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Key psychosocial issues 

· Expressive language

· Expression of feelings

· Self Talk

· Grooves

· Memory

· Independence issues

Expressive language

· Intelligibility of spoken word

· Expression of thoughts & feelings

· Receptive skills

Intelligibility of spoken word

· Most caregivers  report understanding the spoken word of the person with DS

·  Most report that unfamiliar others would have difficulty understanding the person 
Lack of intelligibility by unfamiliar others 

· May result in dependence on familiar others as “interpreters” 

Dependence on familiar others as “interpreters”

· Problems may occur when these interpreters leave

· For example when siblings leave for college

· Or a sensitive boss leaves a job site

· Death of a parent

Interpreters 

· Best to have multiple ‘interpreters’ in different settings to lesson the effect of a loss 

· Best to have total communication 

· So that some communication is possible

Encourage people to talk for themselves

· Caregivers are very important as interpreters and advocates

· Whenever possible the person with DS should speak for themselves

· Enormous benefit to ones pride, self esteem

· It is so difficult for family/caregivers to stay silent, 

· Particularly when the person with DS stutters or struggles in their speech

· Caregivers develop a type of ‘shorthand’ of understanding.

·  They can predict what the person wants or needs based on experience.

Despite this :

· Their assumptions about what the person with DS wants may still be wrong

· The person with DS still needs to have their own voice

· Particularly with important decisions affecting their lives

Why the person with DS will let others speak for them?

· Communicating is tiring

· Because of articulation difficulties 

· Slower processing speed 

· People may be self conscious

· It maybe very easy to depend on the familiar other to speak for them

Lack of intelligibility by others is like being in a foreign country

· Where others speak a foreign language

· Very difficult to communicate and to be understood by others

· Leads to fatigue and exhaustion

· Exclusion from conversations 

When excluded from conversations people naturally begin to: 

· Day dream

· They often have an increase in self talk and fantasy play 

Interpreters may be helpful in facilitating receptive skills in conversations

· By paraphrasing the topic of the conversation in clear understandable terms

  Maintaining the right amount of interpretation to keep the person in the    conversation:

There is a balance between interpreting too little or too much:

Too little 



Too much

------------------------------------------

Lost & bored

                  too dependent




                on interpreter





   (lost and bored)

To improve the ability of the person with DS to be understood by others

It may be helpful to give the context, topic or background of what is said                                     

Encouraging others to be patient 

· To allow the person with DS to have time think 

· And time to talk 

Facilitating participation in important meetings

· Information to be discuss in the meeting should be obtained prior to the meeting (if possible) 

· Information should be translated into understandable terms 

· And reviewed by the interpreter with the person with DS

The ability to express thoughts and feelings
· Most persons with DS are very open and honest in expressing feelings non-verbally 

· Many have difficulty expressing thoughts and feelings verbally    

· Caregivers may have difficulty interpreting the cause or source of the persons nonverbal expressions 

The inability to verbalize thoughts and feelings
· Makes it far more difficult to get help to resolve problems & issue

· Creates a great deal of stress and frustration

· May make people at greater risk for depression or other mental health problems

Stress reduces understanding in care-providers

· Under stress people have more difficulty articulating problems and concerns verbally

· Care-providers have even more difficulty interpreting the cause or source of the non-verbal expressions of emotions

Detective work

· We work very closely with parents/teachers & staff to identify stressors

· We gather info from all important sources

· Physical, & sensory exams

Despite expressive limitations, receptive skills are excellent 

· Many people with Down syndrome are very perceptive

· They have excellent intuition

· And an uncanny sensitivity to others (especially loved ones)

Sensitivity to others 

· Emotional radar

· Very sensitive to unhappiness and pain or discomfort in others

· Very caring and affectionate with others

Sensitivity to others 

· People may be too sensitive

· People may absorb conflicts, and stress experienced by others 

Lack of affection in some environments:

· May require family involvement to give needed affection

· May require outlets to others who are affectionate 

· May require a change in living situation

Self talk

· People with Down syndrome have a reputation for talking to themselves

· For this they are still being treated with medications 

Self talk and Imaginary friends

· Appropriate given people’s intellectual/not chronological age 

Self talk: Serves many adaptive purposes

· Athletes often use self talk to motivate (studies estimated up to 80%)

· Presenters often use self talk to prepare for talks

· Drivers in Chicago use self talk and gestures when communicating to others 

Self talk: Serves many adaptive purposes
A means to think out loud 

· Allows a review of the days events  

· Allows directed action (especially when doing a new task)

· May allow planning for future actions or events

· May help one express feelings & frustrations

Self talk: viewed as a social skill issue

· Best in a private space (bedroom) 

· Not appropriate in work settings (even in private spaces)

Imaginary friends & self talk

· Not uncommon to have a “imaginary friends”

· Again this is developmentally appropriate

· Many children without DS have imaginary friends

Imaginary friends & self talk

· This may be an imagined person or a movie character

· But it may also be a real person that people bring to life 

· Or a scenes from a movie/TV show

\Imaginary friends & self talk

· Fantasy play may be entertaining

· May be soothing and relaxing

· But may also complete with what is going on in people lives, 

· particularly if reality is boring, frustrating etc

The place & time may indicate a problem
· Does this occur in schools or work? 

· When bored, frustrated, trying to escape from stress?

· When instruction or conversation is over their head?

Self talk and Imaginary friends

· Change in quality or quantity of self talk may be a sign of stress or of mental health problem (such as depression)

· Offers a window on peoples thought processes

· Offers a means for identifying the source of a problem

People with Down Syndrome have a reputation for being “stubborn and compulsive”

· They have rituals and routines which may be maddening to caregivers

· They may resist change and be inflexible

Benefits of Grooves for people with DS

· They organize their rooms and personal items

· Careful with their appearance and grooming 

· Neat clean and organized

· Meticulous

Increases independence;

· People are conscientious and reliable with daily living tasks 

· People often do chores very reliably

· People are very conscientious and reliable with work task


(they are not fast …but precise) 

Other key benefits: 

· A clear and unambiguous statement of choice or preference 

· A statement of their own style and personality

· Especially important for people with expressive language limitations 

Grooves: other key benefits

Free time activity: 

· A way to relax by repeating a favorite activity in a quiet space. 

Grooves: “on board equipment”  (don’t mess with mother nature)

· Biological necessity to follow grooves

Grooves and Stress

· Under stress a ‘groove’ can become an obsession or compulsion

· Groove may be a conduit for stress just like any vulnerability (headaches, ulcers etc) 

Stuck grooves avoided if people :

·  Reduce stress

·  Do not force a change in a groove 

·  Gently help to establish new more useful grooves 

Physical sensitivity may create stuck grooves: 

Dry skin may result in picking at the skin or other types of mild self injurious behavior

Soar throat may result in throat clearing rituals

Rituals in the bathroom may be related to urinary or bowel problems

Grooves may point to a problem: environmental stress 

· We have had people who slow down in their movement  

· They may be voting with their feet to try to avoid something

· People may stay in bathrooms at home or work to avoid stress, noise or conflicts

 “The Pace”

· Pushing people may result in some melt-downs

· Or people who when interrupted may “start all over from the top”

People with DS have exceptional visual memories


· People often remember past people, places and events in great detail

·  & In Living color

Visual memory like a video-recorder

· Visual learning is excellent          

· People see something once and it will be remembered 

· This should be used in education,

· And in job and adaptive skills training

Visual-spatial memory is superb

· Orientation to space is excellent  
· Memory for directions is also



Movies & Television

· Visual images from movies and TV may also be remembered in detail

· And replayed over and over

Memory Skills: Escaping & entertainment


· Visual memory may allow one to escape to a  rich internal world of movies and memories

·  Particularly when in a stressful or boring environment

· May be misinterpreted- misdiagnosed as psychosis

Visual memory: One major glitch


· There is no sense of time 

· Events are remembered    “as if happening now”   

· This may be good or bad depending on the memory

· Good memories may include past events with family and friends

· May also include negative experiences

What triggers a memory?


· Something in the present may trigger memory of past event

· This may be something small 

· It may be comical (in hindsight) 

· Example an unexpected group grief session

 “In the moment” memory response


·  Sometimes when there is a major loss which is recent

· The “in the moment” memory may be overwhelming

· & Occur too often 

· Which may be debilitating

Unique Memory Skills & Trauma


· People are more susceptible to post traumatic stress, 


· Under stress bad memories may be re-lived 

· Example (PJ or Supermarket employee

We recommend use of positive memories

· We may use positive memories of deceased people through family albums etc 

· This helps especially if people are stuck on visual images from the funeral etc

Using Unique Memory Skills to solve problems


· Memories of positive experiences especially with family & friends 

· In the form of pictures, home movies etc

· May be substituted for negative memories

Family may help to sort out past from present tense

· For example: At a yearly staffing of residence and worksite staff for Bob,35

· He complained that he was being attacked by another person in his worksite.

· Staff were very upset accused him of lying 

· His mother and an long time staff explained the situation

 Promoting independence  & self esteem

· Competence; “to do for self’’ to gain some sense of control and mastery in our world 

· May be difficult for people with DS

Promoting independence : More difficult for parents of children/adults with disabilities 

· Need to understand & respond to each child’s developmental and not chronological age                                                                                                                                             
 

Independence: Determining level of guidance and supervision needed  

· Requires an assessment of both functional skills and level of maturity

Critical Importance of social interpersonal skills in development of friendships 

· Peer friends are as important as parental relationships to ones health and well being

Peers friends:

· Share common interests

· Struggle with similar developmental tasks and issues

· Serve an important mirroring role in forming ones identity

· Peers with disabilities serve an even greater role in promoting pride/self esteem

Social interpersonal skills

· Most people are very appropriate in the community 
· Interaction skills with peers appears to be limited   

· Quality of relationships called into question by researchers

Promoting peer relationships 

· Requires daily or regular exposure to peers

· In school & work settings

· In social & recreation settings

· Spiritual communities 

· Other community settings

Community Integration

· Right of integration and congregation

Joe, 29 and Healthy

· Accepted as an individual

· Given choices

· Expectations that are neither too little or too much

· Regular exercise

· Need for routine supported and flexibility encouraged

· Part of a supportive community

· Opportunities to do for others

· Annual health evaluations and good health care at other times when needed

· Communication skills emphasized from a young age

· Vocational training as part of schooling

· He has opportunities to be integrated in society (with people without disabilities) but also has opportunities to congregate with other people with disabilities.

· Heard-when he expresses concerns, people listen
