IMPLICATIONS OF DISABILITY ON FAMILY LIFEPRIVATE 

Disability is almost always understood as catastrophic. It may be seen as punishment, and it usually is seen as being destructive to one's hopes, dreams, and plans for life. How one understands disability in oneself or in a family member is predicated upon the following:

· The developed capacity to understand what happened, e.g. the cause.

· The strength of family relationships, e.g. accepting, supportive.

· One's environment, e.g. freedom in accessibility or isolation.

· The spiritual and religious beliefs one has, or the lack thereof.

· The degree of pain and symptom relief, e.g. pain management and control of 

symptoms.

Note: Pain cannot be understood within the strict confines of physical symptoms. Pain is a symptom of the whole person: physical, psychological & spiritual. Thus, the level of pain and suffering one is experiencing cannot be determined quickly or easily. It requires an extensive and comprehensive evaluation of the person’s physical, psycho-social, and spiritual condition, including levels of access, isolation, finances, ability to make appropriate choices, and ability to maintain a measure of autonomy.

These considerations are essential in understanding the ethical implications of the “right to die” movement. The disability rights movement recognizes these implications and the failure of non-disabled people to insure that a quality of life is accessible to people with disabilities. Their impatience and social constructs of disability as “too painful” or “life not worth living” has allowed our nation to consider “legalized medical killing”—which is what is left when the euphemism’s are taken away. (See C. Newell and others.)

People in or near a family respond to the developing characteristics of disability according to the age of the one who is or who becomes disabled. Those reactions influence how (or if) they will chose to help. The following sections list the reactions of people according to the age of the child at the onset of disability:

AGE 1-3:

- Our feelings are influenced by behavior of child.


- Their dependency is source of our anxiety.


- We may feel anger at the parents for their failure to protect the child...even      before birth. (This may allow people to "blame the victim".)


- Parents may feel responsible, resulting in anger, guilt, grief.


- While family togetherness is crucial, some families split apart and do not         support each other.

AGE 3-5:

- Disability happens to "others", not to a child, especially one of "ours".


- Disability is associated with coldness and disfigurement.


- Disability isn't permanent, e.g. the reality doesn't sink in. 


- Illness is perceived as a just punishment (usually from God).


- The child can tolerate separation, so s/he can be institutionalized, e.g. out of  


     sight:   a) placement equals rejection; b) society says we can "kick" a child out of

    
     the family because we have "kicked" them out of society.

AGE 6-11:

- Disability has a meaning all of its own: a) it's permanent or b) reserved for old age.  Therefore, childhood disability is unnatural; is not fair; can be attributed to external factors.


- Our own fear of injury/mutilation becomes more pronounced.


- The child or family is blamed (blaming the victim).


- The child is not to be told anything beyond bare minimum, as the hope s/he will be "normal" is sustained regardless of the cost.

AGE 12-18:

- They are budding roses, full of vitality, so there is less acceptance of their         being disabled.


- Physical ravages are least endurable.

- Their dependency and/or physical deterioration creates feelings in others       of  shame, disgust, and disgrace.

Families always have certain expectations. Those expectations change where there is a child with a disability, creating additional stresses on family life:

· Stress is related to the relative expectations of the parents for themselves.

· Middle class families usually have control over their lives, make goals and have plans which usually happen.  A child with a disability (especially developmental) challenges all of that, bringing a sense of powerlessness. The family then looks for a quick fix, which can come in the form of denial.

CLINICAL STRESSES FOR PARENTS:

· They have lost the fantasized child (who is never disabled).



Parents grieve as if child had died; grief cycle lasts lifetime.

· They worry what to do with the child who IS here.


- They need correct and adequate information about the disability and 
resources.



- There is a need for responsive interaction with child: bonding is more 


difficult if the child is blind.

· The burden of care takes a huge toll on a family.

· The stigma on families is draining as it is continuous.

· These stresses emerge in waves over life-span, so appears as periodic crisis.

· Families are more socially isolated; they get away less, need for respite care is problem.

· Caretaker (usually mother) is most stressed, affects other children and father.

· Stress in mothers equals response of the child with a disability to her.

· Studies indicate problems between mother and child when first-born is disabled.  
- Similar problems between disabled mother/eldest daughter, disabled father/eldest son.

· Divorced mothers of children with developmental disabilities turn to clergy most often because they are even more socially isolated.

· Interaction of mother with her non-disabled child is very different:



- She is overprotective of child w/disability; the child is never the leader, 


mother knows best--always doing TO the child; does not enhance the child's 


sense of self.



- Adolescent non-disabled child gets to babysit too much so is isolated from 


peers; 
cannot say no to mother; developmental needs are affected.

COUNSELING PARENTS ABOUT NON-DISABLED SIBLINGS:

· Do not expect them to hide their tears; they too feel loss.

· Include them in plans for the child w/disability which affect family life.

·  They have fears that disability is contagious, runs in the families and other 

fantasies.


· Let them bring the gift of who they are to the situation/family.

· Do not say "God willed this."  Offer a model of God that is loving and compassionate, rather than capricious.

· They may go play as a way of reducing their anxiety.

· Siblings have more difficulty if the one with a disability is of same sex.

· The child who is normal is overloaded with responsibility.

IMPORTANT FAMILY HELPS FOR ALLEVIATING STRESS:

· Positive family perceptions of who they are together.

· The strength of the marriage.

· The support of extended family.

· Emotional support from within and without family.

· Having a network of friends, one of which is intimate.

· Reciprocity: being able to give back in order to keep your support system going.

          

- Support networks of families with disabled children usually contain more 


family than friends. Family members burn out and do not wait for the 


reciprocity. 
Mothers seldom have the energy to remember and do the 


niceties.

· Being involved with the community, e.g. neighbors, church, professionals.

· Availability of financial resources: determines quality and quantity of needed services, household help, and equipment.

· Play time for family members.

· Respite care for families improves their perception of their child w/ disability. 

Reduces over-protectiveness. Social isolation leads to enmeshment.
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