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Introduction

Research on the unmet mental health needs of
Health inequities persist across the life course for
adults with intellectual and developmental
disabilities (IDD) as compared with both members
of the general population and others within the
disability community (Hall & Kurth, 2019). This
issue brief outlines five goals for the next decade
to address challenges for adults with IDD at both
the systems and the individual level.

Changing Research to Close Health Gaps
Inclusive research, or research conducted by
teams of people with and without IDD, can help
narrow inequities in health by better integrating
the lived experience of people with IDD into
research topics, methods, analysis, and
recommendations for policy and practice. While
recent research projects have developed
curricula, toolkits, and reports describing best
practices for participatory research with people
with IDD (Kidney & McDonald, 2014; van Heumen
etal., 2024), most research on health and IDD
does not utilize inclusive research methods. We
recommend changing the way we think about,
fund, support, conduct, and share findings from
research. This represents both a bottom-up (i.e.,
advocacy, participatory and inclusive research)
and a top-down approach (e.g., changing funder
requirements, promoting research opportunities
to redress traditional power imbalances between
researchers and communities of focus).
Ultimately, this transformative redesign of
research could lead to more equitable
engagement with the IDD community.

Plain Language Summary

People with intellectual and developmental
disabilities (IDD) often don’t get the same quality
healthcare as everyone else. Researchers want to fix
this problem over the next 10 years with five goals:

Change How Research Is Done

Researchers should work together with people who
have IDD so they will better understand what people
with IDD really need and want.

Keep Up With Big Changes

Researchers need to study how big changes in the
world—Ilike COVID-19 and new technology—affect
people with IDD.

Study Important Topics That Get Ignored

Some health issues that people with IDD have don't
get enough attention and need more research—for
example, sexual health, getting older, and dealing
with poverty.

Make Sure Services Are Actually Helping

We need to check with people with IDD to make sure
that the services provided to them are of good quality
and really help them live the way they want to.

Make Things Fair For Everyone

Some people with IDD who come from groups that
haven’t been treated fairly in the past have a harder
time than others getting good healthcare.

We need to make sure everyone can get health
information they can understand, get help
understanding medical information, and have access
to health professionals who understand how to work
with people with disabilities. For people with IDD to
live healthier lives, they must be part of making things
better.
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Adapting Research for Changing Circumstances
Public health emergencies, geopolitical events,
social-justice movements, and technological
advances are examples of systems-level events or
circumstances that can impact research. For
example, during the COVID-19 pandemic,
researchers changed the ways they gathered data,
the focuses of their research, and how they
communicated their findings. Dynamic systems
can be hard to account for and capture in research;
therefore, we call for the use of research methods
that will help us better understand the impacts of
systems on outcomes for people with IDD (e.g.,
hierarchical linear modeling, inclusive research,
longitudinal research). Further, the experiences of
people with IDD accessing services and supports
can vary significantly based on factors such as age,
socioeconomic status, race and ethnicity, gender,
and sexual orientation. Thus, it is essential for
research to fully examine experiences across the
life course and how systems influence them.

Addressing Overlooked Research Areas

As we seek to evolve systems-level approaches to
research on the health needs of adults with IDD, it
is critical for the field to develop a research agenda
to address critically overlooked areas. While
mental and behavioral health receive significant
attention in research (Robertson et al., 2015), other
areas remain understudied. These include but are
not limited to sexual and reproductive health
(Pérez-Curiel et al., 2023), poverty and its effects,
and age-related risks and concerns (e.g., falls,
dementia). Importantly, the development of priority
areas for research must be driven by people with
IDD.

Measuring and Improving Service and Support
Quality

Another essential step is to move beyond research
on access to services and supports to engage in
enhanced measurement of the quality of those
services and supports. This will require thorough
and individualized assessment of the quality of
person-driven supports and services, including
formal and natural supports, for people with IDD
and their families across the life course. The
availability of consistent, affordable supports and

services remains an issue within the field,
particularly in light of the direct support
professional workforce crisis (Britton Laws et al.,
2024). However, the extent to which services and
supports facilitate community inclusion and self-
determination also warrants significant attention.
Analysis of robust longitudinal data on the
experiences of people with IDD and their families
using supports and services needs to be carried
out to improve person-centered, individualized
models of service delivery.

Promoting Equality and Dignity

Finally, to facilitate equality, belonging, and dignity
across the life course for all people with IDD,
deliberate strategies need to be developed to
center and address the needs and voices of people
with IDD who have been historically marginalized
(Shogren, 2022). Examples of such strategies in
research, practice, and policy include providing
accessible health information, enhancing health
and data literacy skills among people with IDD and
their families and allies, and training a disability-
and culturally competent healthcare workforce.

Conclusion

Across the five goals outlined here, a life-course
perspective is needed to positively intervene in the
lives of people with IDD. This perspective provides
insight into how circumstances, opportunities, and
constraints across the life course impact long-term
health outcomes for adults with IDD. Ensuring
equitable participation in research can yield better
knowledge to support transitions in adulthood and
can improve interventions to promote positive
long-term health outcomes (Krahn & Fox, 2014).
Finally, continued advocacy in a rapidly changing
world is needed to secure disability rights and
justice for people with IDD, their families, and
allies.
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