Meeting Spiritual & Emotional Needs of People with Dementia and Their Care Partners
	Level of Function
	Issues of Person with Dementia
	Issues of the Care Partner
	How to Help the Person with Dementia
	How to Help the Care Partner

	Diamonds – Early Loss

Runs on OLD Habits & Routines 
	· Loss of impulse control
· (language & behavior)

· Forgetful

· Blames self or others

· Likes & can follow  routines & rituals

· May not show problems in social setting

· May feel insecure, afraid, angry, ‘fine’, ‘on edge’

· Repeats questions, comments, stories over and over

· Still wants & needs to be part of a spiritual community


	· Embarrassed

· Confused

· Frustrated

· ‘Always wrong’

· Protective

· Can’t see the change

· Immobilized 

· Sometimes angry at self, partner, and ‘God’
	· Stick to routine
· Treat like an adult

· Simplify

· Use visual & verbal clues & cues

· Avoid arguing

· Say “I’m sorry!”

· Involve in familiar groups & activities

· Change leader roles to helper roles

· Suggest ‘trying’ something, not “you need to…”

· Go with the person for support (“Let’s do it together”)
	· Accept the behaviors & emotions – don’t ‘back off’
· Stay in touch – offer specific help 

· Establish helping routines

· Listen without judging

· Use empathy NOT sympathy

· Let the person know you are thinking/praying/ supporting them in the faith community

· Offer options in support and help

	Emeralds – Moderate Loss

Needs to DO Things 

If Thinking It … Says it

Acts on Impulse


	· ‘Has lots to do’ BUT gets very little done
· Words are less reliable – more errors

· Frequently aware of others reactions

· Asks lots of questions – “What are we going to do?, Where are we going?, What am I supposed to do now?...”

· Can participate in familiar ‘short’ activities 

· Can help do things with guidance and modeling

· Likes being ‘good’ at things and getting compliments and getting ‘thanked’

· Can hurt others feelings with words or comments without meaning to
	· Safety for self and partner
· Fatigue
· Embarrassed

· Angry 

· May refuse “help’” when offered, but may need assistance to be successful

· May get down on self, others, community, person being cared for
· May isolate self and care partner

· Moments of humor and laughter with the partner
	· Use familiar music and readings
· Talk and walk

· Offer simple choices in activities, food, locations…
· Involve in tasks with ‘modeling’ or step-by-step visual demonstration or cues

· Do short, small groups for ‘study’, prayer, support

· Use visual props to help with what is going to happen

· Answer question then redirect or distract with ‘action’

· Change expectations of ‘sitting still & being quiet’

· Include in ceremonies, rituals, and traditions with support and option to ‘leave’ 
	· Help give the care partner time away
· Provide time with the care partner while someone else is with the person with dementia

· Listen and accept ALL feelings

· Support the positives of what the person still has

· Organize opportunities for the person with dementia that clearly indicates they are STILL part of the faith community and valued




	Ambers - Significant Loss

Busy Hands, Eyes, Fingers, Mouth…

Exploring the Environment …


	· Can’t stay focused on an activity long
· Touches & ‘messes with’ or handles things

· ‘gets into things’

· Doesn’t recognize other’s ownership or ‘space’ needs

· Explores spaces, people, objects, food, sounds…
· Still can sing familiar songs, pray familiar prayers and read along with favorite passages

· Has strong preferences about being touched or hugged by others

· May either move toward ‘the action’ or try to get away from busy or crowded/noisy areas
	· Tired
· Sleep deprived

· Guilt

· Impatience

· Loss of personal privacy and space

· Feeling conflicted about placement issues

· Difficulty with getting daily life and ‘business’ done

· Anger with behaviors

· Pain with role changes

· Disgust with some of the thing the person does

· Fear that others will find out

· Fear for self or the person or important objects or items
	· Offer familiar songs 
· Consider songs with movement or clapping as part of it

· Consider dancing or rocking with music

· Use rituals, traditions, celebrations more in isolation – select those things that have visual, physical, tactile, rhythms, hand movements, and repeats
· Pick up on ‘needs’ and ‘desires’ from non-verbal cues
· Be Flexible

· QUIT talking so much
	· Offer respite time
· Take the person out and away

· Help with daily routines and activities

· Accept the person without ‘negative’ non-verbals

· Limit words and ‘forced action’

· Offer props and items to interact with 

· Use their words 

· Take the partner out for PLEASURE and a break

· Run errands

 

	Rubies – Severe Loss

Gross Movement – Imitate BIG Actions

On the GO or Down and OUT


	· Walks around –roaming on a route or pattern
· Looks at others, but may have limited interaction

· Very limited language – may mumble, or hum, but rarely talks, can sing
· Understands little, may dislike lots of words, noise, or action

· Rubs, bangs, pats, claps

· Copies you in movement & action – grossly

· Gets stuck moving or sitting
	· Physically tired
· Wishes it was over

· Loss of the relationship

· Loss of social roles

· Frustrated with the amount of care needed

· Lack of daily patterns

· Separateness – esp. after placement
· Sadness
· Enjoyment of moments
	· Offer movement, action, & song

· Offer and start prayer, song, action that matches past preferences

· Pick up on non-verbal signals & needs
· Use traditions, ritual, and celebrations in some form to interact – demonstrate and repeat several times

· Talk less and offer props, music, ritual, tradition, ceremony cues more that use movement and action
	· Help plan for the future with the care partner
· encourage the care partner to take a break and get out and do something for themselves

· Develop a rotational schedule to let the partner get to worship, meet spiritual needs

·  Accept the feelings and let them happen, offer support

	Pearls– Profound Loss

Little or No Movement

Hard to Focus Outward
	· Can’t move much
· SLOW reactions

· Reflexes are present (grasp, rooting, sucking, withdrawal…)

· Limited alertness and awareness

· Can hear/feel the familiar
· Hypersensitive to sounds, light, action, temperature
	· ‘Second death’
· Hard decisions to make

· Anticipatory grief

· Guilt
· Relief

· Loneliness
· Complete isolation

· Separation from the person

· Fear of loss

· Desire for it to be ‘done’!
	· Play or sing familiar music
· Hold hands

· Rub and massage slowly and gently

· Use hand under hand to stay in contact throughout care
· Create positive environments that match the person’s likes 
	· Reminisce with the care partner about the long ago things, good times, good stories
· Support choices and decisions

· Support physical help for the person - Respite

· Offer comfort care to the partner as well


