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Abstract

Efforts to improve clinical preventive services (CPS) receipt among women with disabilities are 

poorly understood and not widely disseminated. The reported results represent a 2-year, Centers 

for Disease Control and Prevention and Association of Maternal and Child Health Programs 

partnership to develop a central resource for existing tools that are of potential use to maternal and 

child health practitioners who work with women with disabilities. Steps included contacting 

experts in the fields of disability and women’s health, searching the Internet to locate examples of 

existing tools that may facilitate CPS receipt, convening key stakeholders from state and 

community-based programs to determine their potential use of the tools, and developing an online 

Toolbox. Nine examples of existing tools were located. The tools focused on facilitating use of the 

CPS guidelines, monitoring CPS receipt among women with disabilities, improving the 

© Springer Science+Business Media New York (outside the USA) 2014

Correspondence to: Lisa B. Sinclair, lsinclair@cdc.gov.

HHS Public Access
Author manuscript
Matern Child Health J. Author manuscript; available in PMC 2016 June 01.

Published in final edited form as:
Matern Child Health J. 2015 June ; 19(6): 1189–1201. doi:10.1007/s10995-014-1627-4.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



accessibility of communities and local transportation, and training clinicians and women with 

disabilities. Stakeholders affirmed the relevance of these tools to their work and encouraged 

developing a Toolbox. The Toolbox, launched in May 2013, provides information and links to 

existing tools and accepts feedback and proposals for additional tools. This Toolbox offers central 

access to existing tools. Maternal and child health stakeholders and other service providers can 

better locate, adopt and implement existing tools to facilitate CPS receipt among adolescent girls 

with disabilities who are transitioning into adult care as well as women with disabilities of child-

bearing ages and beyond.
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Introduction

The U.S. Department of Health and Human Services, through various offices, works to 

address health disparities through a network of partners including maternal and child health 

programs [1]. At the same time, the maternal and child health field is expanding its focus on 

health disparities to include women with disabilities of childbearing ages [2–4]. According 

to the U.S. Census, women with disabilities represent 23.2 % (28.8 million) of women aged 

15 years or older and 11.2 % (6.5 million) of women who are of childbearing years, aged 

15–44 [5]. Women with disabilities represent an underserved vulnerable population [6] who 

experience significant health disparities such as cardiovascular disease, diabetes, partner 

violence, mental distress, and certain types of cancer [7, 8]. An important pathway to 

reducing health disparities is improving the receipt of clinical preventive services (CPS). 

CPS are defined as health care services delivered in clinical settings to prevent the onset or 

progression of a health condition or illness [9]. Recommendations for CPS are derived from 

the U.S. Preventive Services Task Force (USPSTF) [10] as well as other authoritative 

organizations and professional committees [11–15].

National data highlight disparities in CPS receipt (see “Appendix” section). Compared to 

women without disabilities, a lower percentage of women with disabilities receive routine 

physical examinations, teeth cleanings, hepatitis B vaccinations, cervical and breast cancer 

screenings, and family planning services [16–18]. Unfortunately, some CPS measurements 

are unavailable due to the lack of indicators within national data sources [19] as well as the 

lack of analysis of existing indicators (see “Appendix” section). Findings of health service 

disparities among women with disabilities have prompted research on the complexity of 

programmatic, physical and person-level factors and barriers that influence CPS receipt as 

well as suggested strategies for improvements.

Programmatic barriers, also called access-to-care barriers, relate to health care costs and 

delivery systems. The proportion of women with disabilities who have health insurance and 

a primary care physician as their usual source of care is similar to women without 

disabilities [16–18, 20]. However, having health insurance, a primary care physician as a 

usual source of care, or recently seeing a physician or specialist does not ensure the receipt 
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of recommended CPS [21] especially among women with disabilities [22, 23]. Not 

surprisingly, scheduling CPS appointments is a key determinant of services receipt [24]. To 

help ensure the receipt of recommended CPS, researchers suggest implementing (1) 

educational workshops to enable women with disabilities to manage CPS appointments [25], 

(2) integrated or mobile checklists, and prompts and reminder systems for clinicians [26–

28], (3) consensus practice guidelines within health plans and their provider base to ensure 

coverage [29], and (4) surveillance to monitor CPS receipt, evaluate health system 

performance and health impact, and ensure accountability at various levels [30].

Commonly cited physical barriers in and around health care facilities include the need for 

accessible parking spaces and bathrooms, lighter doors with lever handles, handrails on both 

sides of ramps, signage directing people to accessible entrances, as well as audible and 

visible elevator indicators [31]. Depending on the type of disability, transportation barriers 

can include the lack of a wheelchair lift as well as tactile, audible or large and high-contrast 

transit information. Strategies for “getting there and getting in” utilize community 

engagement, an evolutionary process of creating partnerships and infrastructure to facilitate 

positive community changes [32–34].

Person-level barriers refer to ineffective knowledge, attitudes, and behaviors among patients 

and their clinicians. Women with disabilities may delay or forgo CPS if they do not 

understand service purposes or procedures, have competing demands associated with a 

disability, or have negative attitudes stemming from previous poor interactions with 

clinicians [35–37]. Clinicians may not communicate appropriately, feel comfortable with 

providing services, carefully examine patients, or offer a full range of CPS if they are 

unfamiliar with the needs of women with disabilities [23, 38, 39]. While clinicians affirm 

their need for more disability training and education [40–42], women with disabilities seek 

clinicians who have disability training [43]. To improve interactions between women with 

disabilities and their clinicians, researchers suggest assuring disability-competencies among 

practitioners [23, 44, 45] and empowering women with disabilities to participate in their 

primary care [46].

While researchers suggest practical strategies to address barriers to CPS receipt, there is 

little recognition of existing tools to facilitate those strategies. This manuscript reports the 

results of a 2-year partnership between Centers for Disease Control and Prevention (CDC) 

and Association of Maternal and Child Health Programs (AMCHP) to develop a central 

resource for existing tools that are of potential use to maternal and child health practitioners 

who work with women with disabilities. To our knowledge, this project is the first of its 

kind.

Description

This project involved three steps: (1) locating examples of existing tools that may be used by 

maternal and child health programs to facilitate CPS receipt among women with disabilities, 

(2) hosting a 1-day meeting to present selected tools and solicit input from key stakeholders, 

and (3) building an online Toolbox. A tool was defined as an instrument that is used to carry 
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out a particular function. Information-only resources such as, brochures, fact sheets, 

bibliographies and organizational listings were not considered tools.

To locate examples of existing tools, experts in the field (see Acknowledgments) were 

contacted. In addition, Google™, Google Scholar™, and PubMed™ were searched using the 

following phrases: “clinical preventive service tools,” “preventive health care and 

disabilities,” “disability data,” “community action and disability,” “barrier removal 

checklist,” “medical care disability training,” and “women’s health curriculum and 

disability.” To be included in the Toolbox, tools had to meet the following criteria: readily 

available upon request, designed to facilitate the receipt or provision of CPS, interactive or 

hands-on, user-friendly or require minimal training, and useful to clinicians, communities 

and public health service programs, and educators who interact with practitioners and 

women with disabilities.

Nine examples of existing tools that met the inclusion criteria were located—the Electronic 

Preventive Services Selector [47], Purchaser’s Guide to Clinical Preventive Services [48], 

Making Preventive Health Care Work for You workbook [49], Disability and Health Data 

System (DHDS) [16], Community Action Guide (CAG) [50], Americans with Disabilities 

(ADA) Checklist for Readily Achievable Barrier Removal [51], Project ACTION hotline 

1-800-659-6428 [52], Access to Medical Care video [53], and Women Be Healthy 

curriculum [54]. The identified tools covered a broad range of CPS. The tools also targeted a 

wide-range of intended-users or audiences including providers, employers, health insurers, 

community-based organizations, medical directors, builders, architects, health educators and 

women with disabilities. Two tools specifically targeted women with physical or intellectual 

disabilities. Six of the tools had an evidence-base derived from parallel or similar 

experiences, theory or program logic, or observation as reflected in the non-hierarchical 

classification of evidence proposed by Swinburn et al. [55]. However, two of the tools had a 

published evidence-base—ADA Checklist for Readily Achievable Barrier Removal [56], and 

Women Be Healthy [57]. One study showed that the Purchaser’s Guide to Clinical 

Preventive Services needed further evaluation to determine if the guide has influenced 

negotiations for health benefits contracts [58]. (see Table 1 for additional information on 

these tools).

In spring 2012, CDC and AMCHP hosted a one-day meeting for maternal and child health 

stakeholders to view some of the identified tools and to gather input on developing an online 

Toolbox. Thirty-two participants were invited including the developers of existing tools, 

experts in disability and women’s health, and potential end users of the toolbox such as state 

and local staff representing maternal and child health agencies whose work has the potential 

to include promoting the health of women with disabilities. Five of the tools were presented 

and discussed: Disability and Health Data System (DHDS), Community Action Guide 

(CAG), Project ACTION hotline, Access to Medical Care DVD, and Women Be Healthy 

curriculum.

Many of the stakeholders, who may have had few interactions with women with disabilities 

of childbearing ages, saw these tools for the first time. Stakeholders expressed interest in the 

presented tools as well as incorporating them into maternal and child health state and local 
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public health programs. Stakeholders specifically suggested including in the Toolbox (1) 

tools for an audience of state and local program planners for maternal and child health and 

chronic disease programs, researchers, health educators, clinicians, social workers, and 

women with disabilities, (2) evidence-base information, (3) contact information for each 

tool, (4) a way to accept proposals for additional tools that meet the inclusion criteria, (5) a 

way to collect user feedback and website statistics, and (6) routine updates. They also 

suggested partnering with other women’s health and service-oriented organizations to reach 

a wide audience using various communication channels. These suggestions were 

operationalized.

Assessment

CDC and AMCHP drafted and presented a poster on the Toolbox at the 2013 annual 

AMCHP conference and co-developed the Toolbox within the main AMCHP website using 

Microsoft® Sharepoint®. After Beta-testing it among voluntary participants from the 

stakeholder meeting, AMCHP launched the Toolbox in May 2013 during National Women’s 

Health Week. CDC and AMCHP promoted the launch through newsletters, social media and 

partner agency websites.

The Toolbox, http://www.amchp.org/programsandtopics/womens-health/Focus%20Areas/

WomensHealthDisability/Pages/default.aspx, features four introductory pages—

Introduction, Background, Tool Submission and Inclusion Criteria. In addition, as derived 

from the literature, there are four pages representing strategies for increasing CPS receipt 

among women with disabilities. Those pages are entitled (1) Increase knowledge and use of 

recommended services, (2) Identify service gaps and monitor progress, (3) Create or map 

accessible facilities and transportation in communities, and (4) Empower clinicians and 

women with disabilities to interact effectively. At least one tool is provided for each strategy. 

From May 2013–May 2014, there were 629 page views from all visits.

Conclusion

The Toolbox offers central access to existing public health tools to facilitate CPS receipt 

among women with disabilities for use by maternal and child health programs, clinicians 

(nurses, physicians, physician assistants, and therapists), public health practitioners and 

academics who work with women with disabilities. This approach is consistent with other 

Toolboxes that serve as a medium for translating knowledge into public health practice [59]. 

Guided by the barriers and strategies identified in the literature, the Toolbox framework is 

consistent with established public health frameworks [60–62] and critical components of 

primary care [63]. The Toolbox website may enhance access to, use and evaluation of 

existing tools, which in turn may help strengthen their evidence of functionality.

The tools identified are stand-alone products that might be useful in multi-component 

interventions. The identified tools do not represent an exhaustive search and do not address 

all factors that may influence CPS receipt. The Toolbox provides a link to each tool’s main 

Website. However, it does not provide additional references or instructions such as how to 
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use or tailor tools to different audiences, how women with disabilities might apply the 

guidelines in their health care pursuits, or where to find alternate or condensed tool formats.

Much of the value in building this Toolbox derives from the shared perspectives of disability 

and maternal and child health stakeholders and their roles in improving CPS receipt among 

women with disabilities. Both disability and maternal and child health programs value health 

care services across the lifespan that are inclusive of race, ethnicity, economic and disability 

status. As such, opportunities to use this Toolbox may arise when working with adolescent 

girls with disabilities who are transitioning into adult care, women who are seeking 

reproductive and family planning services, as well as those seeking maternal support 

services. Immediate plans are to encourage use of and feedback on the Toolbox. Future 

plans are to foster the working relationships established at the stakeholder meeting and reach 

out to new partners to collaborate on promoting the development and knowledge of and 

access to tools designed to enhance CPS for women with disabilities of childbearing ages 

and beyond. CDC and AMCHP will continue to monitor use and growth of the Toolbox.
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Table 1

Promising public health tools to facilitate clinical preventive services

Tool name Intended user/audience Description/format Type of evidence-base Implementation information

Increase knowledge, use and coverage of recommended clinical preventive services

1. Electronic 
preventive 
services selector 
(ePSS)

Clinicians (physicians and 
nursing staff)

This tool is a PDA 
mobile-device 
application and a web-
based tool designed to 
help identify 
preventive services 
that are appropriate for 
patients. The ePSS 
helps clinicians search 
the current USPSTF 
recommendations by 
patient characteristics 
including age, sex, and 
selected behavioral 
risk factors

Parallel evidence—
similar public health 
approaches

Available from the Agency for 
Health Care Research and 
Quality at http://
epss.ahrq.gov/PDA/index.jsp

2. A purchaser’s 
guide to clinical 
preventive 
services: moving 
science into 
coverage

Health insurers This tool is a portable, 
electronic, searchable 
compilation of 
recommended clinical 
preventive services 
that insurers, their 
network of providers, 
and beneficiaries can 
refer to when selecting 
or implementing 
coverages for services 
that are highly 
effective

Theory evidence—
rational and diffusion of 
innovation models 
which propose 
increasing knowledge to 
prompt better informed 
decision-making 
behaviors

Available from the National 
Business Group on Health at 
http://
www.businessgrouphealth.org/
benefitstopics/topics/
purchasers/fullguide.pdf

3. Making 
preventive 
health care work 
for you—a 
resource guide 
for people with 
physical 
disabilities

People with disabilities and their 
providers

This tool is a portable 
electronic, searchable 
interactive document 
that contains checklists 
for assessing chronic 
disease risk factors and 
recommended clinical 
preventive services as 
well as a section for 
planning and recording 
services received

Theory evidence—
health belief and 
activated health 
education models which 
propose engaging 
individuals to assess 
their health and plan 
positive actions. (User-
feedback is solicited 
with this tool)

Available from the Center for 
Disability Issues and the Health 
Professions at http://
www.cdihp.org/pdf/
PreventiveHealthCare.pdf

Identify service gaps and monitoring progress

4. Disability and 
health data 
system (DHDS)

State or community health 
professionals, clinicians and the 
general public

This tool is a portable, 
electronic, searchable 
interactive database 
that allows the user to 
select variables of 
interest from the 
Behavioral Risk Factor 
Surveillance System 
(BRFSS). The DHDS 
provides recent state-
level estimates for the 
receipt of eight clinical 
preventive services 
among women with 
disabilities

Parallel evidence—
similar public health 
approaches, i.e., using 
data to inform public 
health actions

Available from the Centers for 
Disease Control and Prevention 
at http://dhds.cdc.gov

Create accessible communities

5. Community 
action guide 
(CAG)

Community-based organizations This tool is a portable, 
electronic, searchable 
interactive document 
that outlines 
interactive steps 
organizations can take 

Theory evidence—
ecological models of 
community engagement 
to create partnerships 
with advocates and 
community 

Available from the Oregon 
Institute on Development and 
Disability at http://
www.ohsu.edu/xd/research/
centers-institutes/institute-on-
development-and-disability/
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Tool name Intended user/audience Description/format Type of evidence-base Implementation information

to assemble 
community members, 
collect data, identify 
barriers, map local 
resources, and develop 
a plan of action and 
solutions at the 
individual, 
environmental and 
organizational levels

representatives to 
promote positive 
community change

public-health-programs/upload/
Community-Action-Guide.pdf

6. ADA 
checklist for 
readily 
achievable 
barrier removal

Administrators and building 
planners, community-based 
organizations

This tool is a portable, 
electronic, searchable, 
interactive document 
that helps identify 
barriers and low-cost 
actions needed to 
remove them

Observational evidence
—This checklist has 
been implemented in the 
field [56]

Available from the Institute for 
Human Centered Design and 
ADA National Network at 
http://
www.adachecklist.org/doc/
fullchecklist/ada-checklist.pdf

7. Project 
ACTION 
national hotline 
1-800-659-6428

Transportation providers. People 
with disabilities may also call

This tool is a live 
interactive telephone 
resource that provides 
technical assistance, 
training information, 
publications, and 
related sources to help 
community 
organizations with 
developing local 
accessible 
transportation. In 
addition, the hotline 
offers people with 
disabilities a printed 
ride-finding resource 
entitled, How to Find a 
Ride, available in 
Braille and audio

Observational evidence 
-This hotline has been 
operational for many 
years and provides 
support across the 
United States

Available from Easter Seals toll 
free at 1-800-659-6428

Empower clinicians and women with disabilities to interact effectively

8. Access to 
medical care

Community health organizations 
and health care centers that offer 
continuing education and 
training to student and 
professional clinicians, advanced 
practice registered nurses 
(APRNs) and other public health 
practitioners

The Access to Medical 
Care, 2-part videos 
series with 
accompanying 
materials, teaches 
student and 
professional clinicians 
key concepts that are 
important to 
understand before 
interacting with people 
with physical and 
developmental 
disabilities related to 
barriers to care, 
accommodations, and 
effective 
communication and 
examination 
techniques

Parallel evidence—
similar public health 
strategies to improve 
knowledge and behavior

Available from the World 
Institute on Disability at http://
wid.org/news/new-training-
video-and-curriculum-for-
medical-providers-access-to-
medical-care-adults-with-
physical-disabilities/?
searchterm=DVD

9. Women be 
healthy

Health educators during 
workshops or trainings with 
women with disabilities

This tool is an 8-week, 
5-module training 
curriculum workbook. 
The curriculum 
enables women with 
intellectual disabilities 
to proactively become 
familiar with medical 
settings and participate 
in their own clinical 
preventive services, 
particularly breast and 

Observational evidence
—Curriculum 
participants gained 
significant 
improvements in health 
knowledge, behaviors, 
beliefs and coping 
strategies [57]

Available from the North 
Carolina Office on Disability 
and Health at http://
projects.fpg.unc.edu/~ncodh/
WomensHealth/week2.cfm
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Tool name Intended user/audience Description/format Type of evidence-base Implementation information

cervical cancer 
screenings
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