From the CEO
Integrating the “Lived Experience” into Clinical
Training and Practice by E. Clarke Ross, D.P. A.
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  my son, Andrew, turned 15 and
entered high school as a ninth grader. Struggling academically and socially, his anxiety
has significantly increased with a new school
and new expectations. Last spring, he began being defiant and rude to his mother
and now is carrying this behavior over to
me. With increased school demands, executive functioning challenges increase. This is
our “lived experience” of the moment.
Meanwhile, I am working with the consumer and family focus group executive
committee of the Annapolis Coalition on
Behavioral Health Workforce Education.
The coalition is financed by the U.S. Center
for Mental Health Services (CMHS) to promote the President’s New Freedom Commission on Mental Health report objective
to “transform” the way mental health services are organized, financed and delivered.
(See www.annapoliscoalition.org and www.
mentalhealthcommission.gov.)
The Coalition’s consumer and family
executive committee, which includes CHADD,
National Alliance on Mental Illness (NAMI),
Depression and Bipolar Support Alliance
(DBSA), and academians at the University
of Connecticut and the University of South
Carolina, believes the family and consumer
lived experience is a valid knowledge base
and that knowledge should be integrated
into clinical training and practice. Our
advocacy priority is to convince academic
departments of psychiatry to use consumers
of mental health services and their family
members as faculty for mandatory course
work during the medical residency.
The Annapolis Coalition consumer and
family group is also educating mental health
professionals about the gap between professional and consumer/family perceptions
of the treatment experience. A DBSA survey documented a “disconnect” between
what physicians think their patients are
experiencing and what patients are actually
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experiencing. While 71 percent of primary
care physicians (PCPs) surveyed believed
treatment plans are joint decisions between
doctors and patients, only 54 percent of
patients believed that.
In a second DBSA survey, 60 percent of
families and 46 percent of patients wanted
doctors to better explain the treatment to
them, and 54 percent of patients and 56
percent of families want their doctor to
spend more time with them.
CHADD also supports the American
Academy of Pediatrics (AAP) concept for a
“medical home” for every child with special
needs, with the pediatrician serving as the
first place to go with health questions and
problems. Although pediatricians would not
be expected to treat all problems, acting as
initial points of contact and care facilitators
allows them to facilitate all aspects of pediatric care. The medical home model is based
on a partnership of mutual responsibility
and trust between the physician and family;
details can be found at www.aap.org. It is
CHADD’s hope that the concept will be
adopted and implemented by psychiatric
practices for persons with mental health
challenges.
Shortly after the AAP issued its evidencebased assessment and treatment guidelines
for attention-deficit/hyperactivity disorder
(AD/HD), the National Initiative for Children’s Health Care Quality (NICHQ )
launched a community educational collaborative with pediatricians, psychiatrists,
school personnel (particularly teachers) and
parents to implement the guidelines.
CHADD professional advisory board (PAB)
member Charles Homer, M.D., is NICHQ’s
chief executive officer, and CHADD’s work
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has been led by former CHADD president
Beth Kaplanek.
Last year, through the leadership of Mary
Durheim, Beth Kaplanek and Linda Smith,
CHADD developed a training program
called “Parent to Parent: Family Training
on AD/HD.” Here, the family lived experience is combined with the published
evidence-based science to orient families
to what they may face. The program is
modeled after NAMI’s “Family-to-Family”
program. For more information on Parent
to Parent, please see Inside CHADD on
page 12.
In my own home, because the increase
of school demands has made after-school
structure critical, my wife was able to take
early retirement to be Andrew’s “case manager” and “care coordinator.” Financially, we
are able to afford such an approach, but
there are tremendous burdens of responsibility on Beth. Sometimes these burdens
are too much for one person, and many
families do not have the time and financial
flexibility for such coordination. In Oklahoma, efforts are underway to create a system of care coordinators for each child with
a serious developmental disability. This initiative is led by CHADD PAB member Mark
Wolraich, M.D. The Oklahoma experience
is one that CHADD may want to consider
advocating.
As Andrew’s life changes, the lived experience of the Ross family changes.
CHADD hopes health care professionals will
both train and practice with an appreciation of the person with the disorder and
their family’s lived experience. ■

