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The Dementia Action Alliance is a non-profit national advocacy and education 
organization of people living with dementia, care partners, friends and dementia 
specialists creating a better country in which to live with dementia. 

We: educate about stigma and misperceptions; support well-being and focus on the 
whole person rather than just their dementia symptoms; advocate for inclusion and 
accommodating dementia as a disability needing compensatory strategies for changing 
abilities; promote person- and relational-centered care practices; identify beneficial 
technologies; and connect and engage people as much more can be accomplished 
working together. 



 

 

 

 

Words people use matter hugely.  Neuropsychologists have found that words not only 
reflect what we think but also shape how we think.  Describing a person living with 
dementia as a “sufferer” labels the way they are perceived by others and often the way 
they regard themselves.  Individuals are not their condition.   

All too often the words used to describe people who are living with dementia are not 
positively oriented and can be stigmatizing and derogatory.  The use of offensive words, 
such as “victim” and “demented,” create barriers to being able to live life fully with 
dementia and perpetuates the stigmas and misperceptions about the condition.  Words 
Matter is intended to heighten understanding about the impact words can have on the 
well-being and lived experience of people and families living with dementia.  This 
document offers preferred words and phrases along with the rationale for using them as 
well as words that should never be used.   

In the 1960’s it was considered progressive to use the term “mental retardation” rather 
than “idiot” and “moron”.  By the turn of the century, the term “mental retardation” was 
considered an offensive term to describe people who have reduced intellectual function.  
Rosa’s Law was enacted in the U.S. in 2010 to mandate use of the term “intellectual 
disability” as an appropriate and non-discriminatory term. 

While times have progressed, many of the words and phrases that are widely used today 
to describe individuals living with dementia are as outdated, stigmatizing, and 
disrespectful as “moron,” and “idiot”.  Often people living with dementia are called 
“patient,” “demented,” and “sufferer” - and the condition is called a “dementing illness” 
and an  “affliction.”  This type of language can have a very negative impact on how 
people living with dementia feel about themselves and how they are treated and 
considered by others.  Using appropriate language is a sign of respect, support, and 
non-discrimination.   

 

WORDS MATTER



The term “person living with dementia” acknowledges that dementia is not the defining 
aspect in the person’s life, but rather is just one facet of his/her life.  “Change Your Words 
Change Your World” is a powerful video clip showing an example of the significance words 
can have – https://www.youtube.com/watch?v=6qpcB82aUz4. 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Please choose your words 
carefully so as not to diminish 
anyone living with dementia.. 



 
 

PREFERRED TERM 
 

TERM TO AVOID RATIONALE 

 
§ Person living with 

dementia; or specific 
condition (ex: person 
living with Lewy Body 
dementia or person 
living with Alzheimer’s) 

 
§ Patient 
§ Sufferer 
§ Victim 
§ Demented 
§ Afflicted 
§ Wanderer 
§ Empty shell 
§ Behavior problem 
§ Feeder 
§ Not all there 
§ Losing his/her mind 
§ Senile 
§ Sundowner 
§ PWD (researchers) 
§ PLWD (researchers) 
 

 
Webster’s dictionary defines 
“patient” as – a person receiving 
medical treatment.  When the 
word “patient” is used to describe 
a person in general, it diminishes 
and stigmatizes them. “Patient” 
connotes that his/her entire life is 
an on-going medical event. 
 
The words sufferer, victim, 
demented, afflicted, wanderer, 
empty shell, behavior problem, 
feeder, not all there, losing 
his/her mind, and senile are 
derogatory, offensive labels and 
should never be used. 
 
The term “sundowner” reflects a 
lack of understanding of the 
symptoms by the user.  
 
The use of acronyms in research 
work infers a lack of sensitivity 
and respect for the personhood 
of an individual or group of 
people.  Spelling out the words is 
a sign of respect. 
 

§ Dementia related 
illness (umbrella term); 
or state specific type - 
Lewy Body dementia 

 

§ Alzheimer’s unless 
used to refer 
specifically to that one 
condition 

§ Alzheimer’s and 
related dementias 

Not everyone who has dementia 
has Alzheimer’s disease. It is 
insensitive when “Alzheimer’s” is 
always used unless an individual 
is actually living with Alzheimer’s. 
The umbrella term “dementia,” is 
inclusive of all forms and does 
not discriminate.   
 



PREFERRED TERM 
 

TERM TO AVOID RATIONALE 

§ Care partner  
 

(best to ask how he/she 
would like to be known) 
 

§ Caretaker 
§ Caregiver 
§ Custodian 
§ Dutiful wife/husband, 

etc. 
§ Person burdened with 

care 
 

Care partner powerfully 
recognizes the reciprocity and 
caring relationship between the 
person living with dementia and 
their care partner.  While the 
level of support varies based 
upon symptoms, the term care 
partner affirms a positive 
relationship-based connection. 

§ Reactions 
§ Expressions 

communicated 
behaviorally 
(Expressions of unmet 
needs, overstimulation, 
emotional release or 
dementia reaction.) 
 
 

§ Behavior problem 
§ Challenging behavior 
§ Difficult behaviors 
§ Behavioral and 

psychological 
symptoms of dementia 
(BPSD) 

§ Acting out 
§ Reactive 
 

Expressions communicated 
behaviorally are often a result of 
unmet needs, such as pain, 
hunger, thirst, boredom, 
loneliness or an underlying 
medical condition.  
Understanding expressions from 
this broader perspective is 
important to uncovering the root 
cause of the behavior being 
expressed. 

§ Individualized practice 
§ Personalized practice 

§ Non-pharmacological 
intervention(s) 

§ Treatment 
§ Intervention 

 

The term “non-pharmacological 
intervention” confers a 
pathologized mentality to 
practices that are often psycho-
socially oriented.  The preferred 
terms direct the practice focus to 
an individualized orientation 
rather than a one-size-fits-all 
mentality. 

Dementia is – 
§ Challenging 
§ Stressful 
§ Life changing 
Dementia can make one 
feel – 
§ Hopeless 
§ Depressed 

The condition is not - 
§ Hopeless 
§ Tragic 
§ The long goodbye 
§ Fading away 
§ Burdensome 
 
 

Words such as “hopeless” and 
“tragic” can impact our mood 
and thought structure. These 
harsh words can generate an 
attitude of despair and fear. The 
preferred words refer to the 
reality of the condition without 
an ill-fated orientation. 

Other 
§ Adult brief 
§ Napkin 

 
§ Diaper 
§ Bib 

The preferred terms are adult-
oriented rather than words used 
for items children use. 

 


