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Objective: 

 

 

ƷTo change your minds about people whose 
minds have changed 

 

 

Perspectives 

ñThe only true voyage of discovery . . .would 
be not to visit strange lands, but to possess 
other eyes, to behold the universe through 
the eyes of another, of a hundred others, to 
behold the hundred universes that each of 
them beholds, that each of them is . . .ò       
                                      - Marcel Proust 

Whatôs Wrongé 
ƷOur current model is inadequateé 

Whatôs Wrongé 

 éand potentially dangerous. 

Foundations for a New Paradigm 

 

Å Personhood remains intact 
Å Interpersonal environment has striking 

effects on a person with dementia 
Å Potential for growth (rementing)  

Professor Tom Kitwood  
Founder of Person Centred Care 

 



3/21/2011  

2 

Foundations for a New Paradigm 

ÅRejects institutional model of elder care 
ÅElderhood as a developmental stage 
ÅTransformation of long-term care has personal, 

operational and physical components 

Dr  William Thomas 
Founder of the Eden Alternative 

 

Many Voicesé. 

Dementia Statistics 

ü Over 5 million US adults live with dementia 

üIn 2050, est. 16 million (~100 million worldwide)  

ü Prevalence : 6-8% over 65                                                              

                       30% over 85 

ü4% of adults >65 reside in nursing homes  

üDementia in 50-80% of people in nursing homes 

ü5th leading cause of death in people >65  

 

 

 

 

 

 

 

 

Nursing Home Survey 
MDS 2006 

40% elders in US NHs ï 8 states 

Ʒ 27.6% of all people received antipsychotic in past 
7 days, including: 

Ʒ 51.2% of those with ñaggressive behavioral 
symptomsò 

Ʒ 39.5% of those with ñnon-aggressive symptomsò 

Ʒ 22.6% of those scored as ñdementia w/o 
symptomsò 

Ʒ Overall 7.4% increase from 1999  

Briesacher BA, et al. (2005) 

 
Survey of 2.5 million Medicare recipients, who spent time in US 

nursing homes from 2000-2001 

 

27.6% (693,000) were prescribed an antipsychotic 

(up from 16% in 1995) 

 

Only 42% received meds in accordance with NH prescribing 

guidelines 

 

23% (159,000) had no appropriate indication 

 

17% (118,000) exceeded recommended doses 

Antipsychotic Use in Care Homes 
Worldwide 

 

Ʒ Denmark (2003) ï 28% 

Ʒ Australia (2003) ï 28% 

Ʒ Canada (1993-2002) ï 35% increase (with 
a cost increase of 749%!)  

Ʒ Similar data from other countries  

Ʒ Worldwide, in industrialized nations, with a 
diagnosis of dementia - ~40%  
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 U.S. Antipsychotic Prescriptions 
Since 2000 

ü U.S. sales, ( 2000 Ą2005 ):    

     $5.4 billionĄ$10.5 billion (>$ 20 billion in 2010) 
 
ü Prescriptions, ( 2000 Ą2005 ):  29.9 millionĄ43.8 

million 
      (~ 2.1 million Americans had schizophrenia)  

 

ü Medicaid spends more money on antipsychotics 
than it does on ( 1) antibiotics or ( 2) heart 
medications  

       
ü ~ 40  new antipsychotic drugs in development 

Behavioral Expressions in Dementia 
Do Drugs Work? 

 

üStudies show that, at best, fewer than 1 in 5 
people show improvement  

               Karlawish, J (2006). NEJM 355(15), 1604-1606. 

üVirtually all positive studies have been sponsored 
by the companies making the pills 

üMany flaws in published studies 

üTwo recent independent studies showed little or 
no benefit   

         Sink et al. (2005), JAMA 293(5): 596-608; Schneider et al. (2006), NEJM 355(15): 
1525-1538. 

 
        

 

Risks of antipsychotic drugs 

ü Sedation, lethargy 

üGait disturbance, falls 

ü Rigidity and other movement disorders 

ü Constipation, poor intake 

üWeight gain 

ü Elevated blood sugar 

ü Increased risk of pneumonia 

ü Increased risk of stroke 

ü Ballard et al. (2009): Double mortality rate (at 
least three U.S. studies show increased 
mortality as well)  Lancet Neurology 8(2): 152-157 

 

 

Other Eyes? 

ƷCan the same person living with dementia be 
viewed in different ways? 

 

ƷDoes a new view affect how we care for people 
living with dementia? 

 

ƷDoes a new view affect those peopleôs well-being 
and cognitive ability? 

 

   (Hint: Yes, yes and yes!) 

 

Warm-up Exercises Food for Thought 

 
üDoes dementia cause: 

        - wandering? 

        - calling out? 

        - crying? 

        - aggression? 

 
ü If someone without  dementia did any of these, 

how would we respond? 
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Food for Thought - 2 

üStudies have shown that the vast majority 
of behavioral expressions can be linked to 
unmet needs or environmental triggers . 

üIs there any pill that can satisfy unmet 
needs? 

üIf there were a pill that made all behavioral 
expressions disappear without any side 
effects, should we use it? 

Food for Thought - 3 

üWho is in worse shape? 
 

       A person with dementia who calls out, 
wanders, or resists personal care,  

 
or 

 

       A person with dementia who is always quiet 
and disengaged, and lets staff do everything for 

them? 
        

Food for Thought ï 4 

üHow often do you give acetaminophen to a 
person with fever and chills, without 
searching carefully for the cause? 

 

üHow often do we give medication to people 
with behavioral expressions without 
searching for the cause? 

Food for Thought - 5 

Who decides when a person needs medication 
for behavioral expressions: 

 

the medical staff 

 

or 

 

the care staff?? 

Moving Beyond  
the  

ñPill Paradigmò 

A New Definitioné 

ñDementia is a shift in the way 
a person experiences the 
world around her/him.ò 
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Biomedical  
     Model 

Experiential  
     Model 

Dementia defined 
Progressive,  
   irreversible, fatal 

Shift in perception of  
   world 

Brain function 
Loss of neurons and  
   cognition 

Brain plastic,  
   learning can occur 

View of dementia 
Tragic, costly,  
   burdensome 

Continued potential  
   for life and growth 

Research goals 

Almost entirely  
   focused on  
   prevention and  
   cure 

Also need to  
   improve the lives  
   of those with  
   dementia 

Environmental goals 
Protection, isolation,  
   disempowerment 

Maintain well-being  
   and autonomy 

Biomedical  
    Model 

Experiential  
    Model 

Environmental  
   attributes 

Disease-specific       
   living areas  
Programmed  
   activities 

Individualised, person- 
   directed care 
Diverse engagement 

Focus of care 

Tasks and  
   treatments  
Less attention to  
   care environment 

Relationships 
Care environment is  
   critical 

Staff / family role ñCaregiverò ñCare partnerò 

Biomedical  
    Model 

Experiential  
    Model 

View of behavior 

Confused,  
   purposeless 
Driven by disease  
   and neurochemistry 

Attempts to cope,  
   problem-solve and  
   communicate needs 

Response to  
   behavior 

ñProblemò to be  
    ñmanagedò 
Medication, restraint 

Care environment  
   inadequate 
Conform environment  
   to person 

Behavioral goals 
ñNormaliseò behavior 
Meet needs of staff  
   and families 

Satisfy unmet needs 
Focus on individual  
   perspective 

Nonpharmacologic  
   approaches 

Focus on discrete    
   interventions 

Focus on  
   transforming  
   care environment 

Overall result 

High use of meds 
Continued suffering 
Decreased well- 
   being 

Rare use of meds 
Attention to spiritual  
   & emotional needs 
Improved well-being 

Biomedical:  ñHeôs confused, 
because he has dementiaò 

 
Experiential:  ñIôm confused, 
because I donôt know what he is 

trying to tell me.ò 

Does cough syrup cure 
pneumonia? 

Behavioral expressions 
are the symptom, not 

the problem!  

Primary Goal: 
Create  Well -being  

 

üIdentity  

üGrowth  
üAutonomy  

üSecurity  
üConnectedness  

üMeaning  
üJoy  
                                               ñWanderingò exampleé 
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Toolkit 
for decoding expressions of need 

 

üClose, continuous relationships 

üKnowing peopleôs stories 

üActive listening 

üCommunication skills 

üRole play, ñshare the experienceò 

üFlexibility and Creativity 

Dementia in the Community 

         Home care has also become institutionalised! 

 

Ʒ Often a stressed caregiver, with little support  

Ʒ Social isolation 

Ʒ Little ability to create care around individual needs  

Ʒ Positioning by family members also disempowers people in 
the home environment 

Ʒ Tendency to use medication to try to force ñnormalò 
patterns and relieve caregiver stress ï often leads to 
decline and hospitalisation 

Ʒ St. Johnôs 2007 review of new admissions from community 

 

 

The Experiential Model 
= Culture Change!!  

ñWe have created worlds where our elders with dementia 
do not want to be, then medicated them to keep them 
there.ò 

      - Nancy Fox 

 

ñCohen-Mansfield (2005) has shown that many incidents of 
physical aggression can be directly tied to the manner in 
which the person was approached by the care partner. It 
stands to reason, therefore, that those incidents could 
potentially be preventable without using medications.ò 

      - Allen Power 

 

Basic Tenets of Culture Change 

ƷThe institutional model of long -term care is 
inadequate to the needs of our elders 

ƷWe need a paradigm shift, to a person-
directed, relationship-based model of care 

ƷCare should be individualised, putting the 
person before the disease 

ƷTransformation of the care environment has 
personal, operational and physical 
components 

The ñDementia Shiftò 

ƷThe biomedical approach to dementia is 
inadequate to the needs of our elders 

ƷWe need a paradigm shift, to a person-
directed, relationship-based model of care 

ƷCare should be individualised, putting the 
person before the disease 

ƷTransformation of the care environment has 
(inter)personal, operational and physical 
components 

 

Transformational Models of Care  
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True Storiesé 
Can we reverse 

dementia?? 
 

 

The Two Disabilities of Dementia 

1. Cognitive effects of brain changes 

 

and 

 

2. Excess disability, due to biomedical 

approach 

Transformed care environments 

and removal of medication can 

create a virtual awakening in 

people with dementia, due to the 

removal of the excess disability 

 

Spark of Life 

 A picture is worth a thousand wordsé 

Lakeview Ranch 
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Research Limitations 

 

Â Vested interests 

Â Single intervention limitations 

Â Nature of transformative models 

Â Need for new tools, positive outcomes 

ÂñMoral imperativeò 

 

Studies of Transformed Models 

Â Fossey, et al. (2006), and Rovner, et al. ( 1996), showed 
that teaching care partners basics of person-directed 
care significantly decreased psychotropic medication use 
in residents with dementia BMJ 332: 756-761 and JAGS 44(1): 7-13. 

 

Â Ray, et al. (1993) gave an educational program to 
doctors, nurses and staff that resulted in a 72% 
decrease in antipsychotic use, vs. 13% in control homes                    
Arch Int Med 153: 713-721 

 
Â Cohen-Mansfield (2001), and Ayalon, et al. ( 2006), 

found care partner training and support instrumental in 
the success of non-pharmacologic management of 
dementia in nursing homes and reduction of medication 
use 
       Am J Ger Psych 9(4):361-381 and Arch Int Med 166(20): 2182-2188 

 

Studies, (cont.) 

Â Svarstad, et al. (2001), found a significant correlation 
between the degree of organizational transformation and 
reduction in psychotropic medication use in nursing homes   
Psychiatric Serv 52:666-672 

  

Â Several Studies show that, with targeted interventions, most 
antipsychotics can be successfully withdrawn 

      NEJM 327(3): 168-173; Ballard, et al. DART-AD Trial I 2008; Arch Int Med 159: 1733-1740; 
International Psychogeriatrics 14(2): 197-210 

        

Â St. Johnôs Home experience 2007 (475 elders, ~70% 
moderate Ą severe dementia): overall antipsychotic rate 
14.3%; APôs 100 elders with dementia: 7-8% 

 

Other Efforts 

ƷEcumen  (Minnesota): ñAwakeningsò project with 
$3.5 million state grant.  

ƷPhase 1: Removed antipsychotics from all 10 
people in one small home. After 6 months, no 
worsening distress and meds not restarted. 

ƷHired another nursing staff and increased 
education component from DON. 

ƷPhase 2: Bringing the process to their other 15 
nursing homes.  

Other Efforts (cont.)  

Ʒ Juneau Pioneer Home ï Interdisciplinary effort 
with Medical Director, Nursing and Pharmacy 
reduced antipsychotic use by 90%.  

 

ƷDenmark  ï Significant overall reductions in 

antipsychotics from 2005-2009 in all 5-yr. age 
ranges from 70 ï 95+ (each between 16 ï 22% 
reduction), BUT significant increases in quetiapine 
(Seroquel) useðfrom an increase of 54% ( 80-84) 
to 105% in 95+ and 149% in 65-70. 

General Approach: 
 Basics 

  

ƷAt the door Ą knock, identify, ask permission to 
enter 

ƷRe-introduce yourself 

ƷSit down ï face to face, eye level 

ƷñEye of the hurricaneò 

ƷPhysical space, comfort, quiet 

ƷOptimize hearing and vision 

ƷCenter yourself 
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Basics (cont.) 

  

ƷSpeak slowly and clearly (not loudly) 

ƷAllow time for processing and response 

ƷEye contact, facial expression, non-verbal 
cues 

ƷProject calm, kindness, empathy 

ƷAppropriate touch 

ƷActive listening (Clarify, Rephrase, Reflect, 
Summarise) 

 

Other Aids to Communication  

Ʒ  Allow time for people with aphasia to speak  

Ʒ  Donôt cut off, but do help fill in ideas to assist and 
confirm understanding 

Ʒ  Look for ñback doorsò to aphasia (music, art, 
pictures, emotional triggers)  

Ʒ  Look at context and emotional content of 
statements, not details of words  

Ʒ  Always validate feelings 

ñSaving Faceò 

 

ƷAsking for info can be frustrating and 
fatiguing 

ƷPractice the ñfine art of asking questionsò 

ƷHelp fill in gaps while conversing 

ƷRecall an event and let elder add as able 

ƷDonôt diminish elderôs recollection 

ƷPreserve dignity in social situations 

 

Jeanôs Story 

Ʒ 77 years old, moved to St. Johnôs  8/07 

Ʒ  One year history of worsening memory at home 

Ʒ  Gait problems with fall 6/07, lumbar fracture  

Ʒ  Pain pill started Ą more lethargic, poor intake  

Ʒ  Admitted to hospital with bladder retention and 
very low sodium level Ą Catheter, IV saline 

Ʒ  Noted to be ñsuspiciousò ï started on risperidone 
and donepazil 

Jean (cont.) 

Ʒ Labs normalised, but still confused 

Ʒ Worsening gait and balance, falls 

Ʒ CT of brain ï no localised abnormality 

Ʒ Failed a trial of rehab at a nursing home 

Ʒ Transferred to St. Johnôs for long term care 

Ʒ Neurology consult recommended for 
ñprobable Parkinsonôs diseaseò 

Ʒ Admitted to floor for people with dementia  

Jean (cont.) 

ƷSt. Johnôs medical exam: word-finding 
difficulty  

ƷUnable to give details of long hospital and 
rehab stays 

ƷRigidity of limbs with a ñcogwheelò quality 

ƷNo paranoia, delusions seen 

ƷRisperidone tapered off fairly rapidly 

ƷSaw neurologist shortly after admission ï 
recommended anti-Parkinson meds 

 


