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THE CONTEXT OF CHRONIC
HEALTH CONDITIONS IN
CHILDREN AND THEIR
FAMILIES

* WHAT DO THE NUMBERS TELL US¢

* THIS A NEGLECTED AND OFTEN OVERLOOKED

POPULATION

* OBVIOUS GAPS IN OUR TRAINING PROGRAMS

EXIST, DESPITE THESE COMPELLING NUMBERS



THE CONTEXT

* EVER EVOLVING MEDICAL TECHNOLOGY OVER THE PAST 100 YEARS
HAS RESULTED IN GROWING NUMBERS OF CHILDREN WHO ARE
DIAGNOSED EARLIER AND EARLIER WITH A CHRONIC HEALTH
CONDITION, AND WHO ARE LIVING LONGER, WITH MORE INTENSIVE

TREATMENTS.

* INCREASING PREVALENCE, ALONG WITH INCREASING SURVIVAL
RATES. EXAMPLES: PEDIATRIC CANCER (CURE RATES EXCEEDING
0% FOR SOME FORMS OF LEUKEMIA), SICKLE CELL DISEASE (MEDIAN
SURVIVAL AGE 14 IN 1960, NOW BETWEEN 42 AND 47/), CYSTIC
FIBROSIS (MEDIAN SURVIVAL AGE WENT FROM 11 IN 1966 170 30 IN
1993 TO 46 YEARS IN 2022).



THE CONTEXT

* OTHER CONTRIBUTORS: PREMATURE
INFANTS SURVIVING EXTREME
PREMATURITY OR LOW BIRTH WEIGHT.
HAVE SEEN A PROGRESSIVE DECLINE
IN MORTALITY. HOWEVER, RATES OF
SUBSEQUENT HANDICAPPING
CONDITIONS HAS REMAINED
RELATIVELY STABLE.

* INCREASED PREVALENCE OF NEW
CONDITIONS: HIV, SUBSTANCE
EXPOSED YOUTH. THESE YOUTH
PRESENT WITH A VARIETY OF
NEURODEVELOPMENTAL PROBLEMS.




EPIDEMIOLOGY OF
HEALTH CONDITIONS

SO WHAT DO WE KNOW?@

RATES OF CHILDREN WITH A CHRONIC
HEALTH CONDITION RANGE FROM 10-20
PER CENT, WITH 10 PER CENT BEING
CLASSIFIED AS SEVERE.

1-2 PER CENT HAVE SEVERE CONDITIONS
THAT MAY REGULARLY INTERFERE WITH
DAILY ACTIVITIES, INCLUDING SCHOOL,
PLAY, AND CHORES. THIS MAY BE
TRANSLATED INTO ABOUT 2 MILLION
CHILDREN.

AS MANY AS ONE THIRD OF THESE
CONDITIONS MAY BE CONSIDERED
“PERMANENT".



TYPES OF CHRONIC HEALTH
CONDITIONS

*  ASTHMA, ALLERGIES, TYPE 1 AND TYPE 2 DIABETES, OBESITY,
CYSTIC FIBROSIS, CROHN'S DISEASE/IBD, PEDIATRIC
CANCER, MIGRAINES, SEIZURE DISORDERS, KIDNEY DISEASE,
LIVER DISEASE, DISORDERS OF SEX DEVELOPMENT,
AUTOIMMUNE DISORDERS INCLUDING HIV, SiCckLE CELL
DISEASE, HEMOPHILIA, TRAUMATIC BRAIN INJURY, PAIN
SYNDROMES.

* MANY OF THESE DISEASES ARE “HIDDEN". MANY INVOLVE
STIGMA.. DOES NOT INCLUDE “RARE" DISEASES.

* DEVELOPMENTAL DISABILITIES, INCLUDING CEREBRAL PALSY,
MUSCULAR DYSTROPHY, SPINA BIFIDA, AND A WIDE ARRAY
OF GENETIC DISORDERS. AGINA, MAY INCLUDE PRENATAL
DRUG EXPOSURE AND SUBSEQUENT NEURODEVELOPMENTAL
CHALLENGES




THE COSTS OF HEALTH CARE

FROM 1996 10 2013, OVERALL HEALTHCARE
SPENDING ON CHILDREN INCREASED FROM
$149.6 BILLION TO $233.5 (Ul, 226.9-239.8)
BILLION. IN 2013, THE LARGEST HEALTH
CONDITION LEADING TO HEALTH CARE
SPENDING FOR CHILDREN WAS WELL-NEWBORN
CARE IN THE INPATIENT SETTING. ATTENTION-
DEFICIT/HYPERACTIVITY DISORDER AND WELL-
DENTAL CARE (INCLUDING DENTAL CHECK-UPS
AND ORTHODONTIA) WERE THE SECOND AND
THIRD LARGEST CONDITIONS, RESPECTIVELY
(Bul ET AL, 2016).

e $9 BILLION OF THESE DOLLARS WERE SPENT ON
ASTHMA ALONE.

 LIFETIME CARE FOR SICKLE CELL DISEASE-
$460,000 PER PERSON.




WHO NEEDS THERAPEUTIC
SERVICES?e

* RELIABLE DATE INDICATES THAT
SOMEWHERE BETWEEN 25-33% OF
THESE KIDS AND THEIR PARENTS HAVE
CLINICALLY SIGNIFICANT LEVELS OF
BININEN

« MANY HAVE “SUBCLINICAL" DISTRESS




SO WHAT ARE
OUR GOALS HERE

TODAY?




WHAT AM

| REALLY » SELL YOU ON THE IMPORTANCE OF

GOING TO WORKING WITH FAMILIES OF

CHILDREN WITH A CHRONIC

TRY TO HEALTH CONDITION.
DO¢



A NEW CALL
FOR A
FAMILY
SYSTEMS
CAREGIVER-
CENTERED
APPROACH
TO PEDIATRIC
HEALTH




REMEMBER, IN- THE CONTEXT
OF PEDIATRIC HEALTH
iR

* ONE OF THE SINGLE BEST PREDICTORS
OF CHILD ADJUSTMENT IS PARENT
ADJUSTMENT

* ONE OF THE SINGLE BEST PREDICTORS
OF TREATMENT FAILURES IS THE FAILURE
TO UNDERSTAND THE DYNAMICS OF THE
SYSTEM AND SKILLFUL, STRATEGIC
INCLUSION OF PARENTS /CAREGIVERS.
AND COMMUNITY PARTNERS.

 BAKULA ET AL, 2019; BAKULA ET AL,
2020



BARRIERS TO INSTITUTING SYSTEMIC
APPROACHES AND WORKING WITH FAMILIES
WITH A CHILD WITH A CHRONIC HEALTH

CONDITION




DO WE HAVE
AN ETHICAL
AND MORAL
IMPERATIVE TO
INTERVENE
SYSTEMICALLY?

o SYSTEMS, PARENT

CENTERED C BT
INTERVENTIONS
WORK, AND THAT
HAS BEEN
DOCUMENTED
THROUGH
COUNTLESS STUDIES



FAMILY
SYSTEMS
MODELS

“A new way of looking at the nature of
human problems..."

Basic Tenets:

1. Systems exist as organizing structures at
different levels of human behavior, including
families and institutions” (home, work,
friends, book club, church, biker club).

2. Each system has multiple interrelated
parts, each with a history of interaction and
an expectation of future interaction (e.g.,
don’'t come home with purple hair)



3. Systems seek a homeostatic
balance; changes in one part of the
system inevitably lead to changes in
another part of the system (e.g.,
diagnosis of a child with Type 1 is @
stressor to which all must adapt. The
system is disrupted. It must change.

4. Rules, both implicit and explicit,
govern dall systems. Some allow for
change, some exist to maintain order.
(e.g. “l am the breadwinner and |
must work while you attend
appointments”). Implicit rules may be
the more “important” set of rules.

5. Families inevitably change over
time from a developmental
perspective.

What happens to the concept of
causality in such a model?
Nonlinearity and bidirectional operate

FAMILY
SYSTEMS-
BASIC
TENETS



FAMILY SYSTEMS-
BASIC TENETS




FAMILY SYSTEMS MODELS

* BEHAVIORAL SYSTEMS MODELS- (PATTERSON,
HENGGELER AND BORDUIN'S MULTISYSTEMIC
MODEL). FOCUS ON MULTIPLE LEVEL
INTERVENTIONS TAKING INTO ACCOUNT
BIOLOGICAL FACTORS, FAMILY INFLUENCES,
SCHOOL AND COMMUNITY.

*  WHY WAS THIS MODEL IMPORTANT?
e TRULY A BIOPSYCHOSOCIAL APPROACH




FAMILY SYSTEMS MODELS

* META ANALYSES NOW SUPPORT:

* MULTISYSTEMIC THERAPY

e FUNCTIONAL FAMILY THERAPY

* MULTIDIMENSIONAL FAMILY THERAPY

» COGNITIVE BEHAVIORAL FAMILY
THERAPY

* (GENERAL SYSTEMIC FAMILY THERAPY

¢ ALMOST ALL OF THESE FOCUS ON
MULTIPLE LEVEL INTERVENTIONS, TAKING
INTO ACCOUNT BOTH BIOLOGICAL
FACTORS, FAMILY INFLUENCES,
SCHOOL, AND COMMUNITY LEVELS OF
INFLUENCE.




Exosystem

Microsystem

Extendecy Parents’
Work
Environ-

Neighborhoods
Conditions

Economic
System

SO, HERE ARE YOUR POTENTIAL TARGETS OF

INTERVENTION! THIS IS YOUR “PLAYING FIELD".



TRANSTHEORETICAL
CHANGE
PRINCIPLES CENTRAL
TO A FAMILY
SYSTEMS,

CAREGIVER-
CENTERED
APPROACHES

FRIEDLANDER, HEATHERINGTON, &
DIAMOND, 2021




PRINCIPLES




KEY
PRINCIPLES




KEY PRINCIPALS




PART Il .
SPECIEIS
NTERVENTIONS
N PEDIATRIC
HEALTH
CONDITIONS
WITH A FAMILY
SYSTEMS
CAREGIVER
CENTERED
APPROACH

I"LL BE OVERVIEWING A NUMBER OF
INTERVENTIONS THAT HAVE BEEN DEVELOPED IN
THE PEDIATRIC MEDICAL CONTEXT. SOME ARE
ILLNESS-SPECIFIC, SOME ARE MORE GENERALLY
FOCUSED ACROSS ILLNESSES/ HEALTH
CONDITIONS.

MANY ARE INTEGRATED APPROACHES,
COMBINING CBT AND INTERPERSONAL
APPROACHES WITH FAMILY SYSTEMS
INTERVENTIONS.

MANY CAN BE ADAPTED SO AS TO
INDIVIDUALLY TAILOR THE INTERVENTION TO FIT
THE NEEDS OF THE FAMILY, THEIR WORLDVIEW,
AND YOUR SKILLSET AND AVAILABLE
RESOURCES. THINK PRECISION MEDICINE!



What is the target problem (and associated goal)

from the perspective of the child?

What is the target problem (and associated goal)
from the perspective of the Parent (s)¢

What are the unique qualities of the family that
bear on risk and resistancee What are their
Strengths and Challenges?

What are the Interpersonal and structural barriers

to implementing treatment (Mental Health History,

poverty, language, racism, developmental

challenges, health literacy, institutional Policies,
Insurance status)e

What Changes are taking place in the family
structure and roles as a function of the lliness?

Who are the players across multiple points in their
larger systeme What are the subsystemse

SPECIFIC
INTERVENTIONS IN
PEDIATRIC HEALTH
CONDITIONS:
CONSIDERATIONS
IN CHOOSING A
TREATMENT-
BROAD
CONSIDERATIONS




SPECIFIC
INTERVENTIONS IN
PEDIATRIC HEALTH
CONDITIONS:
CONSIDERATIONS IN
CHOOSING A
TREATMENT

Examples:

Five-year old female newly diagnosed
with ALL. Parents are recent immigrants
from Nigeria. Six other siblings in the
home. Currently underinsured. Mom and
Dad are both medical Residents.

1 1-year-old previously diagnosed with
ASD, 3 psychiatric hospitalizations.
Referral from School wanting help with
re-entry. Mom is working with advocate
and BCBA, School has hired an
attorney. Superintendent doesn’t want
the student in school. New special
education director.

16-year-old w/ recent SCl riding a 4
wheeler in rural Oklahoma. Previous
history of ADHD and learning disability.
Parents have never been married and
live separately. Grandmother is the
primary caregiver.



WHAT PROGRAMS AND INTERVENTIONS
DO WE HAVE AT HAND THAT WORK®¢
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FAMILY AND PARENT-CENTERED
INTERVENTIONS-SURVIVING
CANCER COMPETENTLY

 SCCIP- SURVIVING CANCER
COMPETENTLY/ ANNE KAZAK AND
COLLEAGUES.

* KAZAK HAS BEEN HAMMERING THE
FAMILY SYSTEMS MESSAGE HOME SINCE
19971

e ONE OF THE FIRST FAMILY SYSTEMS

BASED PSYCHOSOCIAL INTERVENTIONS
FOR FAMILIES OF CHILDREN DIAGNOSED
WITH CANCER.



FAMILY AND PARENT-CENTERED
INTERVENTIONS-SURVIVING CANCER
COMPETENTLY

o« SCCIP-TARGETING NEWLY DIAGNOSED KIDS

» COMBINES COGNITIVE BEHAVIORAL AND FAMILY THERAPY
APPROACHES IN A THREE-SESSION GROUP FORMAT

* [N THIS INTERVENTION, CAREGIVERS WORK CONJOINTLY IN GROUPS TO
IDENTIFY BELIEFS ABOUT THEIR EXPERIENCES DURING THE INITIAL MONTH OF
TREATMENT, A TIME IN WHICH POTENTIALLY TRAUMATIC EVENTS MAY OCCUR.

* FOCUS | ON UNDERSTANDING HOW BELIEFS ABOUT CANCER
AND ITS TREATMENT INFLUENCE CAREGIVERS AND TO HELP FAMILY
MEMBERS ANTICIPATE THE IMPACT OF CANCER ON THE FAMILY
OVER TIME



FAMILY AND
PARENT-CENTERED
INTERVENTIONS-
SURVIVING
CANCER
COMPETENTLY
(2005)

 SCCIP-NEWLY DIAGNOSED INTERVENTION

* KEY CROSS CUTTING CONSTRUCTS: FOUR KEY
CONSTRUCTS THAT CROSSCUT THE SESSIONS WERE
IDENTIFIED:

(1) JOINING IS THE ONGOING PROCESS BY WHICH A
THERAPIST RELATES TO FAMILY MEMBERS USING
ACCEPTANCE, RESPECT, CURIOSITY, AND HONESTY

(2) MAINTAINING AN INTERPERSONAL FOCUS ASSURES
THAT CAREGIVERS FOCUS ON HOW THEIR EFFECTIVE
COPING HELPS THEIR CHILD'S ADAPTATION.

(3) NORMALIZING THE FAMILY EXPERIENCE. HELPFUL IN
DECREASING FEELINGS OF ISOLATION AND ANXIETY.

(4) FOCUSING ON THE FAMILY’'S STRENGTHS. REFLECTS
THE PERSPECTIVE THAT PARENTS AND FAMILIES ARE
COMPETENT, ABLE TO ADAPT TO ADVERSE
CIRCUMSTANCES, AND TO CONTINUE GROWING
AND DEVELOPING AS A FAMILY DESPITE THEIR
CHILD'S ILLNESS.



FAMILY AND PARENT-
CENTERED INTERVENTIONS

PROBLEM SOLVING THERAPY (PST) FOR
PARENTS OF CHILDREN DIAGNOSED WITH
CANCER-THE BRIGHT IDEAS PROGRAM
(SAHLER, PHIPPS, DOLGIN, FAIRCLOUGH,
ASKINS, KATZ, NOLL, & BUTLER, 2005; 2013

ONE OF THE INTERVENTIONS WITH THE MOST
EMPIRICAL SUPPORT TO DATE

TARGET AUDIENCE: PARENTS OF CHILDREN
NEWLY DIAGNOSED WITH CANCER

KEY THERAPEUTIC COMPONENT: PROBLEM
SOLVING THERAPY



PROBLEM
SOLVING
THERAPY

Problem Solving Therapy (PST)

Core components: Delivery of the content of
PSST includes:

Session 1: rapport building and understanding,
relevant personal background and medical
information;

Session 2: infroduction of PST and the Bright
IDEAS paradigm;

Sessions 3 to 7: review of the mother’s identified
problems and promotion of problem-solving
stfrategies and skill;

Session 8: review of PST, identification of relapse
prevention strategies (e.g., persistence, learned
optimism), and termination.



PROBLEM
SOLVING
THERAPY

EFFICACY: DEMONSTRATED DECREASES
IN NEGATIVE AFFECTIVITY (DEPRESSIVE,
ANXIOUS AND POST TRAUMATIC
SYMPTOMS), INCREASES IN PROBLEM
SOLVING SKILL

SOME INDICATION THAT MOTHERS MOST
AT RISK (YOUNG, SINGLE, HISPANIC
MOMS) MAY BENEFIT THE MOST

EASILY TAUGHT/MANUALIZED
(AVAILABLE AT NIH/NCI NATIONAL
REGISTRY OF EVIDENCE BASED
INTERVENTIONS).

EASILY ADAPTED FOR MANY TARGET
POPULATIONS, INCLUDING SICKLE CELL
BIN W=



4
FAMILY AND PARENT-CENTERED J)
v

INTERVENTIONS-PRISM-P 7

ABBY ROSENBERG'S PRISM-P INTERVENTION: PROMOTING RESILIENCE IN STRESS
MANAGEMENT INTERVENTION FOR PARENTS OF CHILDREN WITH CANCER
(ROSENBERG, BRADFORD, JUNKINS, TAYLOR, ZHOU, SHERR, KROSS, CURTIS, &
FRAZIER (2019).

AUTHORS UNDERSCORE THE RELATIVE LACK OF EVIDENCE-BASED INTERVENTIONS
FOR PARENTS.

PRISM-P IS A MANUALIZED , BRIEF INTERVENTION TARGETING 4 SKILLS: STRESS
MANAGEMENT (INCLUDING RELAXATION AND MINDFULNESS TRAINING), GOAL
SETTING SKILLS (INCLUDING TRACKING PROGRESS, COGNITIVE REFRAMING
(RECOGNIZING NEGATIVE SELF TALK AND COGNITIVE REAPPRAISAL, AND MEANING-
MAKING ( IDENTIFYING GRATITUDE, MEANING AND PURPOSE DESPITE ADVERSITY).

FOCUS IS ON POSITIVE PSYCHOLOGY CONCEPTS AND RESILIENCY!
TARGETS PARENTS OF PATIENTS NEWLY DIAGNOSED WITH CANCER.



FAMILY AND v =
PARENT- * IMPACT-AN

CENTERED UNCERTAINTY-BASED
INTERVENTIONS INTERVENTION FOR

PARENTS OF YOUTH
NEWLY DIAGNOSED
WITH CANCER

-IMPACT



T
IMPORTANCE OF ILLNESS UNCERTAINTY

= OVER AND OVER AGAIN, ILLNESS UNCERTAINTY HAS BEEN SHOWN TO BE A HIGHLY
SALIENT AND ROBUST PREDICTOR OF MULTIPLE ADJUSTMENT OUTCOMES IN BOTH
ADULT AND CHILD CHRONIC ILLNESS POPULATIONS, INCLUDING PEDIATRIC CANCER,
ADULT CANCER, JRA, PEDIATRIC ASTHMA, AMONG MANY, MANY OTHERS (E.G.
HOFF, MULLINS, CHANEY, HARTMAN, & DOMEK, 2002; GILLASPY, HOFF, MULLINS,
VAN PELT, & CHANEY, 2002; WHITE ET AL., 2005; GROOTENHUIS & LAST,1997;

STEWART & MISHEL, 2000).

= ARGUABLY, IF YOU CAN TEACH PARENTS AND YOUTH TO COPE WITH AND MANAGE
UNCERTAINTY, DISTRESS SHOULD BE ATTENUATED. :

= THUS, UNCERTAINTY BECOMES THE TARGET.




e
UNCERTAINTY INTERVENTION

DEVELOPMENT

= AN INITIAL VERSION OF A PSYCHOSOCIAL INTERVENTION WITH PARENTS OF YOUTH
NEWLY DIAGNOSED WITH TYPE 1 DIABETES WAS EVALUATED, WITH THE EXPLICIT

AIM OF TEACHING THE PARENTS HOW TO MANAGE UNCERTAINTY. THEN ADAPTED
TO THE CONTEXT OF PEDIATRIC CANCER, IN TWO SEPARATE TRIALS .

= INTERVENTION CONSIST OF COGNITIVE BEHAVIORAL STRATEGIES THAT TEACH:
O THE NATURE OF UNCERTAINTY

COPING STRATEGIES

PROBLEM-SOLVING SKILLS

COMMUNICATION WITH THE MEDICAL TEAM

B JRNERS i Gageg L6 egege, o2

ELICITING SOCIAL SUPPORT

TARGET PARENTS OF CHILDREN NEWLY DIAGNOSED DURING THEIR REGULAR
VISITS OR HOSPITALIZATION



&  EDUCATION «a




FAMILY AND PARENT-CENTERED INTERVENTIONS-
MST

o WHAT IS MULTLISYSTEMIC THERAPY?¢

* |N RESPONSE TO THE DISAPPOINTING OUTCOME
RESULTS FOR FAMILY THERAPY IN THE 1970-
80S, HENGGELER AND BORDUIN (1990)
DEVELOPED MULTISYSTEMIC THERAPY, BASED
ON A FAMILY ECOLOGICAL APPROACH.

* ARGUING AGAINST THE SOMETIMES NARROW
(AND VAGUE) PERSPECTIVES OF MANY FAMILY
THERAPY MODELS, THEY PROVIDED AN
INTEGRATIVE MODEL THAT INCORPORATED
EVIDENCE-BASED PRACTICE

* THEY ALSO NOTED THE FAILURE TO ADDRESS
INDIVIDUAL DEVELOPMENTAL DIFFERENCES AND
EXTRAFAMILIAL INFLUENCES, SUCH AS THE
COMMUNITY



FAMILY AND
PARENT-
CENTERED
INTERVENTIONS

FOCUS IS ON DEVELOPING INTERVENTIONS
THAT PLAY UPON STRENGTHS, NOT JUST
DEFICITS.

MULTISYSTEMIC INTERVENTION OCCURS AT
THE INDIVIDUAL LEVEL (E.G., COGNITIVE
BEHAVIOR THERAPY, MEDICATIONS),
PARENT LEVEL FACTORS (E.G., PARENT
TRAINING, MARITAL THERAPY), FAMILY
LEVEL (E.G., CONFLICT RESOLUTION),
SCHOOL SYSTEM (E.G., TEACHER SKILLS
TRAINING), COMMUNITY (E.G., JUVENILE
JUSTICE SYSTEM, CHURCH SUPPORT
SYSTEMS), MEDICAL COMMUNITY (E.G.,
PEDIATRICS, PSYCHIATRY)

MULTISYSTEMIC THERAPY WAS HIGHLY
INNOVATIVE FOR IT'S TIME, UTILIZING
MULTIPLE TARGETS OF INTERVENTION,
MULTIPLE SYSTEMS, USING AN EVIDENCE-
BASED RESEARCH PARADIGM WITH HIGH-
RISK POPULATIONS (YOUTH IN THE
JUVENILE JUSTICE SYSTEM).



FAMILY AND
PARENT-
CENTERED
INTERVENTIONS-
M

SO WHAT DO WE DO WHEN WE HAVE AN
INNOVATIVE, EVIDENCE-BASED
INTERVENTION THAT APPEARS TO WORK
WITH HIGH-RISK POPULATIONSe ADAPT IT
TO THE PEDIATRIC WORLD! ELLIS AND
NAAR KING'S WORK WITH TYPE 1
DIABETES

HAVE UTILIZED MST TARGETING FAMILIES
OF ADOLESCENT YOUTH WITH POORLY
CONTROLLED TYPE 1 DIABETES

HOME BASED SERVICES PROVIDED IN
DELIVERING MST

HAVE DEMONSTRATED IMPROVED
GLYCEMIC CONTROL, GREATER
ADHERENCE, FEWER HOSPITAL
ADMISSIONS, AND LOWER COSTS



* MARISSA HILLIARD'S WORK

e DR. HILLIARD IS DOING SOME EXCITING
STRENGTH’'S BASED APPROACH TO

PARENT- BUILDING RESILIENCE IN FAMILIES OF

CENTERED YOUTH WITH TYPE 1 DIABETES

INTERVENTIONS-

PRISM-P AND * FOCUS IS ALSO ON THE SOCIAL

MARISS A DETERMINANTS OF HEALTH, INCLUDING
INEQUITIES THAT EXIST AND HAVE BEEN

HILLIARD'S

WORK WELL-DOCUMENTED IN MARGINALIZED

PEOPLE

« HOW DO WE CAPITALIZE ON EXISTING
RESILIENCE? ALTHOUGH RISKS EXIST AT
INDIVIDUAL, FAMILY, AND SYSTEMS LEVEL,
RESILIENCE HAPPENS!

1oe




FAMILY AND
PARENT-
CENTERED
INTERVENTIONS-
PRISM-P AND
MARISSA
HILLIARD'S
WORK

EVALUATE STRENGTHS AND ASSETS AT
THE:

INDIVIDUAL LEVEL (COGNITIVE ABILITIES
E.G., SELF-EFFICACY ,O PTIMISM, PO SITIVE
OUTLOOK, HUMOR, TALENTS,
FAITH/MEANING)

FAMILY LEVEL (CLOSE RELATIONSHIP WITH
CARING ADULT, PREDICTABLE HO ME
ENVIRONMENT, SUPPO RTIVE FAMILY
INTERACTIONS, PRO SO CIAL PEER GRO UP)

SYSTEMS LEVEL (HIGH QUALITY
EDUCATION. PUBLIC SAFETY, ACCESS TO
HEAITHCARE, AIR QUALITY, GREEN SPACE,
FINANCIAL RESO URCES, EQUITY)




FAMILY AND PARENT-CENTERED
INTERVENTIONS-MARISSA HILLIARD'S WORK

e 3 DIFFERENT INTERVENTIONS, INCLUDING:

. 1. ”TYPE 1 DOING WELL’ M HEAITH APP FOR PARENTS OF

TEENS WITH T1D
DESIGNED W/ INPUT FROM TEENS WITH T1D, THEIR PARENTS, AND

PEDIATRIC DIABETES CARE PROVIDERS

* INTERVENTION COMPONENTS
* PARENTS TAUGHT TO RECOGNIZE AND PRAISE STRENGTHS

* PARENTS RECORD/REPORT TEEN'S POSITIVE DIABETES-RELATED
BEHAVIORS (STRENGTHS)

*  SUMMARIZED TEENS TOP WEEKLY STRENGTHS, ENCOURAGED PRAISE



FAMILY AND PARENT-CENTERED
INTERVENTIONS-MARISSA HILLIARD'S WORK

« 2. DIABETES STRENGTHS STUDY
 CLINICAL ENCOUNTERS FOCUSED ON REINFORCING STRENGTHS

DELIVERED BY DIABETES CARE PROVIDERS AT 2 CLINIC VISITS

e [NTERVENTION COMPONENTS

STARTS WITH A REVIEW OF THE ‘DIABETES STRENGTHS PROFILE" OF
TEEN'S T1D STRENGTHS

MAKE POSITIVE, REINFORCING STATEMENTS, ELICIT DISCUSSION ABOUT
STRENGTHS & ADHERENCE BEHAVIORS

PRELIMINARY RESULTS SHOW CHANGES IN COMMUNICATION STYLE,
ATTITUDE TOWARDS VISITS, DECREASE IN DIABETES DISTRESS AND
FAMILY CONFLICT



FAMILY AND PARENT-CENTERED
INTERVENTIONS-MARISSA HILLIARD'S WORK

* 3. DIA-BETTER TOGETHER INTERVENTION

* |S A STRENGTHS-BASED, PEER SUPPORT INTERVENTION DURING TRANSITION FROM
PEDIATRIC TO ADULT CARE

* TARGETS YOUNG ADULTS (17-25 Y.O.) ENROLLED AFTER FINAL PEDIATRIC VISIT

* |INTERVENTION COMPONENTS

e PEER MENTORS PROVIDE STRENGTHS-BASED SUPPORT & SERVE AS ROLE
MODELS, ALSO PROVIDING ACCOUNTABILITY

* INCLUDES GOAL SETTING AND PROBLEM-SOLVING APPROACHES

*  ATTIEMPTS TO ENHANCE SOCIAL SUPPORT AND DIABETES-RELATED
COMMUNICATION

* ALSO INCLUDES STRESS MANAGEMENT & COPING SKILLS



FAMILY AND
PARENT-
Children’s Health frililsll\E/REiﬁlONS
and lllness Recoven
Program (CHIRP) e

KRONENBERGER, &
Scortr (2020). THE
BRYAN D. CARTER AND ILLNESS RECOVERY

WILLIAM G. KRONENBERGER PROGRAM
ERIC L. SCOTT
CHRISTINE E. BRADY



Children’s Health
and |llness Recovery
Program (CHIRP)

TEEN AND FAMILY
WORKBOOK

BRYAN D. CARTER
WILLIAM G. KRONENBERGER

ERIC L. SCOTT

' FAMILY AND

PARENT-
CENTERED
INTERVENTIONS

e CARTER, KRONENBERGER,

& Scorr (2020). THE
CHILDREN'S HEALTH AND
ILLNESS RECOVERY
PROGRAM



THE:EGEEIS=RC HIRP

* CHIRP IS AN INTERDISCIPLINARY FAMILY-BASED
TREATMENT PROGRAM DESIGNED TO MAXIMIZE THE
FUNCTIONING OF TEENS WITH A CHRONIC ILLNESS OR
HEALTH CONDITION.

* DEVELOPED FROM EXISTING EVIDENCE-BASED LITERATURE
FOR ADOLESCENTS WITH CHRONIC PHYSICAL ILLNESS

* HAS BOTH A CLINICIAN'S GUIDE AND A TEEN AND FAMILY
HANDBOOK

e CLINICIAN'S GUIDE DESCRIBES THE PHILOSOPHY ,
PRAGMATICS AND ART OF WORKING WITH VARIOUS
POPULATIONS, AS WELL AS THE TOOLS NEEDED TO
PROVIDE A COLLABORATIVE INTERDISCIPLINARY TREATMENT
TEAM

* BASED IN PART UPON THE TRANSACTIONAL STRESS AND
COPING MODEL, THE FUNCTIONAL DISABILITY MODEL FOR
PEDIATRIC CHRONIC ILLNESS AS WELL AS ELEMENTS OF
BEHAVIORAL FAMILY SYSTEMS THERAPY




ELEMENTS OF CHIRP TREATMENT
APPROACH-KEY FOUNDATIONS

DEVELOPING A CHRONIC-TREATABLE ILLNESS PERSPECTIVE (YOUR HEALTH
CONDITION CAN BE MANAGED, BUT IT MAY NOT BE CURED)

EMBRACING A COPING APPROACH
MOVING FROM A STATE OF FUNCTIONAL DISABILITY TO FUNCTIONING.
RESUMING INCREASED APPROXIMATIONS TO “NORMALCY"

ADOPTING AN ORGANIZED PROGRAM OF GRADUATED EXERCISE AND
ACTIVITY

FAMILY-BASED COGNITIVE BEHAVIORAL INTERVENTIONS
COORDINATED MEDICAL MANAGEMENT OF ILLNESS AND SYMPTOMS
IMPROVED SLEEP BEHAVIOR

INTERDISCIPLINARY COLLABORATION, COORDINATION, AND
COMMUNICATIONS

EMPLOYING A DEVELOPMENTAL PERSPECTIVE



1. STRESS IDENTIFICATION AND MANAGEMENT

2. PROBLEM SOLVING SKILLS

3. RELAXATION SKILLS

4. THOUGHT CHALLENGING AND THOUGHT
CHANGING SKILLS

C H | R P * 5. TIME MANAGEMENT AND PRIORITIZATION

SESS'ONS * 6. INCREASING TEEN INDEPENDENCE

" o /. ASSERTIVENESS AND RELATIONSHIPS

‘ E % * 8. FAMILY ROLES, COMMUNICATION AND
! _.n..ﬁ- -
R}

E SUPPORT
9. KEYS TO MAINTAINING PROGRESS

* 10. SKILL REINFORCEMENT AND RELAPSE
PREVENTION
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CENTERED
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CASE EXAMPLES-THE
GOTEBO KID

= “THE NEWLY DIAGNOSED KID FROM GOTEBO, OK.
MIGUEL IS A 7-YEAR-OLD MALE FROM RURAL
OKLAHOMA. FOLLOWING MULTIPLE WORKUPS AT THE
REGIONAL MEDICAL CENTER, REFERRED TO
CHILDRENS OF OK AND DIAGNOSED WITH ALL.

= MOTHER IS CURRENTLY NOT WORKING, BUT PREVIOUSLY WAS IN
HOME HEALTH. DAD IS A LONG- DISTANCE TRUCK DRIVER FOR A
MEAT PACKING PLANT. LONG HOURS ON THE ROAD. TWO
OTHER YOUNGER SIBS, ONE WITH SEVERE ASTHMA.



CASE EXAMPLES-THE
GOTEBO KID

» MIGUEL IS EXPERIENCING SIGNIFICANT
ANXIETY AND FEAR DURING THE INITIAL
DAYS IN THE HOSPITAL. CLINGS TO
MOM ALMOST CONSTANTLY.

= DAD IS PRESENT FOR THE FIRST FOUR
DAYS AND THEN HAS TO RETURN TO
WORK FOR A WEEK ON THE ROAD. THIS
WILL BE THE PATTERN FOR HIM.

®» YOUNGER SIBS ARE STAYING WITH
MOM'S SISTER, WHO LIVES 2 BLOCKS
AWAY FROM THEIR HOUSE.

=» MOM IS LOOKING VERY
OVERWHELMED.



“The Case of the Gotebo Kid

What are their respective rolese
Boundaries and alignmenis?

What is the function of his behaviore

CASE
EXAMPLES

What are their assetse

What are the riskse

Who are the “players” in the system,
and how many systems do you involvee

Which Treatment Approache(s) do you
adopte



CASE
EXAMPLES-THE
GOTEBO KID

“What are their respective roles¢ Boundaries and
alignmentse Family appears to have good boundaries,
sfrong communication, clear role relationships

What is the function of the behaviore Miguel has always
been a somewhat shy, anxious child. Temperament
plays a role. Overwhelmed by the newness of the
situation. Concern that mother may reinforce this
behavior over time

What are their assetfs and and strengthse Cohesive
family, no significant history of serious mental health
issues or dysfunction. Some (but not a lot) of
social/community support currently.

What are the risks for the family? Underinsured, lots of
bills coming in, Dad has to work leaving mom to
assume the majority of caregiving roles, distance
from OKC, Roles will be shifting

Who are the “players” in the system, and how many
systems do you involvee Miguel, Mom and Dad,
siblings, entire hospital team, mom’s sister, the
community in Gotebo

Which Treatment Approach(s) do you adopt and
integratee



CASE
EXAMPLES-THE
GOTEBO KID

Treatment Approaches-Following
Psychosocial Risk Assessment using the
ERARRR

Mom-1) supportive psychotherapy. 2) parenting
strategies, including how to help manage Miguels’s
anxiety, 3) uncertainty management, 4) problem
solving therapy.

Miguel: 1) Coordinated efforts with Ped Psych
And Child Life for anxiety management, self-soothing/
Relaxation training and 2) reward program

Dad:1) supportive therapy via phone contact, 2)
uncertainty management, 3) problem-solving
therapy

Sibs: 1) discussions with Mom and Dad assessing
sibling adjustment, 2) how to talk with them about
cancer, 3) assessing support systems in their home
community, including support for sib with asthma

School: 1) established communication between our Center and
school system to begin discussion of transition back to schooal, 2)
provided them with resources on how to discuss with fellow
students/teachers about Bradley's diagnosis and how to support
hm.



CASE
EXAMPLES-THE
GOTEBO KID

Treatment Approaches

Community: 1) Discussed with mom various forms of
community support and their availability/acceptability
(e.q., church), 2) assessed local resources for short term
counseling should they need it.

Hospital System: 1) Obviously, social service to help
with major concerns about finances, lodging, travel
costs, costs of daily living both in OKC and Gotebo

Cultural Considerations: 1) Understanding the culture
of rurality in Northwestern Oklahoma, and more importantly
that of the Mexican immigrants that came to OK to work in the

meatpacking plants 25 years ago




CASE
EXAMPLES-THE
GOTEBO KID
OUTCOMES

Mom-1) responded to supportive psychotherapy and was
very open to parenting strategies, as it gave her a sense of
control and mastery. Began to acquire uncertainty
management skills. Problem solved how to manage
accessing medical services in a rural area and
communicate with her feam.

Miguel: T)Acquired a number of age-appropriate anxiety
management skills, anxiety became much more
manageable. 2)responded sell to reward system

Dad: 1) responded well to tele-health and began to

Re-define the ways in which he could help his wife and
Miguel above and beyond being the “breadwinner”.

Sibs: 1) New support was garnered from the community in
watching the sibs when mom and dad could not be
present. 2) gained understanding of their brothers’
treatment course in language they could understand

School: 1)availed themselves of psychoeducational
programs and began to implement them with
Miguel’s fellow students as well as other staff.



CASE EXAMPLES

» “THE CASE OF THE BAD A™ NONCOMPLIER

= |. LONNIE IS A 17-YEAR-OLD MALE. SHOT TWO YEARS AGO DURING
AN ARMED ROBBERY WITH SUBSEQUENT PARAPLEGIA. HE IS ESTRANGED
FROM HIS PARENTS CURRENTLY AND COUCH SURFS WITH FRIENDS IN THE
YEARS SINCE HE LEFT INPATIENT REHAB

®» | ONGSTANDING HISTORY OF NONCOMPLIANCE WITH WHEELCHAIR
EXERCISES, AND “WELL KNOWN" TO THE STAFF OF THE REHAB CENTER.

™ SUBSEQUENT DECUBITUS ULCERS WHICH HAVE BEEN SURGICALLY
REPAIRED

= CURRENTLY RE-ADMITTED TO REHAB CENTER FOR INFECTION

® SURGEONS DO NOT WANT TO DO SURGERY AGAIN. DISCUSSION OF
DISCHARGE FROM THE SYSTEM

® CONSULT REQUEST FROM PHYSICIAN-IS THERE ANYTHING LEFT TO TRY 2



CASE
EXAMPLES

“The Case of the Bad A** Noncomplier

What are their respective rolese
Boundaries and alignmentse

What is the function of his behaviore

What are their assets?e

What are the risks?e

Who are the “players” in the system, and
how many systems do you involve?

Which Treatment Approache(s) do you
adopte



CASE EXAMPLES

» “THE CASE OF THE BAD ASS NONCOMPLIER.

™ RESPECTIVE ROLES? BOUNDARIES AND ALIGNMENTS? SCHISM IS CLEARLY
EMERGING WITHIN THE TEAM AND ALLIANCES DEVELOPED. RUPTURED RELATIONSHIP
WITH PARENTS

=» WHAT IS THE FUNCTION OF HIS BEHAVIOR? DEPRESSION AND ANGER2 SUBSTANCE
ABUSES AND WHAT IS GOING ON WITH THE TEAM?2 AREN'T THEY THE CAREGIVERS?

= WHAT ARE HiS ASSETS? HIGH LEVEL OF CONTEXTUAL INTELLIGENCE, STREET SMART,
AND TOUGH. HE IS A BAD ASS.

= WHAT ARE HiS RISKS? L ACK OF SOCIAL AND FAMILY SUPPORT, LACK OF LIFE GOALS

= WHO ARE THE PLAYERS IN THE SYSTEM, AND HOW MANY SYSTEMS DO YOU
INVOLVES ALL MEMBERS OF THE TREATMENT TEAM, VOCATIONAL REHABILITATION.
AND WHAT ABOUT HIS PARENTS?

=» TREATMENT APPROACHES? MST + CHIRP + TRADITIONAL PSYCHOTHERAPY




“The Case of the Bad A* Noncomplier.

CASE

Goal number 1 is to bring the team together with
a common goal-keep him in rehab, buy fime to
build support systems in the community and voc
rehab. Set up a team meeting

EXAMPLES-
BAD A™*

Lonnie: Individual therapy. Motivational
interviewing. Paradoxical intent. Behavioral
intervention.

Family/Parents: Reach out to parents to try to
repair damage in their relationship

Team Intervention-Keeping the entire team on
board with providing support and
encouragement



CASE
EXAMPLES-THE
BAD A*™*
OUTCOMES

Lonnie: 1) responded to behavioral intervention, in part
because he wanted to show the team he was smarter and
more capable than them. Began to open up about
depression and became more receptive to outpatient
therapy and SCI support groups

Team: 1)Began to see Lonnie as more capable and less

Self-destructive over time, Surgeons scheduled surgery for repair
of his decubitus ulcers

Parents: 1) Slowly became more interested in
repairing relationships with their son. Began to tell
their story of believing they had “failed” their son.

Their “anger” turned to grief after multiple

counseling sessions, and they were then willing to
meet with him.

Cultural considerations: Working class. Individuals
are defined by their physical status and work
ethic. He was defined as “damaged goods”.
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