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OBJECTIVES: THE LEARNER WILL--

1. Describe disparities in access to early intervention for 
children in the U.S.

2. Explain how test choice and standards for delay, as 
determined by state early intervention agency 
standards, affect access to intervention.

3. Define the characteristics of poverty as a health-related 
diagnosis.

4. Develop strategies for personal and collective action 
that may facilitate earlier access to services for families 
of children with special health care needs.
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First, Some History and Perspective
• The Past: History of early intervention (EI)

• The Present:

• Outcomes of very low birth weight

• How “early” is early identification?

• Disparities in access to services

• Barriers to referral and access to services

• The Future: Solutions to problems of access



The Past History:
Public Support for Early Intervention

• In 1975 Congress passed Public Law 94-142, the 
Education of All Handicapped Children Act

• Reauthorization in 1986 added Part H to establish a 
program of EI for infants and toddlers

• With 1997 reauthorization, called Part C of IDEA



The Past History:
Public Support for Early Intervention

• In 2004, Congress recognized the importance of the 
brain development that occurs in the first 3 years and 
the need to extend reach better to under-served 
populations

• Currently all states participate but the program is 
NOT free for families and is underfunded at both 
state and federal levels



The Present: Mortality and
Morbidity Following Preterm Birth

• Although survival rates around the world vary 
with resources, mortality in this group in the 
U.S. is now only about 10%. Nevertheless 
surviving infants have high rates of disability, 
around 40%, which have not decreased 
significantly

• Rogers & Hintz Sem Perinatol 2016



The Present: Mortality and
Morbidity Following Preterm Birth

• Although the overwhelming emphasis on early 
identification of disability is on cerebral palsy 
(CP), it is less prevalent than other disabling 
conditions in the most at-risk group of infants 
born extremely preterm, i.e., at less than 28 
weeks gestational age (GA)

• Rogers & Hintz Sem Perinatol 2016



The Present: Mortality and
Morbidity Following Preterm Birth

• Overall rates of CP are

• 0.11 percent in children born at term

• 0.7 percent in children born at 32-36 weeks 
gestation

• 6.2 percent in children born at 28-31 weeks 
gestation

• 14.6 percent in children born at 22-27 weeks 
gestation

• Spittle et al Clin Perinatol 2018



Associations with Neurodevelopmental 
Outcomes

• Neurodevelopmental outcomes are associated with 

• Perinatal variables such as GA at birth, clinical 
stability, medical comorbidities, and acquired 
brain injury (encephalopathy of prematurity), 
and

• Postnatal complications such as prolonged need 
for tube feeding or oxygen as well as genetics,  
family SES, and access to developmentally  
supportive therapeutic interventions

• Rogers & Hintz Sem Perinatol 2016



TEST OF INFANT 
MOTOR 
PERFORMANCE 
SCORES BY RISK 
GROUP AND AGE

Campbell & Hedeker J Peds
2001



Which Are the Highest Incidence Disabilities 
Following Extremely Preterm Birth?

• Cognitive and behavioral disability

• Developmental quotients average 5-17 points below 
peers; more than half have diagnosed moderate to severe 
disability

• Autism spectrum disorder in 25%

• 4 times the risk of attention deficit/hyperactivity disorder

• Emotional disorders in 9%

• Note that many of these conditions are not identifiable in 
early infancy

• Rogers & Hintz Sem Perinatol 2016



Which Are the Highest Incidence Disabilities 
Following Extremely Preterm Birth?

• Sensorimotor disability

• Cerebral palsy (CP) in 15%

• Developmental coordination disorder rate much higher 
than the 5-6% incidence in the general population

• Hearing impairment in 4%

• Visual impairment in 2%

• Sensory processing dysfunction in 40%

• Note that most of these conditions can be identified in early 
infancy

• Rogers & Hintz Sem Perinatol 2016



TAKE-HOME POINT: ASSESSMENT 
STRATEGIES MUST BE TARGETED

• Infants born preterm are at risk for a variety of 
motor, cognitive, and behavioral disabilities.

• Assessment strategies should be tailored to 
the types of outcomes expected and the 
timeline within which each can be identified. 

• Follow-up with age corrected for prematurity 
for prolonged periods of time is necessary.

• More emphasis in research should be placed on 
defining and measuring functional abilities of 
significance to families rather than reporting 
only dichotomous outcomes like impaired/not 
impaired.



The Present:
How “Early” is Early Identification?

• Identification of CP tends to be very late, averaging 29 months 
for primary care providers 

• Hubermann et al J Child Neurol 2016

• Referral for rehab occurs even later and reports indicate that 
about half of children with CP receive no intervention in the first 
year of life

• Campbell et al J Ped Rehab Med 2011



International Guidelines for Diagnosis of 
Cerebral Palsy

• New guidelines developed by an international team 
suggest that a combination of imaging studies and use 
of the General Movements Assessment (GMA) and the 
Hammersmith Infant Neurologic Examination (HINE) to 
predict risk for neurologic impairment can lower the 
age at which CP can be identified to under 6 months

• Novak et al JAMA Pediatr 2017, Hadders-Algra Dev Med Child 
Neurol 2018, Spittle et al Clin Perinatol 2018



How Is That Working for Ya?

• A recent study implementing the international 
guidelines for early diagnosis of CP at Nationwide 
Children’s Hospital in Ohio lowered the average age 
for diagnosis from 18 months to 13 months

• Byrne et al Pediatr Neurol 2017

• Early? Really?



Evidence-based Interventions Should Be 
Provided But Are They?

• Despite evidence of specific therapy effectiveness, only 15 states have 
passed laws requiring early intensive intervention for children with 
autism

• Smith & Iadarola J Clin Child Adolesc Psychol 2015

• According to Utah Baby Watch EI report, Utah has one of the highest 
rates of autism and lowest rates of early detection 

• http://le.utah.gov/interim/2016/pdf/00001390.pdf



Federally-Mandated Child Find

• How well does federally-mandated “child find” work 
across the US?

• Across the states, 2.67% of children are receiving 
birth to three services while the overall rate of 
special health care needs in infants and toddlers is 
about 13-20% of the population in the U.S.



Federally-Mandated Child Find

• How well does federally-mandated “child find” work across the US?

• In general, fewer than 20% of children are screened

• Easter Seals, Our Nation’s Children at Risk, 2013

• Average age of service onset is not required in annual reports by 
the states, but at one point Wisconsin reported it to be 18 months 
of age

• More children on public insurance in EI might be because 
Medicaid requires early and periodic screening

• Atkins et al Matern Child Health J 2017



Study in Oregon of Part C Enrollment
• Investigated enrollment in Part C services of infants born with 

low birth weight (LBW)

• 71.5% of LBW infants were not enrolled by their first visit to 
a high-risk infant follow-up clinic

• 42.1% would qualify based on an early medical 
condition identified in Oregon as associated with a high 
probability for developmental delay

• Those already identified as having a developmental delay 
and as having public insurance were more likely to be 
enrolled

• Atkins et al Matern Child Health J 2017



Study in Wisconsin of Part C Enrollment

• Investigated enrollment in Part C services of infants with very 
low birth weight (VLBW)

• Among infants with VLBW who had developmental delay, 
those with Medicaid were more likely to be enrolled in EI 
services at 2 years of age while those living in socially 
disadvantaged neighborhoods were less likely to be 
receiving services

• 14% of parents with children in EI want more PT, OT, and 
speech therapy

• McManus et al BMC Pediatr 2013



Study in Colorado of Therapy Use

• Study of 20,959 children in Colorado with either an EI-qualifying 
diagnosis or developmental delay who were under 3 years of age 
and Medicaid eligible between 2006 and 2008

• 29% Hispanic; 83% urban; 52% with no co-morbidities 
(measure of severity)

• 71% had a qualifying developmental diagnosis, such as CP, Down 
syndrome, autism

• 14% of the total sample received PT/OT

• McManus et al Pediatr Phys Ther 2017



Study in Colorado of Therapy Use
• Children with more co-morbidities were more likely to receive PT/OT than 

children with no co-morbidities

• Children with identified developmental delay (DD) were 12 times more likely 
to receive any PT/OT than children with a developmental diagnosis

• Highest PT/OT annual spending per child ($341.58) was for children with a  
DD and at least 2 co-morbidities; therapy tended to be more costly clinic-
based rather than home-based

• Lowest PT/OT annual spending per child ($117.11) was for children with a 
developmental diagnosis but no co-morbidities

• Large differences were found in therapy dosage: 80 minutes per week on 
average for children with DD versus 15 minutes weekly for children with 
disabilities

• Authors conclude that there are barriers to access to therapy for children 
with developmental disabilities



Why Where You Live Matters

• States are allowed to set their own criteria for eligibility

• Amount of delay required and how it is diagnosed 
varies

• 50% delay in Alaska, Arizona, California, Montana, 
Nevada, North Dakota, Oklahoma

• 30% delay in Idaho, Illinois, North Carolina

• 25% delay in Colorado, Iowa, New Mexico, Texas, 
Virginia, Washington, Wisconsin

• 20% delay in 2 areas or at risk in Michigan

•Magnusson & McManus PT J Policy Admin 
Leadership 2017



Why Where You Live Matters

• States are allowed to set their own criteria for eligibility

• Some states require use of only approved standardized 
tests and a stated threshold for scores, often -1.5 or -2.0 
standard deviations (SD) below the mean

•Arbitrary thresholds are problematic for users of tests 
like the Test of Infant Motor Performance (TIMP) 
where delay is established through research being 
below -.5 SD and for users of the Bayley III which 
should also use a higher cutoff

•Campbell TIMP User’s Manual 2012, Rogers & Hintz 
Sem Perinatol 2016



Why Where You Live Matters

• States are allowed to set their own criteria for eligibility

• Whether children at-risk (based on presence of defined 
medical conditions) are serviced regardless of 
developmental performance varies

• YES in American Samoa, Guam, Illinois, 
Massachusetts, and New Mexico; many also accept 
those with a confirmed diagnosis typically associated 
with developmental delay

• NO in all other states and within the Department of 
Defense (data from 2015)

• www.nectac.org/~pdfs/topics/earlyid/partc_elig_table.pdf



How is Your State Doing?

• Only 6 states serve more than 4% of their children 
through Part C of IDEA

• Massachusetts

• New Hampshire

• New Mexico

• New York

• Rhode Island

• Wyoming

• Note: none in the south or midwest



How is Your State Doing?

• Eight locales serve fewer than 2% of their children through 
Part C of IDEA

• Alabama

• Arkansas

• District of Columbia

• Georgia

• Mississippi

• Missouri

• Montana

• Tennessee                 Note: most are in the south



Funding Differentials for EI

• Although a federally-mandated program, EI has never been 
fully funded and states decide how much to add to fund 
Part C programs

• Some examples:

• Montana adds $2.7 million to $2.17 million from feds

• Colorado adds $15 million to $7 million from feds

• Massachusetts adds $28 million to $7.5 million from feds

• Illinois adds $160 million to $17.4 million from feds

• Easter Seals, Our Nation’s Children at Risk, 2013



TAKE-HOME POINT: EARLY IDENTIFICATION 
AND INTERVENTION ARE NOT HAPPENING

• At present, early identification and intervention in the U.S. 
are neither early nor equally distributed despite annual 
federal expenditures of about $440 million.

• Many children are not even getting screened

• http://www.easterseals.com/mtffc/

• Where you live with a child with a disability matters in 
determining access to care



Assigned Reading: Know Your State

• Magnusson and McManus PT J Policy Admin Leadership 2017

• Find out how your state compares to others in

• Restrictiveness of requirements for EI eligibility

• The percent of caregiver-reported unmet needs in 
relation to eligibility restrictiveness

• “Kids Count” child well being rankings by Annie E. Casey 
Foundation

• Spending on community services for persons with 
intellectual and developmental disabilities: $2.19 per 
$1000 of statewide personal income (42nd) versus New 
York at $9.51 and Nevada at $1.45



Winners: States with Broad Eligibility Requirements 
and Small Unmet Need

Colorado Michigan



But How About Early Identification?
• Easter Seals reported that there were 219,457 kids in Colorado 

aged 0-3 in 2013

• On average, fewer than 20% of children or about 43,891 were 
screened

• 28,529 kids under age 3 are at risk of developmental delays or 
disabilities that will set them back when they start school, yet 
only 5,394 were receiving services under Part C of IDEA in 2013

• Easter Seals, Our Nation’s Children at Risk, 2013



Losers: States with Narrow Eligibility Requirements 
and Huge Unmet Need

Kentucky Maine



Further Disparities in Access to Care

• Studies using large population-based data sets 
demonstrate inequality in access to services for 
children with special care needs

• Hit especially hard by lack of access to services 
are children living in poverty, with poor insurance 
coverage, in rural areas, and of minority 
race/ethnicity



Further Disparities in Access to Care

• 2004 authorization of Part C recognized the need “to 
enhance the capacity … to … meet the needs of all 
children, particularly minority, low-income, inner 
city, and rural children…”



Who Is Most Likely to Receive EI?
• National survey of 965 infants and toddlers with parent-

reported developmental difficulties found 4 general 
groups:

• Developmental disability

• Mild developmental delay (MDD)

• Socially at risk with behavioral problems

• Socially at risk with functional vision difficulties

• Children with MDD were more likely than others to 
be receiving therapy



Who Is Most Likely to Receive EI?

• African-American children were more likely to be in 
socially at risk groups and thus receive less therapy

• McManus, Carle, Rapport, Child: Care Health Dev 
2012



Children with Developmental Disabilities 
and Multiple Health Conditions

• Survey of caregiver reports on 40,242 children

• Children with developmental disabilities and multiple co-
morbidities had lowest odds of access to a medical home, 
community services, and adequate insurance for their needs

• Those with developmental disabilities had lowest odds of 
healthcare transition services

• Cheak-Zamora & Thullen Matern Child Health J 2017



Disadvantage Is Related to SEVERITY of Disability

• In children with CP in Australia, decreasing neighborhood SES, 
adolescent motherhood, and minority ethnicity are associated 
with greater likelihood for a child to be non-ambulant, with at 
least moderate intellectual disability, and presence of severe 
comorbidities such as epilepsy, sensory impairments and/or no 
verbal communication

• Woolfenden et al Dev Med Child Neurol 2018



Nerve Reconstruction Surgery for Brachial 
Plexus Injury

• Neonatal BPI has a rate of non-spontaneous 
recovery in 4-34 % of infants

• Early reconstructive surgery (before 6 months) is 
recommended but occurs in only 3.3 percent of 
cases, reflecting probable underutilization

• Especially late when cared for in a children’s 
specialty hospital because these are typically referral 
hospitals



Nerve Reconstruction Surgery for Brachial 
Plexus Injury

• Rates varied by insurance status

• 3.8% for privately insured, 2.9% for Medicaid, 0.7% for self 
pay/uninsured

• Consistent with other research showing that children covered by 
public aid or uninsured have decreased access to specialty care 
and worse outcomes as a result of delayed care

• Squitieri et al Plast Reconstr Surg 2011



Insurance Status in Flux

• Passage of CHIP act in 1997 reduced rate of uninsured 
children from 23% to 14% but coverage in individual states 
varies from 4.1% to 21.2%, another disparity affecting 
access to health care

• Walker J Pediatr Rehab Med 2010

• CHIP was recently reauthorized only after some states had 
begun warning families that they would lose their 
insurance soon; used as an unfortunate political chip in the 
federal budget process



Children with Special Health Needs

• Children under 18 represent 26% of the U.S. population 
but account for only 10% of health care expenditures

• But the 14% of children with special health care needs 
account for 42% of medical expenditures

• One-third of children with special needs are 
underinsured and this is most likely to be the case for 
children with private insurance



Disparities in Health: Hispanic Children 
with Spina Bifida

• Hispanics have higher urinary incontinence rates, higher 
percentage of bladder accidents, and lower satisfaction with 
bladder management than other race/ethnic groups

• Trend toward lower bowel continence as well

• Chowanadisai et al J Pediatr Rehabil Med 2013



Disparities in Service
Delivery: Asian Children

• Parents of Asian children with special health care 
needs were significantly less likely than white 
parents to report satisfaction with information 
available from health care providers, to feel like a 
partner in their child’s care, and that providers were 
sensitive to the family’s values and customs

• Son et al Health Soc Work 2017



The List Goes On and On of Disparities 
Related to Race/SES

• Obesity

• Dental caries

• Social function

• Exposure to second-hand

smoke

• Poor outcomes of asthma,

including mortality

• Poor outcomes of JRA



The List Goes On and On of Disparities 
Related to Race/SES

• Family structure, especially access to care

in single parent family

• Exposure to environmental toxins

• Access to outpatient mental health and

other services after TBI

www.cdc.gov/traumaticbraininjury/pdf/reportstocongress/m
anagementoftbiinchildren/TBI-ReporttoCongress-508.pdf

• Bicycle helmet use in children involved

in crashes with TBI (5% using helmets!)

Williams et al J Surg Res 2018



TAKE-HOME POINT: THE SYSTEM IS RIFE 
WITH DISPARITIES IN ACCESS

• Disparities exist in rates of preterm birth and subsequent access 
to therapy and other EI and rehab services

• SES, insurance, health policy, and agency-level factors are 
important determinants

• How these differences affect outcomes at individual, community 
and societal levels needs further exploration



Increasing Inequality

• Since 1985 the lower 60% of U.S. households have 
lost $4 trillion, most of which has ascended to the 
top 5 percent

• www.census.gov/hhes/www/income/data/historical/house
hold

• Gini ratio for inequality of the U.S. is among the 
highest in the world at .378 (0=equality)

• Mexico .476

• U.S.A. .378

• Germany .295

• Norway .250

http://www.census.gov/hhes/www/income/data/historical/household


Increasing Inequality

• The wealth gap has hit families with children especially 
hard

• Only the wealthiest families (top 10%) with children 
experienced no decline from 1989-2013; overall wealth of 
families with children declined by 56%

• About a third of all families in the U.S. with children in 
2013 had no wealth, only debt

• By contrast, all levels of elderly households have seen 
their wealth increase; net increase was 45%

• Gibson-Davis & Percheski, NY Times Opinion, May 20, 
2018







SES and Fundamental Causality

• Socioeconomic status encompasses education, income, and 
occupation

• SES is a fundamental cause of health

• Material resources

• Social resources and relationships

• Cognitive resources, health habits

• The nature of institutional and health practitioner actions

• Freese & Lutfey, 2011





Educational Attainment
• In 2014-15 the 4-year high school graduation rate in the U.S. 

reached 83%

• Only Iowa and New Jersey achieved rates of 91% and 90%, 
respectively

• Graduation rate of Hispanics was 78%, African-Americans 75%, 
Native Americans 72%

• The low was 69% in New Mexico

• https://nces.ed.gov/programs/coe/indicator_coi.asp



Educational Attainment

• By comparison, rates in some other countries are:

• Mexico 45%

• Canada 79%

• Germany 84%

• New Zealand 90%

• UK 92%

• Finland 95%

• Japan 95%



The Biology of Social Class Disparities

• Poverty is difficult to overcome partly because of the 
relationship to negative lifestyle behaviors which are 
socially and intergenerationally transmitted

• Conservatives rely on them to blame poverty on the 
poor

• Liberals ignore these pathologies and focus on 
improving income and education

• Kristof, NY Times opinion, January 7, 2012



AAP Emphasis on Toxic Stress

• Defined as the excessive or prolonged activation of the 
physiologic stress response systems in the absence of the 
buffering protection afforded by stable, responsive 
relationships (allostatic load)

• Toxic stress is linked to subsequent development of 
unhealthy lifestyles, SES inequities, such as school failure 
and financial hardship, and poor health

• American Academy of Pediatrics, Pediatrics 2012; 
http://dx.doi.org/10.1542/peds.2011-2662



Ecobiodevelopmental Framework for 
Health Promotion/Prevention

• Research from diverse fields has revealed the inextricable 
interactions among personal experiences, environmental 
influences, and genetic predispositions that affect health across 
the life span

• The evidence base links childhood toxic stress to poor health, 
including obesity, inactivity, HTN, diabetes, asthma, sleep apnea, 
cardiovascular disease, GERD, depression, and premature birth



Ecobiodevelopmental Framework for 
Health Promotion/Prevention

• New research suggests that the effects of toxic stress can be 
transmitted across the placenta and across generations

• This epigenetic process is mediated through control of gene 
expression, perhaps by way of methylation, a chemical 
modification of DNA that is heritable and can be induced by 
environmental influences

• Thus childhood abuse, trauma, famine and ethnic prejudice can 
have long-term consequences for the functioning of our genes

• Rosenfield and Ziff, Epigenetics: The Evolution Revolution, NY 
Review of Books, June 7, 2018





The Headlines Continue

• Black moms die in childbirth 3 times as often as 
white moms. Except in North Carolina.

• The state is focused on helping low-income moms, 
not on race. 

• https://www.vox.com/health-
care/2017/7/3/15886892/black-white-moms-die-
childbirth-north-carolina-less

• Julia 
Belluz@juliaoftorontojulia.belluz@voxmedia.com
Jul 3, 2017, 12:00pm EDT 

https://www.vox.com/authors/julia-belluz
https://www.twitter.com/juliaoftoronto
mailto:julia.belluz@voxmedia.com


What Does 
All of This 

Mean to the 
Therapy 

Community?

Practice is typically 
between an 

individual client and 
therapist, often 

with vast 
differences in SES

Both must 
demonstrate 

cultural sensitivity

Therapist to client’s 
narrative

Client to 
expectations of the 
healthcare culture



What Does All of This Mean to the Therapy 
Community?

• Client is embedded in a social and community system that 
affects their access to resources, habits, sense of agency and role 
models

• Edwards et al., Phys Ther 2011



Poverty As a Diagnosis

• Michigan project: Transition to Success

• Marcella Wilson defines poverty as a diagnosis because of its 
relationship to overall health and mortality

• Asks people to describe their dream

• Uses Social Determinants screening, case management

• Uses “other people’s money” to assure that people obtain all services to 
which they are entitled, including 311 call where available

• Recommends volunteering, mentoring as means of skill development

• Encourages use of CPT code 99490 for poverty

• Wilson, Diagnosis: Poverty, 2017



Future Moves: More Research

• Individual biological factors

• Individual differences in education, health behaviors related to 
lifestyle factors, and utilization of health resources

• Societal and environmental influences, including neighborhood 
influences, access to care, and discrimination



APTA Revised Research Agenda

• Clinical Research

• 12. Identify contextual factors (eg, personal and 
environmental) that affect prognosis

• Health Services Research

• 9. Determine disparities in the access to and provision of 
physical therapy and their impact on outcomes.

• 10. Examine the interaction among access, culture, and health 
literacy on physical therapy outcomes

• http://dx.doi.org/10.2522/ptj.20100248



Addressing Disparities

• APTA’s attention to disparities and other societal 
issues is very appropriate and we all need

• Recruitment to the health professions of 
individuals from disadvantaged backgrounds

• Direct access of clients to services of therapists

• More rehabilitation professionals prepared to do 
population-based health research (with Colorado 
showing the way!)



Future Moves: Individual Commitment

• Know your state and your local community

• Pro bono services

• Include prevention in care plans (e.g., bicycle 
helmets, second hand smoke)

• Understand the “illusion of validity” (e.g., client 
compliance)

• Gajdosik & Campbell Phys OccupTher in Pediatrics 
1991; Medina-Mirapeix et al Eur J Phys Rehab Med 
2017



Understanding and Improving Compliance
with Home Exercise Programs

• In a study of 219 parents of children attending early intervention 
programs, only 39% reported adherence to both requested 
frequency and duration of home exercise programs

• 61% reported adherence to frequency prescribed

• 26% were non-adherent to BOTH frequency and duration 
prescribed

• Sociodemographic characteristics of caregivers were NOT 
associated with compliance



Parent Factors that Improve Compliance

• Compliance with requested frequency improves when parents 
have

• A low perception of any potential barriers, such as time, 
stress, or fatigue

• High knowledge and ability about their role and the 
requirements of the home exercise program

• High levels of social support from a partner (increased 
frequency 3x)

• A child unable to walk



Therapist Factors that Improve Compliance

• NOT written instructions or demonstrating with the child

• Compliance with requested frequency improves when therapists

• Check skills and ask about home adherence

• Justify the usefulness of exercises

• Provide advice about how to incorporate the home exercise 
program into the daily routine

• Provide information about progress

• No particular strategy was associated with improved duration per 
session, possibly because child factors like tolerance might 
influence duration more than parent or therapist factors



Future Moves: 
Individual 

Commitment
• Target care to educational 

levels, information 
preferences, and access

• 74% of college-educated 
use Internet for health 
information research vs. 
14% of those with less 
than a high school 
education

• http://www.cdc.gov/nc
hs/data/databriefs/db6
6.htm



Future Moves: Individual Commitment

• Travel and read widely to learn about disparities in 
access to care and about other ways to do things!

• Know what your professional organization (state and 
national) is doing to address the problems

• Know health-care and other laws and disparities they 
help to create or maintain (e.g., state EI eligibility 
requirements and how they affect access to care)



Freburger et al, Phys Ther, 2012



Future Moves: Individual Commitment

• Commit to working actively to expand the range of 
practice (e.g., direct access)

• Commit to lobbying for increased state and federal 
funding for services and insurance for children



Future Moves: Education

• Cultural sensitivity training using cases on disparities, e.g., 

• Medscape Ed at http://www.medscape.com/index/section_3265_0

• Evaluating personal preferences, need for information, and health 
literacy

• Dusing et al Pediatr Phys Ther 2008

• Uses of technology to extend access

• Educators: service learning projects and student participation in 
pro bono clinics



Future Moves: Clinical Sites

• Assess needs of service area

• Compare outcomes among groups with defined 
characteristics

• Participate in large database development

• Holdsworth et al. Phys Ther 2012, Hack Phys Ther 2018

• Mentor young therapists in practice characteristics related 
to effective outcomes for clients with differing education 
and income levels or from different cultural backgrounds

• Consider benefits of telehealth

• Program evaluation of access/utilization by potential clients 
in service area



Future Moves: Better Testing

• We must use tests designed and validated for early identification 
of developmental impairments

• General Movement Assessment

• Test of Infant Motor Performance (TIMP)

• Screening: HINE, Meade Movement Assessment, Harris Infant 
Neuromotor Test, TIMPSI



Assigned Reading: Meade Movement Checklist

•Meade et al. Ped PT 2009

•Study of community-based screening to 
identify at-risk children

•Combined parent concerns and clinical 
observations using the MMCL for a new 
perspective on screening for young 
infants



Screening Methods That Succeed

• 213 parents of infants 4- to 6-months-old in a Minnesota 
county were mailed brochures inviting them to screening 
clinic

• 55 chose to attend, of which 60% expressed concerns about 
their infant’s development (mostly feeding); 28% were 
referred for further evaluation and 70% had delays

• Of those who didn’t attend, only 18% had concerns

• Authors conclude that offering choice to attend is a good 
way to effectively select infants for further hands-on 
screening



Program Evaluation
• Facility must be intentional about targeting underserved populations

• P. Collins, personal communication, 2011

• Questions:

• How many of the target patients within our system who need 
therapy are referred?

• Of those referred, how many actually come for services?

• For those who come, how many complete the program as planned? 
What outcomes are achieved? What are the barriers to successfully 
completing treatment?

• What are we doing in delivering care to the target population to be 
family-centered and culturally responsive, to improve client 
satisfaction, or to address barriers to care?



2018 McMillan Lecture

• Hack suggests in her 2018 McMillan Lecture that we need to 
exercise more wisdom and courage in our decision making, at 
individual, institutional, and societal levels

• As we perform evaluation research, we should be cognizant of 
the biases inherent in decision making, including follow-up bias 
(what happened to those who don’t return?) and selective 
exposure (who are we not serving from our catchment area?)

• Hack Phys Ther 2018



Components of Health Inequities

Education
Income/

Poverty Level

Neighborhood
Race/

Ethnicity



Developmental Monitoring Process

• Bartlett and colleagues propose a process to improve collaboration of 
therapists and families in providing services to children with CP 
through prospective cohort studies

• Process emphasizes

• Determinants of outcomes

• Knowledge to assist with interpretation of change over time

• Average developmental trajectories and reference percentiles of 
functionally distinct groups using GMFCS

• The meaning of change in scores over time as related to child and 
family goals

• Bartlett et al Phys Ther 2018

• Hack recommends participation in the PT Outcomes Registry



Family-Centered Care Improves Access
• Family-centered care (FCC) is defined as a family-professional

partnership that respects the strengths, cultures, traditions and 
expertise that everyone brings to the relationship

• In a study of 6,478 children with special health care needs, 18% of 
those with reported therapy needs experienced unmet needs 
according to parent report

• Unmet need was 45% higher among black and Hispanic children 
than among white children

• Access to FCC reduced the amount of unmet need for minority 
children

• Magnusson & Mistry Acad Pediatr 2016



The Elements of FCC

• Providers spend enough time

• Providers make parents feel like partners in care

• Providers are sensitive to the family’s values and customs

• Providers listen carefully

• Providers give specific useful information

• Only the first three of these reduced unmet need for minority 
children



A High Level of Maternal Support Enhances 
Cognitive Outcomes of Therapy

• In a study of 128 infants born at 35 weeks or less or weighing 
<2500 gm at birth, receipt of EI was positively associated with 
cognitive function at time points up to 3 years

• When mothers had high degrees of social support, therapy was 
particularly effective in achieving high cognitive outcomes

• McManus et al Acad Pediatr 2012



Elements of Maternal Support
• Emotional

• Informational

• Household

• Child Care

• Financial

• Respite

• From baby’s father, parents and 
in-laws and extended family using 
Maternal Support Scale

• Emphasizes need for clinicians to be 
both therapy providers and to assist in 
assessing family supports and 
coordinating care



A Quote from Hilary Clinton, What Happened?

• “To leave the world a bit better, whether by a healthy 
child, a garden patch, or a redeemed social condition, to 
know even one life breathed easier because you lived. 
This is to have succeeded.”

• Attributed to Ralph Waldo Emerson



WHAT IS YOUR COMMITMENT TODAY?


