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 Consider family resilience versus burden
 Outline family responses and coping 

styles
 Define personal coping and 

communication styles
 List methods for including the family 

meaningfully



 Who is the real expert?
 What coping strategies can be used by 

families?
 What communication behavior is 

primary in the therapist/teacher 
compared to the family?

 What can we learn from other families 
who have a member with a disability?

 How shall we include the family 
meaningfully?



 Traditional Assumption: Professionals are 
the experts.

 Professionals have technical knowledge 
and resources (know the characteristics 
and interventions; know about the 
disorder).

 But there are two more experts:
 The person who lives in the disorder
 Those who live with the disorder

 When in doubt, trust those living 
with ABI!



 There is someone with a problem-identified 
patient (IP)

 The expert will diagnose
 The expert will prescribe treatment
 The expert will decide how treatment is 

working and when to discharge



 Most kids have ongoing educational issues—
not a one time event.

 The student is not isolated without family 
and peers involved.

 The family system is not considered.
 Culture and diversity is not considered.



 Consider that many families are able to cope 
after an injury

 Researchers use the words “family burden”. 
Many families do not see themselves as 
burdened.

 Think of the family you work with who is 
coping, cooperative and who are positive role 
models.  What are they like?



 Researchers report that less than 20% of families 
indicate they are “dysfunctional” after a child 
sustains an ABI.

 Families have more difficulties if the child has a 
moderate to severe injury or illness.

 Quote from a dad with a severely injured child: “I 
don’t think we are resilient.  I just think we deal 
every day with what we need to do to get us 
through to the next day”.



 Much of the literature speaks of the family 
burden after ABI.

 Other literature suggests that families have 
resilience and the ability to work though 
adversity.

 What do you think?



 Parents/couples
 Stress on relationship
 Strains financially
 Concerns for family interactions 
 Inability to find personal time



 Extended family: Less information, desire to 
keep things “comfortable”,  lack of knowing 
what to do

 Siblings: Lack of information, confusion, 
expectation for normalcy

 Peers: Rumors, poor information, no 
resources for accurate information



• Typical reactions to 
problems

• Troublesome situations
• Ways others try to help 

you
• Ways others should help 

you
• Ways others bother you
• Things others should 

stop doing



• Your best time of day
• Three skills to improve
• Five great things about you



 Healthy strategies used by all of us
 Normal reactive responses
 Can we recognize our coping strategies 

versus those of the families with whom we 
work?



Mary Engelbreit



 Blaming
 Taking Over
 Employing Power
 Avoiding
 Denying
 Controlling
 Rescuing
 Faulty Reasoning



 Read books and 
pamphlets about TBI

 Call BIAA (National and 
State) for information

 Talk to families with a 
member who has TBI

 Attend workshops
 Listen to audio and 

videotapes
 Attend webinars and 

use internet for locating 
information



 Take up a cause (your 
child’s)

 Count your blessings
 Take one day at a time
 Replace negative 

thoughts with positive 
ones

 List child’s strengths
 Realize you are not alone
 Find the improvements 

being made



 Talk to priest, minister, 
rabbi

 Read devotionals
 Read/discuss the Bible
 Read inspirational stories
 Spend time meditating
 Visit peaceful places -

woods, lake, seashore



 Participate with friends (old and new)
 Attend church
 Count on family
 Join support groups focused on TBI
 Join heterogeneous support groups 

(Coalition for Handicapped Students)
 Participate in community activities 

(scouts, YMCA, school board, 
intramurals)



 Cry, laugh, use sense of 
humor

 Exercise
 Eat well
 Rest
 Take long walks



 Spend personal time 
with spouse or alone

 Maintain normal routine
 Listen to music
 Run, jog
 Clean, keep house



 What type of a coper are you?
 How do you respond to others who do not 

cope as you do?
 Should families who cope differently be 

helped to change to another style of coping?





Content= Facts

Process= Underlying feelings



 Signs and symptoms of social 
communication disorders include:
 problems with social interaction (e.g., speech 

style and context, rules for
linguistic politeness), 
 social cognition (e.g., emotional competence, 

understanding emotions of self and others),  



 pragmatics (e.g., communicative intentions, body 
language, eye contact) and

 language processing (expressive and receptive)

Source: www.ASHA.org



 http://www.asha.org/uploadedFiles/ASHA/Practice_
Portal/Clinical_Topics/Social_Communication_Disor
ders_in_School-Age_Children/Components-of-
Social-Communication.pdf



 Bullying can be physical or through verbal or 
written communication.

 Social media plays a big part in bullying. 
 Children/adolescents with disabilities are 

often the most bullied populations.
 Our kids are at risk because they have  social 

communication issues and do not know how 
to handle being bullied 

(nor can they easily learn).



 Assist with self-worth ( find the strengths and be 
sure to build on them).

 Develop social vocabulary that allows child an 
escape i.e “you are not my friend when you say 
that”; “I do not have to stay here with you”.

 Monitor social media or control access.
 Provide ways to ask for help and be a friend.

http://www.tinygirlbigdream.org/

 Does the bully need a friend too?

http://www.tinygirlbigdream.org/


 Everything in Acacia’s life involves her finding a solution to a 
problem on her own; no one else can tell her how to do it. 
When she discovered the problem of bullying and saw first 
hand the devastating effects of it, she did what she always 
does and found a solution. She didn’t go the typical route 
and say “just say no” or ” stomp out bullies” or create anti-
bully zones. She decided to find out why the bully was 
bullying and help them to deal with those reasons. She was 
applying the same principals to the problem as she does in 
everyday life, and through that she found a solution. 
Evidence of that solution actually working come in various 
forms each and every day and we know for a fact it is 
working and it is making a difference. 



 About a year ago she was speaking at a school and 
afterwards the President of the school board stood up to 
speak and was in tears.

 He could barely get the words out and stood there for a 
moment to gather himself before he said “I finally get it, for 
so many years I have dealt with the problem of bullying. We 
as a country have spent millions of dollars in think tanks, and 
anti-bullying campaigns only to see the problem grow. I 
finally understand that we could never solve the problem in 
the route we were going because it isn’t about being anti-
bully, it is about being pro-friendship, thank you Acacia for 
helping me to understand. I finally get it. ” 



 Blamer

 Placator

 Intellectual

 Irrelevant



 What is your:

 Coping style?
Decision making style?
 Communication technique?
 Listening versus action ability?



From Families of children with special 
needs

For Families of children with acquired 
brain injury



 Feeling of life being irrevocably changed after 
diagnosis

 Differences in emotional responses between 
spouses

 Period of mourning death of dreams for child

 Respect hope and don’t mistake it for denial



 Chronic sorrow that re-emergences at regular 
intervals (DD literature)

 Repetitive pattern of despair and acceptance

 Gradual process of learning to tolerate an 
almost intolerable set of circumstances

 Continuous life transition not a time limited 
event 



 Bereavement is the event
death, injury, divorce

 Grieving is internal response to loss
sadness, anger, confusion, fear, etc.

 Mourning is the external response to loss
funerals, rituals, ceremonies, etc. 



 More severe than grief

 Different than depression

 Feelings of disbelief, loss and anguish persist for 
years

 Requires lasting support and professional advice

 Unaddressed can lead to depression, suicide, 
substance abuse



 Professionals encourage maximizing young adult’s 
independence but do not understand cost to family 
in time and energy

 Tell parents they either do too much or too little

 Parents worn down dealing with system and want 
to avoid further interactions

 Hard for parents to believe professionals are 
listening to them. 

Stineman, Morningstar, Bishop, and Turnbull, 1993.





 Listen to the experts (that is the family)
 Reflect on the process and not the content of 

the message
 Allow them valued roles
 Assist and allow them to become advocates 

for themselves/family member



 What additional family situations 
unrelated to the illness/injury may be 
affecting family functioning?

 What cultural and ethnic differences 
may affect family decision making?

 What family strengths can be used to 
empower the family?



Time as a family or couple to talk and 
listen to each other

Web sites, e-mail, voice recorders, 
newsletters, u tube videos

Specific ideas about how to help, what to 
do

School personnel contacted and involved  
with family



 Involving family members meaningfully is 
often more complex than anticipated.

 Uniqueness of family systems is not 
recognized by professionals

 Collaboration is often difficult to achieve, 
especially when families are not invited to 
participate at the same level as professionals



 There is no consensus about how 
to define dysfunctional versus 
functional families.

 There has been no attention paid 
to the functioning of agency 
systems and how they affect 
families’ behavior and functioning.



 What can we do right now to alter the way we 
conduct our communication/conferences 
with families?

 What are some practical ways to include the 
family more meaningfully?

 What else?
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