinical trial for experimental treatment and 

chemotherapy and currently seems lethargic and presents 

with periods of confusion.  She is agitated and not able to 

answer many of the assessment questions related to her 

care.  Her husband and son are present and want Ms. G. to 

continue on the clinical trial.  They tell you that “whatever 

you can do to push the doctors to give the next cycle of the 

experimental agent, do it.”  

 

 You (clinical nurse) feel that Ms. G. is clinically deteriorating 

yet the staging scans are not scheduled until post 4 cycles of 

treatment.  

 



Nursing 

Research 

Truth-
telling 

Moral 
Distress 

Ethical 
Climate 

Informed 

Understanding 

Clinical Care 

Issues 

Role-Related 

Issues 

Organizational-

Systems Issues 

Patient-Family 

Issues 

What are the Ethical Issues at the Bedside? 



Communication Problems? 

 “Communication failures 

are responsible for 70% 

of 2455 annual sentinel 

events, and 76% of 

persons having a sentinel 

event die [Joint Commission on 

Accreditation of Healthcare 

Organizations (JCAHO), 2001].” 

 
◦ Nair, et al (2012). Frequency of nurse-physician collaborative 

behaviors in an acute care hospital. Journal of Interprofessional 

Care, 26(2), 15-120.  



Importance of Communicating  

with the RN 

85.20%

6.50%
3.70% 4.60%

Important

Somewhat Important

A little Important

No importance



MD-RN Caring Communication 

Behaviors 

 

Relational Communication significantly 

associated with patient-participants’ 

likelihood of remaining in the trial. RN (p = 

.0032); MD (p = .0443)  



Nurses are Key to Identifying, 

Collaborating, and Leading Research 

Initiatives 

 

 

 To do what nobody 

else will do, in a way 

that nobody else can, 

in spite of all we go 

through; is to be a 

nurse. 

 
◦ Rawsi Williams 

 

 Presence at the bedside can 

bring pragmatic, theoretical, 

methodological, and ethical 

knowledge and expertise to 

research questions that 

impact patient care. 

 

 Nurses (through their 

experiences) often have an 

‘intuitive sense’ about 

patient-family issues that 

serve as important research 

questions. 

 



What Does the Future Hold? 

Normative and Empirical Bioethics 
 Setting up rules for organ donation and distribution 

 

 Creating protections for research subjects—consent, IRB review and 

management of conflicts of interest 

 

 Improvement of dying—living wills, brain death, right to stop artificial 

nutrition/hydration, futility, palliative care  

 

 Understanding patient’s right to know diagnoses, treatment options 

 

 Respect for more input into care by older children 

  

 Sensitivity to cultural diversity in health care 
 

 Personal Communication with Dr. Arthur Caplan 

 



Advancing Empirical Bioethics 

Nursing Research 
 Healthcare clinicians’ 

perceptions on caring for 

patients with emerging 

infectious diseases 

 

 Patients’ and families’ views on 

shared decision making at 

end-of-life 

 

 Factors that influence advance 

care planning discussions 

within hospital systems 

◦ The role of interprofesssional 

teams 

 

 

 

 

 

 

 How do collaborative care 

teams influence nurse and 

patient-related outcomes? 

◦ What are the characteristics of 

collaborative teams? 

 

 

 What weight do patient-

participants give to informed 

consent compared to other 

factors in research participation 

(Study underway 

R01CA196131-01;  PI: Ulrich) 

 

 

 

 

 

 

 



Moving Forward 

“The traits that I believe are 

most important for bioethics 

inquiry are, on the one 

hand, determining the right 

set of questions to ask and 

issues to pursue; and, on the 

other, pursuing them with 

rationality, imagination, and 

insight. If that is done, 

people will listen and 

progress can be made.” 

--Daniel Callahan,  2012 

 



THANK YOU 

 

 

 

QUESTIONS? 


