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Abstract 
 

There is no cure. It will never get better. More than 5 million Americans are living with 

Alzheimer’s disease (AA, 2014) and over 46 million people are living with dementia worldwide 

(ADI, 2015). Alzheimer’s disease is the sixth leading cause of death in the U.S. (AA, 2014). As 

This study explores the ways that Alzheimer's disease family members, professional caregivers 

and community members (n=26) have used deception in interpersonal communication while 

caregiving. The research examines how deceivers respond to unanticipated violations of social 

norms and expectations of honesty, and the moral and ethical dilemmas associated with 

deception use. Results found an overall positive declaration for deception use in the case of 

dementia and Alzheimer’s patient communication in consideration for the dementia sufferer’s 

physical and psychological well-being and overall best interest. Deceptive efforts were explained 

as ways to maintain emotional and psychological stability, keep the patient calm, happy, safe, 

comforted or unafraid; or to resolve confusion, worry, anger, aggression, paranoia or agitation. 

Research questions, methodology and results are provided.  

Research Questions 

During the review of literature, one article shared tumultuous thoughts of a caregiver 

wrestling with violations of social norms and expectations of honesty: 

I faced an inner dilemma, between going with what Nathan said, at the cost of not being 
honest with him about my perception of reality, and becoming ‘therapeutic’ with him, or 
sticking with my view of reality, which denies the reality which he had constructed. Both 
options made me uncomfortable – the first because I felt as if I was lying to him, 
patronizing him, and by that betraying the kind of relationship we used to have, the 
second because I felt unsupportive and even cruel. (Arieli, 2013, p. 361) 
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The research addresses the moral and ethical dilemmas professional caregivers, 

community members and family members wrestle with when caring for their loved ones with 

dementia and facing issues of deception and honesty. In pursuit of this goal, the following 

research questions emerged; 

RQ1: How has violating the social norms and expectations of truth created moral 

and ethical dilemmas for individuals communicating with persons with 

dementia or Alzheimer’s? 

RQ2: How has the presence of others witnessing the deception affected the 

deceiver? 

RQ3: Do current U.S. societal structures pressure family members and caregivers 

to use deception when performing administrative duties (financial, 

business, health information) on behalf of their loved ones? 

Method 

The methodology implemented was in-depth qualitative, one-on-one, semi-structured 

interviews with caregivers (professional or family members) or community members who have 

engaged in interpersonal communication with dementia or Alzheimer’s patients. Interviews were 

conducted in person or on the phone. These interviews were documented using an audio 

recording device. Participant selection was on a purposive sampling basis with a snowball 

referral method. Interview participants were guaranteed confidentiality in their participation. 

Selection criteria included that participants must be current or former Alzheimer's disease 

caregivers or family members or someone who had engaged in interpersonal communication 

with a dementia sufferer. Two prospective participants were excluded having not met this 

qualifying component. Participants also were required to be 18 years of age or older. Subjects 
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were not excluded based on their sex, race, ethnic origin, religion or any other social economic 

qualification. All materials and measures were approved by the Institutional Review Board of 

Pittsburg State University in Pittsburg, Kansas. A lower than desired number of willing interview 

participants emerged through referral methods, therefore an online survey was created with 

open-ended questions encouraging in-depth responses. The online survey was shared through 

social and electronic media avenues. The online format assured the qualitative survey 

participants were guaranteed anonymity as well as confidentially. The survey allowed 

participants opportunities to type with no character limitation. The interviews were transcribed 

and themes were identified investigating the research questions. 

Report of Findings 

Participants (n=26) ranged in age from 19 to 90 years old, with a mean age of 48.5. The 

ethnicities that participants identified with were: 88% (n=23) White/Caucasian, 4% (n=1) 

Black/African American, 4% (n=1) identified as bi-racial White and Native American/American 

Indian, and 4% (n=1) Other. Additionally, 73% of the participants were female, 27% male. 

When asked what their highest degree or level of school completed was, participants responded 

as: 15% were high school graduates, 27% had some college credit, 12% 

trade/technical/vocational training, 4% Associate degree, 15% Bachelor’s degree, 15% Master’s 

degree, and 12% Doctoral or other terminal degree. Regarding professional or employment 

status; 65% were employed for wages (full-time or part-time), 12% were self-employed, 12% 

were not currently working outside the home and not currently looking for work, and 12% 

retired. 

Participants could opt out or choose not to answer at any time. Selecting ‘yes’ to 

participate or verbally agreeing to engage in the interview indicated they received and read or 
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understood the informed consent information. Of the total number of participants (n=26), 9 

participated in the semi-structured interviews and 17 completed the online survey. One online 

survey participant and two interview participants were disqualified for inclusion in the study who 

could not remember any specific instances of using deception in interpersonal communication 

with dementia sufferers. The average recording time for interviews was 31 minutes. The average 

total word count for online responses was 350 words. 

In general, there was an overall positive declaration for deception use in the case of 

dementia and Alzheimer’s patient communication. In considering of RQ1, themes that emerged 

included uses of deception for the dementia sufferer’s physical and psychological well-being and 

overall best interest. Participants shared examples that included falsification, concealment and 

equivocation techniques. Redirection or diversionary responses were also cited as techniques to 

manage information. Many participants stated that they did not feel these were actual lies or 

actual deception, but rather “little white lies” or “half-truths.” Deceptive efforts were explained 

as ways to maintain emotional and psychological stability, keep the patient calm, happy, safe, 

comforted or unafraid; or to resolve confusion, worry, anger, aggression, paranoia or agitation. 

Many offered examples of ‘meeting the person where and when they were at’ to maintain a sense 

of calm. One participant shared that they would use omission; 

“I wouldn’t correct him. I felt it would betlittle him… make him upset or more confused. 
I would just ignore it and change the subject.” (P3, QR p. 7, LN. 243-244). 
 
Some responded with, "Sometimes you gotta do what you gotta do," and “I just went 

along to calm her down,” and, “It just doesn’t matter.” One stated that their use of deception, 

“gave her hope.” Another said, “It gave her a sense of identity.” A nonimmediacy example was 

shared by one participant, offering a vague, generalization and focus-shift; 
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“The farm books and the taxes were things that occupied Dads mind especially when the 
fall harvest would be near. I'd been the manager for a decade. He would request to have 
the books brought to his nursing home room. At first I complied. But it was soon 
apparent that I had to explain the same things repeatedly. I learned that a stall (I'll bring 
them next week) worked out for the better as he'd have another obsession occupying his 
mind then...” (P24, QR p.3, LN. 76-80). 
 
One participant noted striving to maintain honesty in communication during the initial 

diagnosis phase and early stages and early stages of the disease. During later stages however, 

when the patient was suffering hallucinations and distortions of reality, equivocation, diversion 

and falsification techniques were used. When explaining an example of equivocation, the 

participant said; 

“I mean she was in her happy place. Why would we want to change that? … So we went 
with it. And she was happy. It was probably one of the happiest Thanksgivings she had 
had in a long time.” (P4, FN p. 1, LN. 4) 
 
One participant emphasized the importance of not over-communicating or sharing too 

many details and using techniques of non-verbal communicative distraction by implementing 

unrelated physical and mental activity when communicating potentially upsetting information. 

“She liked to do jigsaw puzzles. And I found that if she was doing something and we 
were talking about a controversial subject, that it went better than if it was just like ‘Hey 
Mom, we have to talk,’… Then it becomes a confrontation. But if we’re sitting there 
having fun, putting a puzzle together … it was less confrontational that way.” (P4, FN p. 
1, LN. 10-15). 
 
In consideration for the survey/interview question asking if the participant considers 

him/herself an honest person, almost every participant stated that they would consider 

themselves ‘honest.’ One participant responded as “Mostly.” (P10, QR p.5, LN. 150). One 

stated, “When necessary, yes.” (P4, FN p. 2, LN. 18). Responses ranged from “Definitely,” (P21, 

QR p.7, LN. 238) to a more general positive response with a clarification of using deception 

when it is in someone’s best interest, for their well-being or only when it will not cause any 

harm. “Yes.  I also know that honesty comes in degrees and we often use contextual factors to 
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determine what is honest…” (P12, QR p.7, LN. 225-226). A self-disclosed health care 

professional responded;  

“As a health care professional, it’s always been essential that I give an honest answer.  
But, there is a duty NOT to be so honest as to defeat any positive motivation the patient 
struggles to maintain…” (P24, QR p. 3, LN. 97-98). 
 
Examples of young children or intellectually challenged witnesses to deception created a 

dilemma for deceivers. One caregiver used deception with a dementia patient in front of an 

intellectually challenged person. The dilemma in this situation included the caregiver having 

expressed in earlier situations the importance of honesty. The caregiver had to explain why 

deception was used and why sometimes it is better to lie than to tell the truth. Another participant 

explained addressing young children overhearing deception; 

“… at times it was difficult to figure out how to explain it in proper/understandable 
terms. We wanted to not undercut the kids’ respect/admiration for my mother but needed 
for them to understand not to put much stock in my mom's confusion.” (P12, QR p. 6, 
LN. 208-210). 
 
More often, RQ2 was addressed with participants citing examples where other family or 

community members saw deceptive techniques as being successful and positive for the patient. 

This social learning component of interpersonal deceptive practices can teach others how to 

communicate with emotionally or psychologically upset dementia sufferers. One professional 

caregiver reported a request from the patient’s family to keep her happy with a ‘lie’ rather than to 

make her unhappy. Another participant shared an example of Social Learning Theory’s behavior 

modeling; 

“Our children are grown adults.  After the first few visits they understood.  Prior to that I 
only had to describe his behavior and the method needed to get by questions and they 
understood...once they saw the pattern of behavior and thought cycle.” (P24, QR p. 3, 
LN. 85-87). 
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Evaluating participant responses in consideration for RQ3, not every participant handled 

administrative duties. So also not every participant could recall a time when they had to use 

deceptive techniques for this effort. However, 46% shared examples and/or their thoughts and 

feelings on this. One example included censoring mail in attempts to protect family members 

from mistakenly signing up for solicitations. An in-home caregiver shared the dilemma of not 

being able to take the patient out of their home due to the rules of the company. However also 

being tasked with the duty of shopping for the homebound patient, this caregiver must take the 

patient’s food stamps card and purchase groceries. 

Examples of related administrative issues facing dementia and Alzheimer’s patients 

included the actual physical need to obtain a signature by the patient when great mental and 

physical limitations were present. Challenges included finding a pen that could be controlled 

when motor skills were lacking; also having a witness to a patient making a mark on a paper 

while assisted, when no longer lucid to understand or respond.  

Participants who had a personal relationship or positive working relationship with 

financial institution, health care facility or government system employees, shared examples of 

people understanding and ‘bending the rules’ for the patient’s best interest. Some shared that 

they never imagined they would be in a situation like this. Summarized as following the ‘spirit of 

the law, maybe not the letter of the law,’ 

“I think when you love someone and are advocating for them on their behalf there are 
times you have to circumvent the system in order to solve a problem. I try to adhere to an 
ethical standard and not break the law, but sometimes you have to game the system a bit 
so that no harm comes to your loved one.” (P22, QR p. 1, LN. 30-32). 
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Discussion 

 The goal of this study was to examine the ethical and moral dilemmas caregivers, family 

members and those who engaged in deceptive communication techniques faced when 

communicating with Alzheimer’s and dementia patients. Some expressed this dilemma as 

turmoil, “I winced inside.”  

“I felt bad about ‘tricking’ him but given the alternative it was much safer and less 
upsetting for him and his wife and caregivers.” (P14, QR p. 9, LN. 288-289). 
 
“I had to remind myself that the person my mother had become was not the person I 
should and did love.” (P12, QR p. 6, LN. 191-192). 
 

 Some adult children of dementia sufferers talked of a role reversal, saying their parent 

had now become the child. Caregiver feelings expressed regarding the general situation of 

dementia or Alzheimer’s impacting their loved one were feeling; bad, angry, guilty, frustrated. 

Deceptive communication tactics help alleviate not only emotional and psychological pain for 

the patient but also the caregivers and family members. 

“…if something is too complex to describe to her, I will be vague and divert her attention 
elsewhere to avoid that conflict. We as a family also lie about going to places where we 
don't want to take her because it causes undue family stress.” (P8, QR p. 8, LN. 260-262). 
 
Some described this providing expediency in caregiving situations. It is easier, avoids 

conflict, helps accomplish needed tasks, helps change harmful attitudes, stops fixations. 

“I felt bad for the overall situation, but never for the ethics surrounding the lack of truth 
when dealing with the memory loss victim and family.” (P16, QR p. 9, LN. 309-310). 
 

Conclusion 

As aging generational segments are living longer, the needs and costs associated with 

aging care are growing rapidly. While many in the aging populations have chosen to age in 

retirement communities and remained in individual homes, caregivers are often untrained and 

uneducated on dementia and Alzheimer’s disease demands. Caregiving can have high physical, 
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emotional and financial costs. The changes in family roles, daily demands and required decisions 

can be very difficult for family members (NIH, 2015). Family members and caregivers have used 

deceptive communication including falsification, concealment and equivocation techniques, as 

well as redirection and diversionary responses to cope with and adapt to the challenges facing 

Alzheimer’s and dementia patients. These techniques can help improve the quality of the 

caregiving experience as well as the quality of care. Although the conflict of violating the social 

norm of honesty and upholding the value of a patient’s best interest may appear to be 

incompatible at a superficial level, they are ultimately unified and harmonious (Crowder, 2008). 

“It's my experience both in my health care profession and then in my own family that 
'deception ' was discounted in our minds in favor of management.  Earlier times and 
conversations had to be recalled that provided comfort that Dad knew we had his best 
interest in mind. ('Well, you're in charge '). Once we fell back to those conversations etc, 
the feelings of deception dissolved.” (P25, QR p. 3, LN. 93-96). 
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