
                  

            

       
 

 
November 30, 2020 
 
Maternal and Child Health Bureau  
Health Resources and Services Administration 
5600 Fishers Lane 
Rockville, MD 20857 
 
 
To the Maternal and Child Health Bureau, 
 
The Association of University Centers on Disabilities (AUCD) writes to provide input on the 
draft version of A Blueprint for Change: Guiding Principles for Advancing the System of 
Services for Children and Youth with Special Health Care Needs (CYSHCN) and Families 
(Blueprint). AUCD supports and promotes a national network of university-based 
interdisciplinary programs. AUCD's mission is to advance policies and practices that improve 
the health, education, and social and economic well-being of all people with developmental 
and other disabilities, their families, and their communities by supporting our members in 
research, education, health, and service activities that achieve our vision.  
 
We are grateful to the Bureau and its partners for their commitment to pursuing goals and 
framing efforts at the federal, state, and community levels that prioritize health equity, access 
to services and supports, family and child well-being and quality of life, and financing of 
services. We offer responses to ‘questions to consider’ 1, 2, and 3 for your consideration 
below: 
 
1. Are there items that are missing from the draft goals and objectives?  
 
We first urge the Bureau to consider updating the language used to describe CYSHCN to 
‘children and youth with disabilities’1 in order to better reflect and inform the four key areas 
identified in this Blueprint. The definition and use of CYSHCN adopted in 19982, while 
progress from previous, more harmful frames, perpetuates an outdated understanding of 
disability identity and the myriad systems and services that serve this population. The reality is 
that the 13.5 million American children and youth that meet the definition of CYSHCN do not 
exist in a healthcare silo, but rather benefit from a range of eligibility systems: IDEA, Parts B 
and C; Section 504; SSI; civil rights protections such as the ADA; and so on. Efforts to 
operationalize the Blueprint will be most successful when they utilize updated language that 
acknowledges and affirms how the disability experience and identity impacts every area of life 
for children and youth with disabilities and their families3. 
 
Health Equity 
 

 We appreciate the Bureau’s recognition that a working definition of ‘health equity’ is 
necessary to this work and suggest that it be expanded to better reflect the many 
existing definitions in the public health and social justice spheres. We suggest that 
HRSA expound upon its definition to outline more clearly the ethical and human rights 
issues at stake when discussing health disparities and equity, including the 
consequences of long-standing systemic health and social inequities for racial and 
ethnic minority groups4,5. 

 In recognition of the outsized role of systemic racism as a barrier to health equity, we 
recommend that a goal is included that specifically addresses the need for systems 
and providers to engage in anti-racist efforts in order to move toward more equitable 
access to health services for CYSHCN and their families6. 

 We recommend that the Objective concerning public health data systems also include 
a call for supporting public health surveillance and services for adults with disabilities 

1100 Wayne Avenue, Suite 1000  

Silver Spring, MD 20910  

t: 301-588-8252  

www.aucd.org  

 

Tawara Goode, MA 

President 

 

Daniel Armstrong, PhD 

President-Elect 

 

Sachin Pavithran, PhD 

Past-President 

 

Carol Salas Pagan, PsyD 

Secretary/Treasurer 

 

Jeiri Flores 

Council on Leadership and Advocacy 

 

Linda Russo, MAEd 

Council on Leadership and Advocacy 

 

Ronda Jenson, PhD 

Council on Research and Evaluation 

 

Jacy Farkas, MA 

Multicultural Council  

 

Susanna Miller-Raines, MSW 

Community Education and 

Dissemination Council 

 

Eileen McGrath, PhD 

National Training Directors Council 

 

Martin Blair, PhD 

Member at Large 

 
Gail Chodron, PhD 

Member at Large 

 

Colleen McLaughlin, MEd 

Member at Large 

 

Scott Pomeroy, MD, PhD 

Member at Large 

 

Derrick Willis, MPA 

Member at Large 

 

Elizabeth Morgan, EdM 

Emerging Leader Member 

 

John Tschida, MPP 

Executive Director 

 

https://www.aucd.org/template/index.cfm


previously identified as CYSHCN. Such longitudinal data collection and analysis is necessary to 
understanding health equity for CYSHCN and their families across the lifespan. 

 
Family/Child Well-Being and Quality of Life 
 

 In addition to identifying access to “high-quality, cost-effective, community-based programs” as a goal, we 
recommend that the Bureau also identify ‘high-quality educational systems’ as a necessary support for 
psychosocial well-being for children and families. This language reflects that the rights and services 
guaranteed under the Individuals with Disabilities in Education Act (IDEA) Parts B, C, and Section 619, and 
Section 504 of the Rehabilitation Act are not only integral to the physical wellbeing of CYSHCN, but also to 
long-term social-emotional wellbeing and quality of life. 

 We also urge the Bureau to add a goal affirming that CYSHCN and their families have access to 
information, services, and supports regardless of location, language, literacy level, citizenship status, or 
income level7. Addressing these social determinants of health greatly impacts quality of life for all CYSHCN 
and their families. 

 
Financing of Services 

 We suggest the Blueprint include the following goal: “Changes to eligibility, enrollment, and referral 
processes for health care coverage, financial assistance programs, and other social services are identified 
early and addressed to ensure uninterrupted coverage and decrease the burden on CYSHCN and 
families.” Children and youth who have continuous health care coverage are more likely to be in better 
health8. Continuous health care coverage is also critical to protecting families of CYSHCN from financial 
burden and hardship9.  

 
2. What steps need to be taken to implement these goals at the community, state and federal levels?  
 
Achieving the Blueprint goals will require significant changes and expansions to existing systems and structures at 
the community, state, and federal levels. The unfortunate reality is that, due to numerous systemic and financial 
hurdles, implementation of the full Blueprint is unlikely. We urge the Bureau to create and make public a plan for 
how it will ensure sustained systemic and political commitment to improvements, as well as how it will secure a 
budget to support these changes. Additionally, we recommend the Bureau provide training to medical personnel, 
health insurance providers, families, and other stakeholders on the final Blueprint once complete.  
 
3. How should families, providers and other key programs and systems be involved in the implementation 

of the goals and objectives outlined in the Blueprint?  
 
We recommend that the Bureau continue to include families in all design, implementation, and monitoring stages 
through funded roles. This work must be integrated into all efforts and reflect the reality that states focus one-third 
of their block grant budget on this population. Continuous input from families of CYSHCN with an array of 
healthcare needs, backgrounds, and demographics will ensure that any system changes achieve intended 
purposes. Providing financial compensation is necessary to reducing additional stress and burden for participating 
families, as well as reflects the Blueprint vision of “dignity, autonomy, and participation” for CYSHCN and their 
families. 
 
AUCD appreciates this opportunity to provide feedback to the Bureau on the proposed Blueprint. We look forward 
to continuing a productive working relationship in pursuit of creating equitable systems that ensure health, social-
emotional wellbeing, and dignity for all CYSHCN and their families. 
 
Sincerely, 
 
 
 
xxxxxxxxxxx 
 
 
John Tschida 
Executive Director 
Association of University Centers on Disabilities 
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