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Aging in Place (AIP) and Independent Living have historically developed as
two separate principles in gerontology and disability rights, respectively, and
have become leading concepts in their corresponding legal fields: elder law and
disability law. Both concepts emphasize autonomy and community integration,
yet their divergent paths have created gaps in policy, research, and practice. In
fact, they are seldom addressed together, although they are relevant in policy
development and service design for both groups. This Article is the first to
identify these gaps and to propose an integrative conceptual framework — Aging
Independently in Place (“AIIP”)—that bridges the existing gaps by combining
Aging in Place (“AIP”) with Independent Living’s emphasis on autonomy.
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Through a multi-method empirical study conducted from 2020 to 2024,
including qualitative interviews, focus groups, and surveys, this Article
examines the lived experiences of aging persons with disabilities and their family
members. The study identifies four shared concepts at the nexus of AIP and
Independent Living: home, independence, community, and support. Moreover,
it analyzes the complex relationship between AIP and Independent Living,
identifying four categories: similarity, complementarity, contradiction, and
hierarchy. This analysis leads to the proposal of AIIP, a new conceptual
framework designed to address the intersectional challenges and gaps between
AIP and Independent Living. Since this term is not associated with any field, it
can acknowledge both identities—of disability and old age—and encompass the
multidimensional nature of their interaction. Its basic logic enables individuals
to decide where to locate themselves on the spectrum of independence vs. safety
and to choose between “home” and “place.” It also enables the growing group
of aging people with disabilities to enjoy an integrative set of services that
encompasses their varied needs and wishes.

I. Introduction

What happens when two defining concepts of two separate
yet related fields meet? This Article presents our attempt to de-
velop an integrative conceptual framework of two concepts—
Aging in Place (AIP) from the field of gerontology and Independ-
ent Living from the field of disability. Independent Living is one
of the core defining concepts of the disability rights movement,
calling for de-institutionalization and acknowledging every per-
son’s right to live in the community and to fulfill one’s autonomy
and self-definition.! AIP is a leading concept in gerontology, call-
ing for policy to embrace every individual’s right to stay in their
current community and their homes rather than move to segre-
gated retirement homes.?

AIP and Independent Living may initially seem like similar
principles. They both share values, acknowledging the right to
live in one’s home, the right to independence, the importance of
inclusion in the community, and the need for person-centered
support to enable AIP and Independent Living.? Yet a closer ex-
amination reveals tension and even antagonism between the two.
Their different historical development, the different characters of

1. Richard Scotch & Kara Sutton, The Disability Rights Movement, in THE
OXFORD HANDBOOK OF THE SOCIOLOGY OF DISABILITY 790, 798 (2021).

2. Ann Forsyth & Jennifer Molinsky, What Is Aging in Place? Confusions
and Contradictions, 31 HOUS. POL'Y DEBATE 181, 184 (2021).

3. Id. at190.
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the disability and gerontology fields, and the difference between
the main groups they are centered on, lead to a difference in es-
sence. As we will show in Sections II and III, AIP focuses on
“place,” while Independent Living centers on “independence.”*
AIP recognizes older persons’ rights to choose “soft” versions of
segregated out-of-home settings, while Independent Living
fiercely opposes any institutional setting.5 Finally, both principles
are rarely discussed in the same context, creating gaps between
AIP and Independent Living. These include theoretical gaps, i.e.,
the difference in the conceptualization of both terms; systemic
gaps, i.e., separate service systems for persons with disabilities
and older persons; and research gaps, i.e., the rarity of scientific
interaction and collaborations to produce a coherent broader per-
spective on both older persons and persons with disabilities,
even in shared challenges such as support for Independent Liv-
ing.®

The intersection between age and disability is experienced
by persons who have a disability and who are older, as will be
discussed in detail in Section V. In literature, there is a distinction
between two groups in this context. People who are “aging with
disability” are individuals who grow old having experienced a
disability for most of their lives, and people who are “aging into
disability” are individuals who first encounter disability at a rel-
atively advanced age.” In this research, we have chosen to focus
on aging with disabilities as a less-discussed yet very relevant ex-
ample of the intersections between age and disability, and be-
tween Independent Living and AIP. Understanding the relation-
ship between AIP and Independent Living in practice for aging
persons with disabilities is a first step in suggesting an integrative
approach that is relevant to the much broader groups of people
with disabilities of all ages and older persons with and without
disabilities.

4. Id. at191.

5. Id. at193.

6. See generally Scotch & Sutton, supra note 1 (explaining theoretical, sys-
temic, and research gaps for older people and those with disabilities).

7. Caitlin E. Coyle & Jan E. Mutchler, Aging with Disability: Advancement
of a Cross-Disciplinary Research Network, 39 RES. AGING 683, 684 (2017); Lois
M. Verbrugge & Li-shou Yang, Aging with Disability and Disability with Aging,
12 J. DISABILITY POL"Y STUD. 253, 254 (2002).
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To examine our theoretical question—how AIP and Inde-
pendent Living manifest themselves in the lives of aging persons
with disabilities —this research draws on original empirical evi-
dence gathered through comprehensive studies conducted be-
tween 2020 and 2024. The research included three main compo-
nents: a qualitative study with one-on-one interviews of aging
persons with disabilities, qualitative research of in-depth inter-
views and focus groups involving family members, and a quan-
titative survey of both aging persons with disabilities and family
members. These studies focused on participants’ self-definitions
and experiences at the intersection of aging and disability and
their real-life perspectives on AIP and Independent Living. A
more nuanced understanding of AIP and Independent Living
emerges from this research, highlighting the need for an integra-
tive approach that can give a better understanding and concep-
tual framework for developing services for aging persons with
disabilities. Ultimately, we suggest a new integrative concept—
“aging independently in place” —that relies on our conceptual in-
terrogation and empirical study. The advantages and innovation
of this new concept are discussed further.

Sections II and III introduce Independent Living and AIP as
the main concepts defining a larger movement within gerontol-
ogy and disabilities. Section IV highlights the similarities and dif-
ferences at the conceptual, historical, and practical levels. Section
V introduces aging with disability as an intersectional category
of both fields and addresses three main gaps that place a partition
between these two concepts—the theoretical, systemic, and re-
search gaps.

Section VI constitutes the empirical part of this Article, pre-
senting three research studies conducted over the last four years.
These studies focus on understanding aging with disability: first,
through the lenses of aging persons with disabilities based on in-
depth interviews; second, through the perspectives of families of
aging persons with disabilities in interviews and focus groups;
and finally, through both lenses in quantitative research based on
a survey. Section VII delves into the discussion of the unique as-
pects of AIP and Independent Living in the context of aging with
disabilities. Finally, Section VIII proposes an integrated concept
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of Aging Independently in Place and emphasizes the advantages
of this new framing.

II. Independent Living

A brief overview of Independent Living and AIP in terms
of their historical development, the underlying principles, and
their translation into social policy is essential for understanding
their similarities and differences and the nature of their relation-
ship. We will begin with Independent Living.

Independent Living refers to living in the community rather
than in an institutional setting.® It serves as a philosophy, a global
social movement, and a framework for developing law, policy,
and services.” Above all, it is one of the most compelling ideas in
the disability rights movement, and it has affected the lives of
millions worldwide.'” Independent Living is deeply connected to
deinstitutionalization, the process of moving persons with disabil-
ities out of large state-run institutions and into community-based
settings.!! The deinstitutionalization movement gained momen-
tum in the mid-20th century, driven by civil rights advocacy for
Independent Living, economic considerations, and a growing
recognition of the negative impacts of institutionalization on in-
dividuals” well-being."

The evolution of Independent Living was powered by a
strong grassroots movement and a philosophical shift in the dis-
ability world.”® Together with the rise in the cost of institutional
care and the financial benefits of community-based services,

8. Sidney D. Watson, From Almshouses to Nursing Homes and Community
Care, 26 ]. HEALTH POL. POL’Y & L. 937, 937 (2012).

9. Piers Gooding, The Rights to Independent Living and Being Included in
the Community: Lessons from the United Nations, 24 INT'L ]. MENTAL HEALTH &
CAPACITY L. 32, 34 (2018).

10. See, e.g., Colin Barnes, Independent Living, Politics and Implications,
INDEP. LIVING INST. (2003), https://independentliving.org/docs6/barnes2003.
html [https://perma.cc/S5VX-2CZR].

11. Scotch & Sutton, supra note 1, at 798.

12. Samuel R. Bagenstos, The Past and Future of Deinstitutionalization Liti-
gation, 34 CARDOZO L. REV. 1, 14 (2012).

13. Id. at 17.
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often seen as cheaper, these paved the way for one of the most
dramatic revolutions in the disability world in the last century.**

The Independent Living Movement originated in the
United States in the 1960s and 1970s, with the first Center for In-
dependent Living established in Berkeley, California, in 1972,
then spreading to the UK and Europe in the late 1970s and early
1980s."® The movement emphasizes consumer control, self-direc-
tion, and empowerment for people with disabilities.”” The move-
ment was a direct response to the stigma and isolation faced by
persons with disabilities.!’® It advocated for control over their
lives and services rather than being confined to institutional
care.’” The establishment of Centers for Independent Living
(CILs) across the U.S. played a crucial role in promoting Inde-
pendent Living, providing services designed to empower indi-
viduals with disabilities to live independently and participate
fully in society.”

Independent Living developed at the turning point of the
paradigm shift from the individual, medical, and rehabilitation
models in disability to the social model of disability and the hu-
man rights approach to disability.?! The rehabilitation paradigm has

14. Jonathan G. Lerner & Daniel Pollack, Where Have All the Developmen-
tal Centers Gone? The Federal Push for Community-Based Services for People with
Intellectual and Developmental Disabilities, 43 CAPITAL UNIV. L. REV. 751, 753
(2015).

15. Nancy Eustis, Consumer-Directed Long-Term-Care Services: Evolving
Perspectives and Alliances, 24 J. AM. SOC'Y AGING 10, 10 (2000); Margaret A.
Nosek, Philip L. Roth & Yilin Zhu, Independent Living Programs: Impact of Pro-
gram Age, Consumer Control, and Budget on Program Operation, 56 ]. REHAB. 28,
51 (1990).

16. John Evans, The Independent Living Movement in the UK, INDEP. LIVING
INST.  (2003), https://www.independentliving.org/docs6/evans2003.html
[https://perma.cc/XP4F-TCCS].

17. Peggy Hutchison, Alison Pedlar, Peter Dunn, John Lord, & Sue Arai,
Canadian Independent Living Centres: Impact on the Community, 23 INT'L J.
REHAB. RSCH. 61, 62 (2000).

18. Gooding, supra note 9, at 34.

19. Id.

20. Glen W. White, Jamie L Simpson, Chiaki Gonda, Craig Ravesloot &
Zach Coble, Moving from Independence to Interdependence: A Conceptual Model
for Better Understanding Community Participation of Centers for Independent Liv-
ing Consumers, 20 J. DISABILITY POL’Y STUD. 233, 235 (2010); Yasmine L.
Kayali, Alisha H. Johnson & Tracie Culp Harrison, A Policy Analysis of State
Plans for Indep. Living in the U.S., 24 POL'Y, POL. & NURSING PRAC. 51, 51-54
(2023).

21. See Kayali, Johnson & Harrison, supra note 20, at 51.
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traditionally dominated disability policy, focusing on physical
impairments and vocational skills, positioning individuals as
passive recipients of professional guidance.?? The medical model
views disability as an individual problem requiring medical in-
tervention.” The social model of disability offers an entirely dif-
ferent perspective:* thus, disability is not an individual medical
condition, but the product of a longstanding social construct that
includes discrimination, marginalization, oppression, and pater-
nalism.” Therefore, society bears the burden of remedying this
relationship.®

The disability rights movement emerged in the late 1960s
and early 1970s and was closely connected to the social model
lens.” It was founded on several key principles: non-discrimina-
tion, accessibility, participation, equality, recognition of human
and civil rights, inclusion in society, and the “nothing about us

22. See id. at 62.

23. Martin Sullivan, From Personal Tragedy to Social Oppression: The Medi-
cal Model and Social Theories of Disability, 16 N.Z.]. INDUS. REL. 255, 257 (1991);
Anita Silvers, An Essay on Modeling: The Social Model of Disability, Philosophical
Reflections on Disability 19, 21 (D. Christopher Ralston & Justin Hubert Ho
eds., 2009).

24. Tom Shakespeare, The Social Model of Disability, in The Disability Stud-
ies Reader 197, 269 (Lennard J. Davis ed., 2006); Tony Makin, The Social Model
of Disability, in Counselling: The BACP Counselling Reader 184-85 (Patricia
Milner & Stephen Palmer eds., 2001); Tom Shakespeare & Nicholas Watson,
The Social Model of Disability: An Outdated Ideology?, in Exploring Theories and
Expanding Methodologies: Where we are and Where We Need To Go 9 (Sharon N.
Barnartt & Barbara M. Altman eds., 2001). There are many nuanced combi-
nations of the social model and human rights model in disability studies. See
Shakespeare’s analysis of four approaches (sociology of chronic illness, Brit-
ish social model, American cultural disability studies (critical disability stud-
ies), Nordic relational understanding of disability which he favors). TOM
SHAKESPEARE, DISABILITY RTS. AND WRONGS REVISITED (2nd ed. 2014).

25. Paul Abberley, The Concept of Oppression and the Development of a So-
cial Theory of Disability, 2 Disability, Handicap & Soc'y 5, 5 (1987); LENNARD
J. DAVIS, THE DISABILITY STUD. READER 45 (4t ed. 2013); SUSAN WENDELL,
THE REJECTED BODY: FEMINIST PHIL. REFLECTIONS ON DISABILITY 13 (2013).

26. For a comprehensive comparison of the two competing ap-
proaches—the individualistic traditional representation of disability and dis-
ability studies’ perspective, see Linton’s forceful essay in Simi Linton, Disa-
bility Studies/Not Disability Studies, 13 DISABILITY & SOC. 525, 535 (1998). The
limits of the social model as a theoretic model in disability law is discussed
in Adam M. Samaha, What Good Is the Social Model of Disability?,74 U. CHI. L.
REV. 1251, 1254 (2007).

27. Paul K. Longmore, The End of the Beginning: The Disability Rights
Movement in the 1970s, 6 J. CIv. & HUM. RTS. 81, 84 (2020); Scotch & Sutton,
supra note 1, at 798.



456  The Elder Law Journal VOLUME 33

without us” principle.?® Independent Living was one of the pivotal
concepts put forward by the disability movement, and as such, it
included a blend of all these key principles.” In other words, In-
dependent Living was never only about independence. It is a
multifaceted concept that encompasses various dimensions and
key components.*

Alison Tarrant identifies three core themes that construct
Independent Living: personal agency, social agency, and citizen-
ship.*! Personal agency emphasizes the importance of self-deter-
mination. Persons with disabilities assert their right to control
their lives and make choices without external imposition, thereby
challenging narratives that depict them as passive or depend-
ent.*? Social agency focuses on including persons with disabilities
in community life and promoting their full participation.? It ad-
vocates for their recognition as competent members of society
who deserve equal opportunities and access to social activities.3
Lastly, the theme of citizenship connects these ideas to broader
concepts of equality and rights, framing Independent Living as a
fundamental human right that enables persons with disabilities
to engage fully in society, thus reinforcing their status as equal
citizens rather than objects of care.”

At the practical level, Independent Living is translated into
a long list of life dimensions and categories of support that ad-
dress the needs of different people.? These include moving freely

28. FRED PELKA, WHAT WE HAVE DONE: AN ORAL HISTORY OF THE
DISABILITY RTS. MOVEMENT 10 (Univ. of Mass Press, 2012).

29. Gerben Dejong, Independent Living: From Social Movement to Analytic
Paradigm, 60 ARCH. PHYS. MED. & REHAB 435, 437 (1979).

30. Jennifer L. Bumble, Erik W. Carter, Shimul Gajjar, Brian Valentini, &
Brandon Brown, Community Conversations on Independent Living: Understand-
ing the Perspectives and Support Needs of Persons with Disabilities Living in the
Southeast United States, 44 DISABILITY & REHABIL. 5520, 5521 (2022).

31. Alison Tarrant, Independent Living as a Counter-Narrative: A Work of
Resistance and Repair, 2 INT'L J. OF DSABILITY & SOCIAL JUST., 48, 55 (2022).

32. JENNY MORRIS, SEVENTEEN INDEPENDENT LIVING: THE ROLE OF THE
DISABILITY MOVEMENT IN THE DEVELOPMENT OF GOV'T POLICY, IN CASH AND
CARE: POLICY CHALLENGES IN THE WELFARE STATE 235, 24445 (Caroline
Glendinning & Peter A. Kemp eds., 2006).

33. Id. at 256.

34. Tarrant, supra note 31, at 58.

35. MORRIS supra note 32, at 242; Carrie Griffin Basas, Olmstead’s Promise
and Cohousing’s Potential, 26 GA. ST. U.L. REV. 663, 668-70 (2009).

36. Tarrant, supra note 31, at 58.
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in the community, carrying out daily routines, knowing where to
find support, achieving financial independence, creating a life of
purpose, building personal capacities, working in suitable jobs,
enjoying meaningful relationships, advocating for oneself and
others, maintaining health, future planning, and receiving neces-
sary and personalized supports for independence.”

Key legislative acts and landmark court cases have signifi-
cantly shaped the legal promotion of Independent Living and de-
institutionalization in the US.% The Americans with Disabilities
Act of 1990 (“ADA”) established a broad framework for protect-
ing the rights of persons with disabilities, mandating that states
provide community-based services rather than institutionaliza-
tion when appropriate (most integrated setting).*

The landmark 1999 Supreme Court decision in Olmstead v.
LC upheld the right of individuals with disabilities to live in the
community, stating that unnecessary institutionalization consti-
tutes discrimination under the ADA.* However, the ruling did
not establish an absolute right to community living.* The

37. Francesca Pozzoli, Personalisation in Disability Policy and Practice: An
Analysis through the Lenses of Professional Actors, 36 J. SOC. WORK PRAC. 401,
402 (2022); Bumble, Carter, Gajjar, Valentini, & Brown, supra note 30, at 5521.

38. Katherine Cienkus, Deinstitutionalization or Transinstitutionalization?
Barriers to Independent Living for Individuals with Intellectual and Developmental
Disabilities, 36 NOTRE DAME J.L. ETHICS & PUB. POL’Y 315, 331-32 (2022); see
Leslie Salzman, Rethinking Guardianship (Again): Substituted Decision Making
as a Violation of the Integration Mandated of Title II of the Americans with Disabil-
ities Act, 81 U. COLO. L. REV. 167, 183-93 (2010); Olmstead v. LC, 527 U.S. 581,
601 (1999).

39. Cienkus, supra note 38, at 331-32; see Salzman, supra note 38, at 183—
93.

40. Olmstead, 527 U.S. 581, 601 (1999) (“confinement in an institution se-
verely diminishes the everyday life activities of individuals, including family
relations, social contacts, work options, economic independence, educational
advancement, and cultural enrichment”).

41. Arlene S. Kanter, There’s No Place Like Home: The Right to Live in the
Community for People with Disabilities, Under International Law and the Domestic
Laws of the United States and Israel, 45 ISR. L. REV. 181, 185 (2012); Lerner &
Pollack, supra note 14, at 755-58; Paul Lombardo, Charles Bliss, Sylvia Caley,
Steve Gottlieb, Sue Jamieson, Teresa Wynn Roseborough, & David Webster,
Reflecting on Olmstead : Representing Lois Curtis and Elaine Wilson, 40 J. OF
LEGAL MED. 27 (2020); David Ferleger, The Constitutional Right to Community
Services: Olmstead and Equal Protection, 40 J. OF LEGAL MED. 101, 109 (2020);
Steven ]. Schwartz, Robert D. Fleischner, Alexander Z. Schwartz, & Emily M.
Stephens, Realizing the Promise of Olmstead : Ensuring the Informed Choice of In-
stitutionalized Individuals with Disabilities to Receive Services in the Most Inte-
grated Setting, 40 J. LEGAL MED. 63, 72 (2020).
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Olmstead decision has been interpreted to require states to de-
velop and implement comprehensive plans for community-
based services, enabling individuals with disabilities to live inde-
pendently rather than in institutional settings.®? This includes
evaluating existing programs and ensuring that individuals can
access necessary services in the community.*

Advocacy groups and the U.S. Department of Justice have
been actively involved in litigation to enforce the right to com-
munity living based on Olmstead.** States face legal and political
pressures to provide community-based services; correspond-
ingly, the number of people with disabilities living in institutions
has decreased, and the services offered in the community have
increased.* Additionally, the Developmental Disabilities Assis-
tance and Bill of Rights Act has emphasized the right of persons
with disabilities to live independently and make choices about
their living arrangements.*

At the international level, the UN Convention on the Rights
of Persons with Disabilities (CRPD), adopted in 2006, is the most
important international legal instrument that promotes Inde-
pendent Living.#” Article 19 of the CRPD, titled “Living inde-
pendently and being included in the community,” explicitly rec-
ognizes the right of all persons with disabilities to live in the
community with choices equal to others.*® It mandates that States
Parties take effective and appropriate measures to facilitate full
enjoyment of this right, ensuring that individuals can choose
their place of residence and where and with whom they live with-
out being obliged to live in a particular arrangement.* Addition-
ally, it requires access to a range of in-home, residential, and
other community support services necessary for living in the

42. Ferleger, supra note 41, at 109.

43. Salzman, supra note 38, at 165.

44. Arlene S. Kanter, There’s No Place Like Home, supra note 41, 208-09.

45. Marshall B. Kapp, Home and Community-Based Long-Term Services and
Supports: Health Reform’s Most Enduring Legacy?, 8 ST. Louis U. J. HEALTH L.
& POLY 9, 15-16 (2014).

46. Developmental Disabilities Assistance and Bill of Rights Act of 2000,
Pub. L. No. 106-402, 114 Stat. 1677 (codified as amended at42 U.S.C. § 15001).

47. U.N. COMM. ON THE RIGHTS. OF PERSONS WITH DISABILITIES, General
Comment No. 5 on Art. 19: The Right to Live Independently and Be Included in the
Community., U.N. Doc. CRPD/C/GC/5 (Oct. 27, 2017).

48. See Gooding, supra note 9, at 34.

49. Id. at 38.



NUMBER 2 AGING INDEPENDENTLY IN PLACE 459

community, thereby preventing isolation or segregation.*® Since
its adoption, Article 19 has served as a benchmark for assessing
progress in community living and monitoring national invest-
ment in community-based living.”!

General Comment Number 5 on Article 19 ("General Com-
ment 5"), published in 2017,% sets a comprehensive, detailed, and
binding framework for Independent Living.>® It emphasizes that
Independent Living is fundamental to personal autonomy and
freedom.> It does not equate to living alone but encompasses the
ability to choose and control one’s lifestyle and daily activities.5
States must provide necessary support, such as personal assis-
tance and vocational training.5 It highlights the importance of
community inclusion, stating that living arrangements must not
exhibit characteristics of institutionalization, such as lack of con-
trol over daily decisions or obligatory sharing of assistants.”” It
stresses that community living should facilitate full participation
in all aspects of life, including access to services, education, and
employment.”® Finally, Independent Living is addressed in Gen-
eral Comment 5 as an interdependent concept, emphasizing the
importance of social relationships and community engagement
for persons with disabilities.”

To conclude, Independent Living is still, a half-century after
its emergence, the leading concept within the disability rights
movement.® Its successful policy implementation and its

50. Kanter, There’s No Place Like Home, supra note 41 at 192-97; Tarrant,
supra note 31, at 50.

51. Jan Siska & Julie Beadle-Brown, Progress on Deinstitutionalisation and
the Deve. of Community Living for Persons with Disabilities in Europe: Are We
Nearly There?, 38 DISABILITY & SOC’Y 1476, 1477 (2023); Gooding, supra note
9, at 38.

52. U.N. COMM. ON THE RIGHTS. OF PERSONS WITH DISABILITIES, supra
note 47.

58. Ohver Lewis & Genevra Richardson, The Right to Live Independently
and Be Included in the Community, 69 INT'L]. L. & PSYCHIATRY 1, 7 (2020); see
Gooding, supra note 9, at 37.

59. AL CONDELUCI, THE ESSENCE OF INDEPENDENCE 10. (1999); U.N.
COMM. ON THE RIGHTS. OF PERSONS WITH DISABILITIES, supra note 47.

60. See Gooding, supra note 9, at 32-33.
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challenges at ground level are the source for many discussions
and initiatives. There is a clear understanding that Independent
Living doesn’t start at the age of 18 and end at the age of 65. It is
a life-long concept that needs to be tailored to the different stages
in life.

III. Aging in Place

We will now introduce AIP, a dominant concept in the ger-
ontology world. A similar review will set a basis for a later com-
parison between AIP and Independent Living. AIP has evolved
significantly over the past four decades and has become a central
pillar in gerontological policy. It has grown from a place-based
principle to a more complex one, varying from choice and auton-
omy through community, connectedness, safety, and comfort.6!
It symbolizes the decline in the popularity of nursing homes and
the rise of new community-based services for older persons.®? In
the following Part, we will first address the rise of AIP in geron-
tology studies and policy and its catalysts, then point to the dif-
ferent components of AIP and its focus on person-place relation-
ship and finally, describe AIP in a legal policy context within the
U.S. and in international law.

AIP refers to individuals growing old in their own homes
or staying in their current community in downsized living spaces
and living in the residence of their choice rather than moving to
residential or institutional care.®® At its core, it acknowledges that
one’s identity is shaped by spending an extended period in one
place and fostering strong connections with family members,
friends, and neighbors.** AIP has gained attention in policy de-
velopment over the last 40 years, mainly since the late 1980s,
driven by demographic changes, the desire for older adults to re-
main in familiar environments, and a community-based

61. Eustis, supra note 15, at 10.

62. Forsyth & Molinsky, supra note 2, at 184.

63. Id.

64. Abigail Forrester Jorandby, Armed and Dangerous at 80: The Second
Amendment, the Elderly, and a Nation of Aging Firearm Owners, 29 ]. AM. ACAD.
MATRIMONIAL L. 85, 89 (2016).
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approach to meet the needs of a rising group of older citizens.®
A systematic review of articles published from 1980 to 2010 in
eleven gerontology journals reveals a significant increase in the
number and proportion of articles focused on AIP, particularly in
the 2000s.% It is an increasingly significant concept in public pol-
icy, associated with social and financial benefits for individuals
and communities.*’

Three primary motivations underlie AIP: persons’ prefer-
ences, quality of life, and economic factors.® Studies show that
most older adults prefer AIP and staying in their familiar homes
rather than moving to retirement communities or nursing
homes.® They want to remain in their community, surrounded
by long-time neighbors and personal belongings, to maintain
their independence and autonomy.”

AIP is also a health and quality-of-life issue. Research
shows that moving out of one’s home can be a source of stress,
anxiety, and deterioration in health, as well as expensive and dis-
ruptive, at any age, and its effect on older persons can be even
more dramatic.”! Enabling older adults to AIP within their com-
munity preserves their dignity and ensures better mental and
physical health.”? Research findings suggest that AIP improves
health and functional competency among older people, reduces

65. Catherine Bigonnesse & Habib Chaudhury, The Landscape of “Aging
in Place” in Gerontology Literature: Emergence, Theoretical Perspectives, and In-
fluencing Factors, 34 J. AGING & ENV'T 233, 236-38 (2020).

66. Sarinnapha Vasunilashorn, Bernard A Steinman, Phoebe S Liebig,
Jon Pynoos, Aging in Place: Evolution of a Research Topic Whose Time Has Come,
J. AGING RsCH. 1, 3 (2012).

67. Jon Pynoos, Christy Nishita, Caroline Cicero, & Rachel Caraviello,
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mortality risk, and provides economic benefits through cost-ef-
fective care.”

Finally, AIP is not only a desirable option for most older
adults, but also the most efficient one from a social policy per-
spective.” The demographics of a growing generation of older
persons raise fundamental concerns regarding the expected costs
of supported housing, directly supporting the rise of AIP.”> By
2035, more Americans will be 65 and older than under 18.7° As
baby boomers and Gen Xers transition to “empty nesters” and
seniors, there will be an increase in the number of households
headed by individuals aged sixty-five and older.”” AIP helps
avoid the high costs associated with institutional care, making it
a preferred choice for policymakers.”

Understanding AIP’s underlying ideology and principles is
important in our analysis and its comparison to Independent Liv-
ing. AIP initially focused on aging in the home where a person
has lived for many years.” However, the traditional definition,
which focuses on remaining in one’s own home, has been ex-
panded to embrace a larger range of living solutions, such as
moving to a more accessible apartment or closer to the commu-
nity.® Currently, AIP has developed to be defined as “one’s jour-
ney to maintain independence in one’s place of residence as well
as to participate in one’s community.”®! This definition empha-
sizes the interconnectedness of space, person, and time, moving
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beyond a mere location-based understanding.®> Another central
theme in AIP is autonomy and control over decisions regarding
long-term support services.® It also includes recognizing the po-
tential need to move if one’s living conditions become unsuita-
ble.® The tension between staying in place or moving due to the
inadequacy of the long-term place of living will accompany us
throughout this discussion.

As we have shown, a central theme of AIP is acknowledg-
ing the relationship between the aging person and their commu-
nity.85> Understanding AIP’s theoretical perspectives helps us re-
alize the different aspects of this relationship. The five dominant
theoretical perspectives such as, Functionalist, Structuralist, Phe-
nomenological, Ecological, and Human Rights, can be identified
at the root of AIP, each emphasizing its different elements, all ac-
knowledging the person-place relationship.* The Functionalist
and Biomedical perspective focuses on the declining functions of
older persons and the need to “fix” the physical environment to
enable AIP, such as home maintenance, modifications, and assis-
tive technology.®” The Structuralist and Critical perspective em-
phasizes social structures that lead to the exclusion and inequal-
ities of older persons.®® AIP in this context will promote
empowerment, social inclusion, and participation of older
adults.® The Phenomenological perspective centers on the lived
experience of persons AIP and the sense of belonging, identity,
attachment, and meaning of home as expressed by the people
themselves.® The Ecological perspective emphasizes the dy-
namic interactions between individuals and their social and
physical environments.®! Finally, the Human Rights perspective
puts AIP in a discrimination context.” Living in age-segregated
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environments can diminish the visibility of older persons in soci-
ety, a first step in marginalization.® In this context, AIP is an ad-
vocacy tool for promising one’s right to be an equal part of soci-
ety.” These perspectives, as much as they differ, help to highlight
the dynamic relationship between individuals and their social
and physical environments. AIP is not solely about the “place”
where one has spent most of their life, but about the relationship
between this place of living and its surrounding environment.*

The rise of AIP in gerontology has affected policy and ser-
vice development.® We will describe the implementation of AIP
in American policy and then move to the international legal con-
text. Over the last three decades, a concerted effort has been made
to increase access to AIP in the US.%” Medicaid has played a cru-
cial role in this transition by expanding state waivers that allow
for the provision of Home and Community-Based Services
(HCBS).” Medicaid’s 1915(c) waivers allow states to provide
home and community-based services to individuals who would
otherwise require nursing facility care.” However, these waivers
are subject to a cost-neutrality requirement that restricts states
from spending more on home-based services than on institu-
tional care.'® HCBS includes primary health care, personal care,
and assistance with daily household tasks.’t As of 2019, seven
states have tailored their Medicaid waivers to support AIP for in-
dividuals aged sixty-five and over.!®

One of the legal tools used to advocate for the promotion of
HCBS for older persons is the ADA.1% The ADA integration man-
date requires public entities to administer services, programs,
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and activities in a manner that allows individuals to interact with
the general population to the fullest extent possible.' This man-
date reinforces that all individuals, including older persons,
should not be forced into institutional settings when they can be
adequately supported in their homes.!'® The Supreme Court’s
ruling in Olmstead v. L.C., which mandates that states provide
community-integrated support for individuals with disabilities,
has also pushed forward policy regarding AIP.1% However, the
implementation of supportive housing legislation, like the Fair
Housing Amendments Act, has been weak, particularly regard-
ing single-family homes.'"”

In the international context, AIP is not as strongly recog-
nized as Independent Living.!% Most importantly, there still isn’t
a UN convention dedicated solely to the rights of older per-
sons.’® Over the last fifteen years, there has been an increasing
global interest in creating an international convention to define
and protect the rights of older persons.'? Established in 2010, the
UN Open-Ended Working Group on Aging aims to identify gaps
in the current human rights framework for older persons and ex-
plore the feasibility of a new legal instrument.'"!

The CRPD provides some coverage for older persons.
Many older persons may qualify as persons with disabilities un-
der the CRPD.1 Yet, the unique challenges of ageism are not suf-
ficiently addressed in the CRPD, and even in shared themes such
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as legal capacity, Independent Living, and accessibility —the ger-
ontology perspective is not included in the CRPD.'**

We are left with other international human rights frame-
works that currently address AIP. The UN Principles for Older
Persons, adopted in 1991, states in its sixth principle that “older
persons should be able to reside at home for as long as possi-
ble.”"* In Article 23, the European Social Charter explicitly ad-
dresses the rights of older persons, including three main points:
full membership in society, Independent Living, and support in
institutions.!'® The Madrid International Plan of Action on Age-
ing (MIPAA), adopted in 2002, has a “Housing and the Living
Environment” section that addresses the critical importance of
housing and the surrounding environment for older persons,
particularly in the context of “aging in place.”” It highlights sev-
eral key factors: accessibility and safety-housing; the financial
burden of maintaining a home and the need to promote sustain-
able living conditions; emotional and psychological security at
home; and choice of living arrangements.® These all address AIP
in many ways—as a policy goal, human rights issue, and chal-
lenge—but the legitimacy of institutional care is unclear.'® An
overarching UN convention on the rights of older persons di-
rectly acknowledging AIP as a human right is still missing.

Within binding regional conventions on the rights of older
persons, there is no or little reference to AIP: in the African Un-
ion’s Additional Protocol to the African Charter on Human and
Peoples’ Rights on the Rights of Older Persons in Africa—there
is no direct reference to AIP; The Inter American Convention on
Protecting the Human Rights of Older Persons, also does not re-
late directly to AIP, but does state that older persons have the
right “to choose their place of residence and where and with
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whom they live.”120 This brings us to comparing these two lead-
ing concepts that are specifically relevant as people grow old —
AIP and Independent Living.

IV. Preliminary Comparison

There are many common themes between AIP and Inde-
pendent Living, discussed below, that highlight their parallel de-
velopment and shared philosophy. These allow us to address the
differences, which have also driven both principles to the fore-
front of older persons’ and disability rights.'?! Both AIP and In-
dependent Living are responses to a similar history of institution-
alization in nursing homes and almshouses that originally served
both older persons and persons with disabilities.'?? Both were led
by a combination of ideology and economic incentives to move
away from the institutional framework.'? Both currently address
the same challenges of living in the community with the need for
community-based care.?* AIP and Independent Living also share
a philosophy centered on autonomy and self-determination, with
both concepts focusing on empowering individuals to make their
own choices about how and where they live.?> AIP and Inde-
pendent Living prioritize community integration over institu-
tionalization.’ AIP encourages older adults to remain in their
homes to maintain social connections.’?” Independent Living ad-
vocates for the deinstitutionalization of people with disabilities,
promoting their full participation in community life.’?

Both are supported by legal frameworks and policies, such
as the ADA, the Olmstead decision, and Medicaid waivers and
housing policies that promote home and community-based
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services.'”” The Administration for Community Living is an ex-
ample of combining both principles under one federal office to
develop services that enable older persons and persons with dis-
abilities to thrive in their communities, aligning with the Inde-
pendent Living philosophy.' It is also an example of the com-
mon challenges, such as the lack of formal and informal support,
the need for more services, and the challenge of consumer-led
services enhancing legal capacity and self-determination.'® Fi-
nally, both have gradually grown to widen their definition: AIP
is not just about “place,” just as Independent Living is not only
about “independence.”'® Unsurprisingly, “independent living”
is sometimes addressed as a synonym for AIP in current litera-
ture.” We can point to four shared principles: First, home—the
right to live in one’s home and not in an institutional setting.13+
Second, independence—the right to make decisions, have
choices, practice self-determination, and self-care.'® Third, com-
munity —the right to be integrated into society and the im-
portance of preserving and strengthening one’s reciprocal rela-
tionship and connectedness with the surrounding community of
family, friends, and neighbors.’3¢ And fourth, support—the right
to receive support and care to enable the three elements of living
at home, independently, and connected to the community.'¥”
However, several significant differences must be acknowl-
edged. While both have ideological and theoretical frameworks
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and practical policy implementations, their DNA differs due to
their histories.’® AIP has evolved from policy and public health
initiatives driven by the growing needs of an aging population
and the social and economic advantages of minimizing institu-
tional care.’® In contrast, Independent Living emerged from a
grassroots movement within the disability rights community,
highlighting civil rights, deinstitutionalization, and the social
model of disability.140

Conceptually, AIP emphasizes the importance of “place,”
prioritizing the ability to stay in a familiar environment, while
Independent Living centers on “independence,” stressing the im-
portance of personal autonomy and decision-making.’*! These
differences lead to the challenge of synchronizing them as their
development is mainly in two parallel lines.’? As stated by Put-
nam in a rare acknowledgment within the literature on the need
to develop a conceptualization of these two terms’ relationship:

“Viewed as part of a long-term fissure between aging and
disability advocates and service networks, this lack of recog-
nition of an integrated history —one that recognizes the con-
tributions of aging and disability advocates —within geron-
tology, limits the infusion the disability rights perspective
into aging models of care.”143

The difference between AIP and Independent Living is also
reflected in the tension between the two human rights move-
ments. While disability human rights see any institutional care as
a violation of human rights and therefore advocate for shutting
down institutions, older persons’ human rights acknowledge
people’s rights to choose institutional care from a range of op-
tions and push for improved institutional care.'** Only a few
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question the institutional setting for older persons as a legitimate
service.'®

Finally, these two principles perceivably target two differ-
ent groups. AIP primarily targets older persons who wish to re-
main in their homes as they age.!# Independent Living is focused
on persons with disabilities, advocating for their right to live in-
dependently and fully engage in society.'#” But these different
groups inevitably intersect.® Older persons acquire disabilities,
and persons with disabilities grow old.'*® Therefore, promoting a
coherent integration of these two principles is essential to address
the overlapping needs of both groups.
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CHART 1: COMPARISON OF AIP AND INDEPENDENT LIVING-
SIMILARITIES AND DIFFERENCES
Similarities Aspect AIP and Independent Living
Shared Core © Home-The right to live at home
Principles o Independence-The right to make choices,
exercise self-determination, and manage self-
care.
o Community-The right to community
inclusion and maintaining connections with
family, friends, and neighbors.
o Support-The right to necessary care that
enables home living, independence, and
community connection.
Historical Both developed as a distancing away from
Background institutionalization.
Legal Frame- Olmstead and ADA as important legal vessels for
works in the change
Us
Dominance in Both are leading principles in their fields—disa-
field bility and gerontology.
Differences Aspect AIP Independent
Living
Core Emphasizes remaining in Centers on per-
Philosophy familiar surroundings sonal autonomy
and decision-
making
Historical Originated from public Emerged from the
Roots health initiatives focusing grassroots disabil-
on aging needs ity rights move-
ment
Primary "Place"-staying at home "Independence” -
Focus promoting choice
and control
Community Encourages staying at Advocates full
Integration home to maintain social participation in
connections society
Support and Public health-driven sup- Civil rights-
Care port to reduce institutional | driven support
reliance for complete in-
dependence
Target Primarily older adults Primarily persons
Population with disabilities
Legal Policies related to public Disability-focused
Frameworks health and senior care laws like ADA
and Olmstead
decision
International No UN convention on Pivotal article 19
law rights of older persons of CRPD
Perception of Allows for the choice of in- | Sees institutional
Institutional stitutional care, advocat- care as a violation
Care ing for improvements of rights
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V. Aging with Disabilities as a Conceptual
Challenge

How do Independent Living and AIP intersect in practice?
Why are the similarities and differences described in the previous
Part relevant to the lived experiences of aging people with disa-
bilities? These are the questions that lead us to our empirical
study. In the following Part, we will briefly introduce “aging
with disabilities” and describe three main gaps that need to be
acknowledged at the intersection of age and disability.'® This
will enable us to broaden our understanding of the intersection
of Independent Living and AIP.

The rise of focus on aging with disability in current litera-
ture is due to the growing number of people with disabilities who
reach old age.’! People with intellectual disabilities, including
people with Down syndrome, are living longer, and for the first
time, adults with intellectual and developmental disabilities are
reaching old age.” The average age of people with conditions
such as cerebral palsy (CP), spinal cord injury (SCI), and multiple
sclerosis (MS) is increasing.'s For example, in North America and
Europe, approximately half of individuals with MS are now 50
years or older, and more than a third of adults with SCI are older
than 60 years."*

There is a significant heterogeneity within the aging with
disability population, based on the type of disability, age of onset,
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and the individual’s life circumstances.'®® Therefore, nuanced re-
search focusing on specific aspects of aging with disabilities is
needed. As we will see later, this research is still in its early stage
in shedding light on the challenges faced by many people with
disabilities.!%

Aging persons with disabilities encounter numerous barri-
ers.'” Health challenges such as chronic conditions, pain, and de-
clining functional abilities significantly affect their social partici-
pation and well-being.'*® Premature aging and cognitive decline,
seen earlier in some, exacerbate these issues.'”” The healthcare
system often fails to meet its needs, lacking accessibility, trained
professionals, and adequate services, resulting in poor health
outcomes and higher mortality rates.’® Socially, loneliness and
reduced support networks worsen as caregiving roles shift
within families.¢!

Additionally, there’s a lack of tailored services and profes-
sionals equipped to handle the needs of people who are both
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aging and have a lifelong disability.'** There is a lack of effective

evidence-based Long-Term Services and Supports (LTSS) pro-
grams that facilitate independence for those aging with disabili-
ties.'®® Services are often not funded enough to meet the increas-
ing needs of their aging clients, which leads to time constraints
on the supporters” work and limits their ability to do their jobs.'**
These challenges—acute health conditions, shrinking support
networks, and the lack of adequate community-based services—
all lead to diminished quality of life and can lead to institutional-
ization as a last and sometimes only resort.'*®

To conclude, aging persons with disabilities face challenges
directly influencing their opportunity to age in place and live in-
dependently.'® To better understand these challenges, we will
address three main gaps that must be acknowledged when build-
ing a bridge between aging and disability and Independent Liv-
ing and AIP: the theoretical, systemic, and research gaps. The the-
oretical gap is symbolized by the concept of “successful aging”
in gerontology, which often emphasizes the absence of disease
and high physical and cognitive functioning as a criterion.’” In-
dependence, in its narrow definition, resisting dependency, is
usually seen as an essential part of successful aging.'® This con-
cept inevitably excludes individuals with disabilities from suc-
cessfully aging. It overlooks the experiences of those who come
to old age with a disability and who have already experienced

162.  Putnam, supra note 122, Perceptions of Difference Between Aging and
Disability, at 328, 336-37.

163.  See Michelle M. Washko, Margaret Campbell & Jane Tilly, Accel-
erating the Translation of Research into Practice in Long Term Services and Sup-
ports: A Critical Need for Federal Infrastructure at the Nexus of Aging and Disabil-
ity, 55 J. GERONTOL. SOC. WORK 112, 115 (2012).

164.  Stuart Wark, Rafat Hussain & Helen Edwards, Assisting Individ-
uals Ageing with Learning Disability: Support Worker Perspectives, 20 TIZARD
LEARNING DISABILITY REV. 213, 219 (2015).

165.  See Christine Verbruggen & Sophie Sartain, PORTFOLIO: Aging
into Disability/Disability into Aging: An Interview with Sophie Sartain, 42
ANTHROPOLOGY & AGING 140, 140 (2021).

166.  Washko, Campbell & Tilly, supra note 163.

167.  Annika Taghizadeh Larsson, Is It Possible to ‘Age Successfully’ with
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PERSP. 55, 55-56 (2013).

168.  McGrath, Rudman, Polgar, Spafford & Trentham, supra note 148,
at7.
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significant limitations throughout their lives.'® AIP is not a neu-
tral term. It is part of a wider project promoting active and posi-
tive aging by pushing away to the furthest possible future, one’s
physical and mental dependence on others.

The systemic gap refers to the traditional separation be-
tween gerontology and disability.'”* Historically, aging and disa-
bility have been viewed as separate issues with distinct political
agendas.”! Aging services have traditionally adopted a medical
model of disability, while disability services gradually prefer a
social model.’”? The difference in legislation and advocacy work
has led to different services that rely on categorical requirements
such as age or disability type.'”® Older persons with disabilities
do not fit neatly into one service network or the other.”” In the
past years, there have been attempts to address this gap through
collaboration, coalition building, and bridging efforts.'> How-
ever, these bridging efforts bring tension into the room. As Judith
Heumann said in an interview while in her 50’s (twenty-three
years before her death):

“What really concerns me is that there are some very signif-
icant structural developments that are working against
greater community integration for older adults with disabil-
ities. For example, all these assisted living centers and retire-
ment villages are being built and they are already a very
powerful economic and political force. These edifices are
everywhere, and they’re preventing what we’re trying to do.
Older people are pouring all of their money into these
places, but they are leaving the communities in which they

169.  Langmann & Weflel, supra note 155; Per Biilow & Tommy Svens-
son, Being One’s Illness: On Mental Disability and Ageing, AGEING WITH
DISABILITY: A LIFECOURSE PERSP. 73, 73; Molton and Ordway, supra note 153.
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nam ed., 2010).

172.  Michelle Putnam, Extending the Promise of the Older Americans Act
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(2017).
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have lived for many years. These can be nice institutions, but
they're very expensive, and they’re still institutions.”17

This quote demonstrates that the systemic gap is not just a
constraint; it is also sometimes convenient for all parties to pre-
vent unwanted influence.'””

The third gap is in research. Aging and disability are sepa-
rated in research networks, with differences in focus, language,
and a lack of scientific interaction led to very few collaborations
between both fields of knowledge.'”® Aging persons with disabil-
ity are in the midst of this gap. There is a significant lack of evi-
dence regarding the lived experiences and needs of older adults
with disabilities.'”” Researchers identify important research gaps:
the number of adults aging with disabilities; improvements in
survival rates for individuals aging with disabilities; the role of
active life expectancy in understanding aging with disability; the
pattern of onset of secondary conditions and their prevention;
and differences between individuals aging with disabilities and
those aging into disability."®

The first two gaps are essential caveats to consider when
comparing AIP and Independent Living. These terms might have
a lot in common, but they come from two different worlds that
are in no rush to get closer to one another.'s! The third gap is an
essential reminder of the need to compare, connect, and bridge
between these two worlds for the sake of the millions of people
who do not have the privilege of keeping the two apart. Disabil-
ity and aging are present in the daily lives of many people.!®2
They should also be present together in conceptual and empirical
research. This last point was part of our call for action as research-
ers—to seek the voices of aging persons with disabilities and, in
our context, to understand, more profoundly, the intersections
between AIP and Independent Living in their lives.
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VI. Empirical Research

We will present novel empirical evidence to support and
elaborate on the arguments presented so far. Throughout 2020-
2024, we conducted three empirical studies on different aspects
of aging with disabilities. A grant supported this research as a
basis for a planning discussion on service development for aging
persons with disabilities.’®® We conducted 1) a qualitative study
based on one-on-one interviews with aging persons with disabil-
ities; 2) a qualitative study based on in-depth interviews and fo-
cus groups of family members of aging persons with disabilities;
and 3) quantitative research of aging persons with disabilities
and family members through a survey. All studies were ap-
proved by the Faculty of Social Welfare and Health Sciences eth-
ics committee at the University of Haifa, as detailed in each
study’s description. The three studies concerned a wide range of
issues relating to aging with disabilities, the lived experience of
old age and disability, and the wills, needs, and barriers experi-
enced by the participants. However, this Part extracts those major
findings relevant to our discussion of AIP and Independent Liv-
ing. This Part aims to move from the conceptual level to actual
real-life experiences of aging persons with disabilities and their
family members. It offers a more nuanced perspective on choices
regarding living arrangements, community inclusion, support,
and autonomy. Based on these findings, we will propose a new
understanding of the conceptual relationship between AIP and
Independent Living.

A. Qualitative Research of Persons with Disabilities

1. THE STUDY

Our first study aimed to explore the lived experiences of ag-
ing persons with disabilities. Between November 2020 and Feb-
ruary 2021, we conducted qualitative phenomenological research
on older persons with disabilities’ perspectives on aging with dis-
ability, their lived experiences, and their understanding of those

183.  The grant was given by JDC —The American Jewish Joint Distri-
bution Committee.
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experiences.'8 Interviews were conducted one-on-one to facili-
tate open sharing of experiences regarding aging and disabil-
ity.lSS

The study included fifteen participants, covering a broad
range of ages (M = 69, range = 51-90) and types of disabilities
(physical, developmental, psychosocial, sensory).’® Emphasis
was placed on capturing the heterogeneity within the disability
community, including the diversity of housing conditions, with
the majority living in their homes and three living in congregated
settings (two in group homes and one in an institution).”

Semi-structured interviews were guided by a comprehen-
sive interview protocol comprising four sections: background
questions, perspectives on disability, perspectives on aging, and
questions concerning the intersection of age and disability as ex-
perienced by participants. Interviews were audio-recorded, tran-
scribed, and anonymized for analysis, progressing from meaning
units to a thematic map.188

The complete analysis of the interviews yielded several
themes that concerned different aspects of the subjective experi-
ences of people aging with disability.’® In a separate study, we
identified four main themes: acceptance of disability and denial
of old age; the unique intersection of old age and disability; inter-
sectionality as a cause for discrimination and exclusion; and ob-
stacles, needs, and desires.!° This Article focuses on the relevant
findings relating to AIP and Independent Living.'!

184.  See YOTAM TOLUB & ISRAEL (ISST) DORON, AGING OF PEOPLE WITH
DISABILITIES IN THEIR OWN EYES-DESIRES, NEEDS, AND BARRIERS: RESEARCH
FINDINGS REPORT 7 (unpublished manuscript, Isr., June 2020) (on file with
author).
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2. MAIN FINDINGS

In this Part, we will explore three major themes from the
interviews: participants’ desire to stay in their home and the chal-
lenges and obstacles it entails, their attitudes toward segregated
settings, and the concept of autonomy and its associated challenges
as people grow older.’

a. Home

Many participants raised the issue of housing as a current
or future concern.'® Most of them imagined their future in their
own homes. For example, Bela, a sixty-eight-year-old woman
with polio, explained, while sitting in her beautiful backyard:

Interviewer: When you imagine the future, is it in your
house or somewhere else?

Bela: At home. Sure.

Interviewer: Until the day you die?

Bela: As much as possible.

Interviewer: When does the as much as possible end?

Bela: Let’s say unconsciousness, which shouldn’t be at
home. Severe Alzheimer’s should not be at home, in my
opinion, even though we kept my mother at home. She
didn’t recognize us...'**

Yaffa, a woman with an intellectual and physical disability
living alone in a dense and unmaintained apartment, echoed the
same message in simple language:

Interviewer: ... where do you want to live when you're old?

Yaffa: Here, at home.

Interviewer: Here?

Yaffa: I don’t want an old age institution or anything...only
at home.'

Participants further explained that home is where they feel famil-
iar and maintain control over their lives.!%

Along with the apparent desire to age at home, many par-
ticipants described the difficulties associated with living inde-
pendently, especially when living alone. Participants expressed a

192. TOLUB & DORON, RESEARCH ON THE PERCEPTIONS, supranote 186,
at 1-2.
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194.  Id. at4-5.
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wide range of challenges: deterioration of apartment condition,
changing owners, fear of falling at home, difficulty doing house
chores, relations with neighbors, need for nursing assistance, and
more. This is how Rivka, a blind woman living alone, noted:

“I'll tell you once what I had, which brought me to look for
aid. One day, I'm going to bathe, and suddenly I hear dzzzz
water everywhere... I go out to the living room; the whole
living room is full of water, and the carpet is full of water,
so don’t ask. . . Things like this scare me a lot. . .”1”

Many participants felt they lacked a clear address for emergen-
cies and even for daily routines, which would enable them to age
in peace at home.1%

For several participants, the main challenge was finding an
accessible home.” They noted the difficulty of finding ground-
floor units and their high cost. Aliza explains:

“Do you know what it’s like to find an accessible place ...?
Do you know the prices? If you have already found some-
thing, then it should be a relatively new apartment that you
don’t need repairs, and you don’t need renovations, and
there are more or less wide doors and elevators...there are
almost no ground floor apartments, everything is already
occupied, there is no such thing. I found an apartment on
the fourth floor with an elevator that fits my wheelchair, and
I still have to bend a little to get in.”®

Many participants described the high costs of living result-
ing from the intersection of disability and old age, including em-
ploying an aide, mobility requirements, and medication.?! Some
participants described financial difficulties, such as living with-
out a pension on stipends or other income, and even those who
managed financially voiced concerns about their financial fu-
ture.202

Loneliness was a common theme —at the time of the inter-
view and in the future.?® Participants described how their circle
of friends is shrinking; thus, they have a minimal social network.
This is how Shula stated:

197.  Id. até.
198. Id.at7.
199. Id.
200. Id.
201. Id. at4.
202. Id.at8.
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“. . .I'have almost no friends. I have two thousand five hun-
dred friends on Facebook. Hundreds of people supported
me and donated money for my book. Lots of people know
me, many of them from my mental health activities ...But
close friends? I have a spouse who I like, and I am constantly
afraid that he will go, heaven forbid, or something will hap-
pen to him. He rides a motorcycle, this seventy-three-year-
old man [?] (laughs).”?%

Our findings show that people wish to age at home but are fully
aware of the many challenges in maintaining this choice, includ-
ing financial constraints, accessibility issues, emergency aid, and
loneliness.20

b.  Segregated Settings

Given the clear preference for aging at home, it is interest-
ing to examine two related issues: participants” attitudes toward
segregated solutions and the perspectives of those currently liv-
ing in institutions regarding the possibility of transitioning to
community-based living.

Participants” views of moving to a nursing home designed
for older persons varied, differentiating between public and pri-
vate facilities.?%¢ All participants objected to moving to a public
nursing home for older persons. Aliza, who lives in an institution
she despises, says:

Interviewer: Have you thought about a nursing home?

Aliza: It's worse than here, wow, it’s terrible.

Interviewer: What's worse?

Aliza: ... if you're asking me these questions, you haven’t
been in one, have you? My mother was in a nursing home. I
can tell you what she suffered there. I can tell you that I came
there every day and only commented about what to do, how
to do, and why you did and didn’t do for her. It's the same
as here. ... No personnel, zero level, no human attitude.
That’s what makes people old in these places...2”

In contrast, private settings for older adults, such as assisted
living facilities or private nursing homes—designed exclusively
for older individuals that offer privacy in separate apartments

204. Id.
205.  Seeid. at 4-8.
206. Id. at4.

207. Id.at5.
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and personalized assistance —were viewed as a legitimate possi-
bility.208 Avigail, for example, who has a hearing disability, said
she won’t grow old at her home because her children moved
away, and she wants to be next to them. She prefers a private as-
sisted living facility:

“Because of the range [of activities—Y.T] they have, cultural

events, sports... in addition, there’s my sight: when I won’t

be able to drive anymore, company will still be available to

me, I can open the door and go to a friend right across. I re-

ally don’t want to be, I certainly won’t be, a burden on my
children.”?*”

However, many participants highlighted the limitations of
private nursing home solutions, including high financial costs,
the lack of accessible services in these settings for individuals ag-
ing with disabilities, and potential discrimination during the ad-
mission process due to disability.2?

Another interesting perspective is of the three participants
who live in out-of-home settings. All three expressed their desire
to live independently.?!" They wished themselves intimacy, pri-
vacy, control over life, and quiet, all things they must compro-
mise in their current setting.?'? Yossi, at the age of 71, a man with
a lifelong psychosocial disability, living in a group home, ex-
presses such desire:

“My ambitions in life are, of course, to recover at some point.
I won’t say get well because that’s a bit of an exaggerated
approach, but to recover, to move from living with room-
mates to a small apartment in the Sharon area, with a room
and a half, or two rooms, to meet someone...to get married
and continue to live together, and a slightly better job. . .”*'?

These participants mentioned two barriers to fulfilling their
dreams: the lack of support and guidance from their surround-
ings and financial resources to live alone and independently.?!4
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c.  Autonomy

Several participants repeatedly emphasized the issue of au-
tonomy, choice, desire, and decision-making, often with consid-
erable intensity. Throughout the interviews, this issue mani-
fested in four distinct ways: autonomy as a central value,
concerns over current limitations on autonomy, fear regarding
future constraints on autonomy, and a desire for support in this
area.

First, autonomy was addressed as paramount for old age.
Ronen declared:

“My ability to choose, my freedom to choose, and my auton-
omy to decide are the last things I would be willing to sur-
render. To keep them, I am willing to give up the rest.”*'®

Second, participants expressed their fear, and in some cases, their
experience, of restricted autonomy, particularly in residential set-
tings.?® The three participants living out-of-home mentioned
daily restrictions they had to cope with, such as being limited to
a ten-minute shower, needing permission to be employed out-
side sheltered workshops, restrictions on spending one’s salary,
and other limitations when living with other roommates.?'” Par-
ticipants were also concerned about future restrictions on their
autonomy in making medical decisions or if they had to move to
a residential setting.?'® Isabel said in this heartbreaking mono-
logue:

“I don’t mind dying. I know death more than life. Death is

not, it is not scary. . . But life is scary, and here, I don’t know

how to do anything else but live. Since birth, I have breathed

every day, whether I want to or not. ... But what bothers me,

or rather scares me, is when I won’t be able to, that they

won't listen to me, that they won’t hear me, or that I won’t
be able to decide. . .”?"°

Finally, participants expressed the expectation of receiving sup-
port to exercise their autonomy in old age.?? This included assis-
tance in maintaining decision-making capacities, financial
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support to enable genuine choices, and support in decision-mak-
ing.221

In conclusion, our findings, outlined through three main
themes, reveal a strong preference among aging disabled persons
for aging at home despite the many challenges it involves.??2 Par-
ticipants” concerns about accessible housing, financial limita-
tions, family support, and autonomy underline the complexities
of aging with disability in the context of AIP and Independent
Living .22

B. Qualitative Research of Family Members

1. THE STUDY

Our second study focused on the family members of indi-
viduals aging with disabilities. The aim was to understand their
perspectives on the challenges, needs, and desires of their loved
ones. To this end, we conducted four Zoom focus groups and
eight individual interviews (conducted via Zoom, telephone, and
in-person), interviewing a total of twenty family members of
twenty-one people aging with disabilities, during May and June
2023.

Initial contact with interviewees was made through
WhatsApp and Facebook groups, reaching approximately eight
participants.??* Additional interviewees were contacted through
disability organizations, service providers, and referrals from
previous participants.?> Efforts were made to achieve maximum
variation, ensuring a diverse range of participants in different life
situations.??¢ Each focus group contained two to four participants
and averaged eighty-four minutes, while individual interviews
averaged forty-five minutes.?””? Participants included eleven
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brothers, four daughters, one parent, two nieces, a sister-in-law,
and a cousin, with an average age of fifty-eight.??8

The average age of the interviewee’s disabled family mem-
bers was sixty-six (ranging from fifty-four to eighty-three).?
Their disabilities included seven persons with intellectual disa-
bilities, eight with psychosocial disabilities, three with autism
(one also deaf), one with visual impairment, and one with phys-
ical disability.?®® Many participants also had age-related physical
disabilities or health conditions. In terms of residential settings,
seven lived independently (alone or with support), thirteen lived
in facilities (two in group homes, five in hostels, six in institu-
tions), and one in a retirement village.?! Eleven of them were un-
der guardianship.??? All interviews were recorded, transcribed,
and analyzed using an inductive open coding method, progress-
ing from meaning units to a thematic map.?%

Although the interview outline did not specifically focus on
housing-related questions, this emerged as the primary concern
raised by the participants.?** In the following Part, we will present
the key findings that provide valuable insights into the family
perspective on AIP and Independent Living.**

2. MAIN FINDINGS

Participants dedicated significant portions of the interviews
and focus groups to discussions about housing, particularly the
support and conditions required to ensure a dignified life in their
place of residence.®¢ However, there was a clear difference be-
tween the concerns of family members of persons living in the
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community and institutional setting.?” We shall, therefore, pre-
sent our findings accordingly.

a. Living in the Community: “In the Void”

Sigal’s older brother is sixty-seven years old and has au-
tism.?8 He lives in his own apartment nearby. She described the
gap between what he needs in terms of housing services and sup-
port and what is offered to him in the following words:

“Nothing, nothing, nothing. I searched extensively, and
there’s nothing. For people who fall through the crack, who
are normative but also have some form of disability or men-
tal illness. . .there’s nothing.”**

Her repeated emphasis on “nothingness” is a fitting introduction
to this part, where we explore the various references to the void
participants describe in their search for suitable accommodations
in the community.2%

To be a person with a disability in old age, within the frag-
mented landscape of services designed for either aging or disa-
bility, is described time and again as “falling through the cracks”
(in Hebrew —falling between chairs).#! Shlomit describes how
her seventy-year-old sister-in-law with psychosocial disability
copes:

“I fear that she will go out and come back in from Geha [a

psychiatric hospital- Y.T], in a perpetual cycle. If nothing

changes, that’s what will happen. . .. She is highly capable

and has much to offer. She needs a suitable framework for

her where she can feel capable. So basic—capability. . . This

is not how one should grow old, moving back and forth
from Geha [a hospital].”**

The revolving door of the psychiatric hospital illustrates the ab-
sence of adequate support in the community.?*® Participants de-
scribed a gap between the person’s needs and the available
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support, which often proves to be either too rigid or too minimal
in relation to the actual

Similarly, many participants described the distinction be-
tween “independent” and “dependent” as superficial.?*> Hanan
describes the gap between her view of her sister as dependent
due to polio and related assistance needs and the welfare author-
ities” determination that she is independent.?# Sigal described the
system’s inadequate services for people with multiple needs:

“...he talks to people in a normal way, he can behave in a
normal way, but then suddenly his Asperger’s manifests,
and he does strange things... There is no supported housing
for people with Asperger’s who are above the age of fifty-
five. And Iwon’t put him in a psychiatric place; why should
he be in a psychiatric place? So, there’s no place where he
can be with other people.”’

As we can see, even people recognized by the system may find
themselves excluded due to needs that do not align with the sys-
tem’s predefined categories.?*

Many participants described the lack of options and the in-
sufficiency of existing services.?* Shlomit points out her expecta-
tions, considering her sister-in-law’s mental-state decline: “She
needs something therapeutic, restorative, with supervision.
There is no such thing, simply nothing.”2% Sigal is sure that her
sister-in-law isn’t receiving adequate services due to her age, “I
know that younger people have optional services. It can’t be that
there is no continuum of services for the entire life-span. . .”?!
Yael, whose mother has schizophrenia, describes her fears:

“...the thing I fear the most is that my father will die before
her because today, the option for her to stay living in the
community is due to my father, who lives with her and is at
home, and there is someone who sees her... I can’t think of
what solution there could be if my father weren't alive.”?*

Along with the lack of adequate services, existing services
are limited (“They told us, there is something in the north, we
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didn’t even go check. . .” (Meytal)), and there is no continuum of
services.? Thus, Avigail, regarding her mother:

“My harshest complaint is that there is no intermediate in-
frastructure. A seventy-year-old woman should not find
herself in a nursing home that is designed for people over
eighty years old. There is at least another decade and a half
ahead of her. . .”?*

Participants described three main areas of void: no personalized
planning, no address to turn to, and a shortage of personnel.?%
We will explain each of these three points.

Chava describes her expectations regarding personalized
planning:

“I think it is the basic right of a person or a patient to have

some kind of minimal treatment plan and to have the family

monitor and participate in executing this plan...I'm not

throwing the ball at them, no. I say I'm ready, but let there

really be... some kind of horizon, of a plan, what happens
from today to tomorrow...”?

Chava describes the gap between her brother’s service provider
statements and performance.?” Even when operative decisions
are made, “they’re not being carried out, it’s slipping away, for a
million reasons... when there’s no plan, how can it happen.” 23
Yael sums up in clear words:

“I think if you listen to what we are both saying, we are ac-
tually saying personal treatment, a personal plan, for there
to be someone who will understand... Each person has dif-
ferent needs, and this is true even when they are young. I
think this becomes stronger when they grow old, because
old age is also added, and then there are also the problems
of old age in addition, which can be either health or physical
or mental problems or any, it becomes more complex, the
needs, and you have to make a personal adjustment here for
each one.”?’

Another more general point is the need for a clear and reli-
able point of contact for those living in the community. Social
workers within local authorities or rehabilitation services were
mentioned as official resources, yet they often lack adequate

253. Id.
254,  Id. at 18-19.
255.  Seeid. at19.

256. Id.
257.  Id.
258. Id.

259. Id.



NUMBER 2 AGING INDEPENDENTLY IN PLACE 489

solutions for the complex challenges of aging and disability.20
Tamar described her ambivalence toward rehabilitation services
that have little to offer her sister, and yet she clings to them:

“...it is clear to me that after my mom’s 120 years, I need...
some kind of connection to someone who can help me, alt-
hough they have nothing to offer.”2!

Tamar pointed out that people in out-of-home settings have
someone to turn to, an address, even if not a perfect one, that ac-
companies the family through the different stages.??> She con-
cludes by asking how people in the community can receive simi-
lar guidance and support.?® Participants also complained about
the lack of available and accessible information regarding rights
(“What does my brother deserve? Why is the information hid-
den?” (“Chava”)).2s* All these add to the frustration experienced
by family members, who feel alone at the front.265

Another issue repeated by participants is the lack of person-
nel in disability services—both professional (social workers, cli-
nicians, therapists) and at the level of care providers.2¢ The high
turnover, the lack of appropriate training and salaries, and the
workload were all mentioned as characteristics of the service
field in the community and out-of-home services.2”

Some participants described loneliness as a daily struggle
of their disabled family members.?6® People who live “in the com-
munity” but are alone have very little involvement in community
life and social circles other than family ones.? Ruthie even men-
tioned the fear of loneliness as a catalyst in her sister’s decision
to move to the institution:

“When she was in the hospital, I told her that I think she
should come home to be with a caregiver, to help her, and
that she shouldn’t go to an institution for the retarded. I told
her this in the most severe way. And so she told me, I'd
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rather be with the retarded than with four walls; I want peo-
ple; I don’t want to be at home. . .”?"°

To conclude this part, family members described the different as-
pects of living in the community as living in the void.?”* This re-
ality has direct consequences —family members fill the gap with
their time and money, pay an emotional price, and are often worn
out. Sometimes, this also leads to the only reasonable solution
from the perspective of families:

“That’s it, it happened this year...No matter how many con-
versations we had with him, he ultimately needs supervi-
sion; he cannot manage on his own. That's why we moved
him to a hostel, which seemed the most suitable setting.”
(Roni)?”2

b.  Living Out of Home

While the previous Part highlighted the voices of family
members whose relatives live at home, this Part shifts to those
whose relatives live out of home in congregated settings.”> Many
participants discussed the circumstances surrounding the move
of their family members.?”* Several shared similar stories of living
with or near their parents for many years, with the decision to
move to institutional housing often made as their parents aged
or passed away.?”” The need for a framework that can provide
care and replace parental support as caregivers age usually leads
to the decision to transition to out-of-home settings later in life.?’¢

Some participants described functional and mental decline
upon entering institutional settings.?”” For example, Meytal re-
counted her brother’s functional decline following his move from
a hostel to an institution.?”® Yaron lived in several group homes
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and then many years in a hostel until he had to move again to an
institution due to physical decline.?”” He passed away shortly af-
ter moving to the last institution.?®® Meytal described the price her
brother, Yaron, paid for changing places of living:

“...very hard to get used to changes, to new environment,
things were moved for him, he needs to re-locate...I mean,
it’s not just moving, it’s saying goodbye to the staff that
knows him, they all know him better than us, okay? Dress-
ing him, taking him to work every day, bathing him, and
there were also people on the team who worked there for
twenty years...so this was also a farewell from them. . .”?!

Or, for another example, Daniela’s mother moved to a new hostel
due to her physical health decline.?®? Further decline prompted
discussions about moving her again.?®* Daniela discussed the toll
these moves took on her mother:

“This moving around worsened her condition. The hostel it-
self is an excellent one, where she is today, but this move-
ment caused two things, both her ]ghysical deterioration and
also her mental deterioration. . .”%**

If we connect these points, we find that the “life story” of
people with disabilities growing old is crucial for understanding
their challenges of living in old age. Many first enter a house set-
ting in mid-life after years of living within their family’s care.?s
This transition is often challenging in itself. Moving to a setting
adapted for the needs of aging people with disabilities often
means, in practice, a shift towards a more institutional setting.2s¢
This transition typically comes with emotional costs, as individ-
uals struggle to adapt to a new environment in old age and cope
with the separation from what was their prior home.?” Transition
is complex, and we should consider these perspectives when dis-
cussing the different aspects of AIP.

Most participants whose family members with disabilities
reside in out-of-home settings expressed high satisfaction with
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these accommodations.?®® For instance, Avigail spoke positively
about her uncle’s experience in his hostel (“I'll do anything for
him to stay there”).?®® Similarly, Ruthie initially had reservations
about her sister entering an institution but now appreciates the
quality of care (“If I could rate it, it would be over one hundred
percent”).?0 Shimrit echoed this sentiment regarding her sister’s
hostel: “I'm completely satisfied with the hostel. She gets every-
thing she needs there and more.”?' Despite some constructive
criticism, most participants highly value the residential settings
for their family members, recognizing the peace and security
these places provide.??

However, a recurring concern among participants whose
family members live out of the home is whether these facilities
can adequately support their loved ones as they age.?*® Raffi, dis-
cussing his daughter, emphasized the importance of ensuring her
current apartment is adapted to her needs:

“As long as she has legs and can function, bathe, and so on,

she can stay in the independent group-home apartment. As

soon as God forbid, she gets to the point where she can’t take

care of herself, then, of course, there is a hostel... that is more

for people with nursing needs.”?*

Raffi wished things were different:

“.. I think she should stay in the same place, and the place

should adapt to her limitations...a path for a wheelchair, a

stairway rail, a special bathtub, other things, they should be

required.”*”

Participants shared varying experiences regarding staff ap-
proaches to accommodating aging tenants.? Some received as-
surances that the facility would adjust to their loved one’s

needs.?” Still, many were informed or implied that a move to a
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different facility might be necessary in the future.?® Meytal’s
brother lived for over thirty years in a hostel for persons with in-
tellectual disabilities.?®® From the moment he had a physical de-
cline and began using a wheelchair, a long process started, at the
end of which the staff informed his sisters that he had to find an-
other place.3® Eventually, he moved to another institution in an-
other city with new staff members and company.3"!

As we can see, there is an ongoing tension between main-
taining continuity in care settings and the potential obligation of
people to move to another framework due to the lack of accom-
modations and flexibility to meet their changing needs.3

Many participants viewed nursing homes or facilities for
older people as a last and least-wanted resort.?® These partici-
pants expressed a strong preference to avoid nursing homes,
seeking alternative solutions to ensure their family members do
not spend their final days in such settings.?** For example, Chava,
whose brother lives independently in the community, reflected:

“From my experience and according to what I know, people
who entered geriatric departments of nursing homes or hos-

pitals, not much time passed, and they simply passed

away.”%%

However, there are other voices. Cheli positively described her
uncle’s experience after moving to a nursing home that special-
izes in deafness:

“The institutional life that I tried to prevent him from reach-
ing for so many years today, I think, is good for him.”3%

In summary, family members of people living in out-of-
home settings are generally satisfied with these arrangements,
viewing these places as homes.?” Nevertheless, they express
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concern about whether these settings will continue to serve as a
home as their loved ones grow older.30%

C. Quantitative Research of Family Members and Persons
with Disabilities

1. THE STUDY

Our third study focused on a larger scale of aging persons
with disabilities and their family members to understand their
perspective on aging with disabilities.?® Throughout 2023-2024,
we conducted a quantitative online survey to excavate the per-
spectives of aging persons with disabilities and their family
members on four main issues regarding their experience of aging
with disabilities: identity regarding old age and disability, wills
and preferences, challenges and barriers, and quality of life and
satisfaction.?!® We will shortly describe the methodology of the
survey tool.’!! The survey was drafted based on the previous two
qualitative stages and the themes identified. Information on par-
ticipation, confidentiality, anonymity, researcher details, institu-
tional host, and opt-in were stated in the header.312

The questionnaire included six parts.?® It opened with de-
mographic data, then proceeded to explore the survey’s main fo-
cus: questions on needs, will, and preferences, as well as unique
intersectional perspectives.’'* The questions were mainly closed
questions with a five-point Likert scale.?’> An expert on simple
language drafted a simple language survey with fewer questions
and a shorter three-point scale for persons with developmental
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disabilities.*® We will focus on the findings related to the two rel-
evant themes of this Article—housing and autonomy —address-
ing first aging persons with disabilities, then family members,
and finally, persons aging with developmental disabilities.*”

2. MAIN FINDINGS

a. Aging Persons with Disabilities’ Views?*!®

Our study’s first group of respondents consisted of a di-
verse spectrum of older adults with disabilities (95 in total).3
Their ages ranged from 45 to 79 (average was 61), encompassing
various types and severities of disabilities (21% developmental
disability, 21% physical disability with long-term treatment
(LTT) support, 20% physical disability without LTT support, 18%
hearing or visual disabilities, 13% psychosocial disability, 5%
other) with onset occurring from birth to mid-life.?* The sample
included 53% women and 47% men, 66% Jewish participants, and
34% Arab participants, encompassing a broad demographic
mix.??! Family statuses varied, encompassing married, single, di-
vorced, and widowed individuals, some with children and some
under guardianship.?? Most respondents resided in community
settings (86%), and only a minority in out-of-home settings.?2 Of
the majority living at home, 72% live with family members, 23%
live alone, and 5% live with others (including assisted living ar-
rangements).3

The forthcoming findings reveal a strong preference among
people with disabilities for aging in familiar settings and main-
taining independence in decision-making.??> Most respondents
expressed high satisfaction with their current living arrange-
ments and a desire to continue living in their current homes as
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they age.?? There is significant agreement that individuals with
disabilities should age in the place they have lived most of their
lives rather than moving to specialized care settings.3?” The find-
ings also highlight varying degrees of independence in decision-
making, with the majority feeling they have significant auton-
omy, though a notable minority reported limited control. We will
elaborate on these findings.??

When asked to what extent they are satisfied with where
they live, 66% stated they were satisfied “to a great extent” or
“very much,” and 16% expressed low satisfaction.’? When asked
if they would like to continue living where they live now, 72%
answered “yes,” and 22% answered “no.”3 Moreover, 77% said
they would prefer to live in their own home in old age, while 15%
responded they would like to live in an out-of-home setting (8%
other).31

When asked to rate their agreement with the following
statement: “People with disabilities should move in their old age
from where they lived to a special setting that knows how to take
care of them,” 49% disagreed or strongly disagreed.?32 In compar-
ison, 23% agreed or strongly agreed.3* When asked to rate their
agreement with the statement: “People with disabilities should
grow old in the place where they lived most of their lives,” 63%
agreed or strongly agreed, while 11% disagreed or strongly disa-
greed.3

Regarding independence in decision-making and auton-
omy, 60% of the respondents reported making decisions about
their own lives to a significant or considerable degree, whereas
21% indicated making decisions to a minimal extent.33

Finally, in answer to the question, “Who would you like to
receive support and assistance services from when you get old,”
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14% stated that they would prefer assistance from services given
to people with disabilities, 7% preferred assistance from services
provided to older persons, 52% from both or either kind of ser-
vices, and 20% from general services.33

b.  Family Members of Aging Persons with Disabilities” views

The second group of respondents were family members,
comprising siblings (34%), children (24%), spouses (18%), or par-
ents (17%) of people aging with disabilities (59 in total).?*” Their
ages ranged from twenty-four to eighty-five, while their family
members with disabilities” ages ranged from forty-five to eighty-
five (an average of sixty-four).?® Most respondents were family
members of individuals with developmental disability (40%) and
psychosocial disability (35%), and the rest were persons with sen-
sory and physical disabilities.?® Additional demographic varia-
bles included gender (78% women), age of onset (30% at birth,
27% in childhood, 25% in adulthood between nineteen and forty
years old, and 17% in midlife after the age of forty), and ethnicity
(62% Jewish and 38% Arab).3® In the family survey, there was a
greater representation of people living out-of-home (29%) and
still a majority (71%) living at home.3*! Of those living at home,
71% live with family members, 21% live alone, and 7% live with
others (including assisted living arrangements).34

The findings reveal a clear preference among family mem-
bers for AIP, with the majority supporting the idea that people
with disabilities should grow old in their current homes.34* The
majority of respondents (76%) were satisfied to a great extent or
very much with the place of residence of their family member,
while 12% expressed low satisfaction.?** Most respondents (85%)
indicated that they would like their family members to continue
living where they currently live, while 15% preferred a change in
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setting.3> When asked where they would like their family mem-
ber to live when they grow old, 61% answered at home, while
39% preferred their family member to grow old in an out-of-
home setting.34

When asked to rate their agreement with the following
statement: “In their old age, people with disabilities should move
from where they lived to a special setting that knows how to take
care of them,” 64% disagreed or strongly disagreed.3*” In compar-
ison, 17% agreed or strongly agreed.3*$ A majority of 73% of re-
spondents agreed or strongly agreed with the statement: “People
with disabilities should grow old in the place where they lived
most of their lives,” while only 6% disagreed or strongly disa-
greed.?®

Regarding the level of independence in decision-making,
39% of the respondents answered that their family members
make decisions over their own lives to a significant or considera-
ble degree, whereas 42% answered that their family members
make decisions only to a minimal extent.35

The representation of two groups within the respondents —
families of persons living in the community and families of per-
sons living in out-of-home settings—enabled us to compare both
groups and search for significant associations with other categor-
ical variables. We found several significant differences relevant
to our discussion on Independent Living and institutionalization.

First, we observed significant differences in the frequency
of interactions between respondents and their family members
with a disability based on whether their family members lived
within the community or out of the home.?! Interaction fre-
quency with family members was categorized as high (several
times a week), medium (several times a month), or low (once a
month or less).?? These differences were assessed using the Chi-
Square test. The frequency of visits was higher among
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individuals living in the community.®® The table below illus-
trates the distribution of encounter frequencies according to res-
idence type.*™

TABLE 2

Place of Frequency of visits
livi
ving High Medium Low frequency

frequency frequency

Resp. | % Resp. | % Resp. | %
Out-of-home | 1 59% | 10 58.8% | 6 35.3%
setting
At home 27 64.3% | 9 21.4% | 6 14.3%
Significance | significant differences (P<0.001)
of differences

Next, we found significant differences in the quality of re-
lationships. The degree of self-reported closeness with the family
member with a disability was categorized into three levels: very
high (score 5), medium-high (score 4-4.5), and medium and be-
low (score 3.5 and below).® Differences between the two types
of residence were assessed using the Chi-Square test. The level of
familiarity was found to be higher in cases where the residence is
at home.%* The table below presents the distribution of closeness
levels:

TABLE 3

Place of living Level of closeness

Very high Medium-high | Medium and below

Resp. | % Resp. | % Resp. | %
Out-of-home 3 17.7% | 10 58.8% | 4 23.5%
setting
At home 28 66.7% | 8 19.1% | 6 14.3%
Significance of | significant differences (P<0.001)
differences

There are many similarities between the responses of aging
persons with disabilities and their family members, as shown in
Table 4.37 Regarding AIP, their answers are largely aligned.
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However, one notable difference emerges in decision-making,
where people with disabilities reported a significantly higher
level of independence compared to the responses of family mem-
bers (sixth question).35

TABLE 4
Question Persons with Family
disabilities members
Satisfaction from current place of | 66% high 76% high
living 16% low 12% low
Do you want to continue living in | 72% yes 85% yes
the same place 22% no 15% no
Preferable place of living in old 77% at home 61% at home
age 15% out of home | 39% out of
home
People with disabilities should 23% agree 17% agree
move in their old age from the 49% disagree 64% disagree
place where they lived to a special
setting that knows how to take
care of them
People with disabilities should 63% agree 73% agree
grow old in the place where they 11% disagree 6% disagree
lived most of their lives
Level of independence in deci- 60% significant 39% signifi-
sion-making (the extent to which 21% not cant
individuals make decisions about | significant 42% not
their own lives) significant
Service provider in old age 52% both/either 56% both/ei-
20% general ther
14% disability 20% general
7% older persons | 15% disability
7% older
persons

c.  Aging Persons with Developmental Disabilities’ Views

A unique aspect of the survey was our effort to amplify the
voices of persons with developmental disabilities, which are of-
ten overlooked. The third group in this survey comprises indi-
viduals with developmental disabilities.? Twenty-two partici-
pants completed the simplified-language survey, and their
responses were analyzed alongside those of sixteen individuals
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with developmental disabilities who completed the general sur-
vey for people with disabilities, resulting in thirty-eight re-
sponses.®® The simplified survey was shorter and included only
four questions related to place of living and decision-making, as
well as a 1-3 scale.3¢!

The age of the respondents ranged from fifty to eighty (av-
erage was 61), encompassing various levels of disability (21% se-
vere, 8% moderate, 68% mild), mostly from birth (76%) but also
from childhood (23%).3%2 Most of the respondents are single
(79%), without children (89%), and with guardianship (89%).%¢

In contrast to the first group of respondents, which com-
prised a wide range of disabilities, most respondents with devel-
opmental disabilities live out-of-home (66%), and a minority
(34%) live at home.3%* According to our survey, a majority of 79%
were satisfied with their place of living, 10% were partially satis-
fied, and 10% were unsatisfied.> When asked whether they
agree with the sentence “people with disabilities should grow old
where they lived most of their lives,” 60% answered “yes,” 24%
answered “no,” and 16% agreed partially.3*® When asked where
they would want to live when they grow old, most answered:
“Stay in the same place.”??” Notably, this same answer was given
by persons living at home (83%) and persons living out of home
(96%).38 Most respondents wanted to age in place; however, this
“place” encompassed a variety of locations, including homes in
the community and institutional settings.’® However, when
asked whether they make decisions regarding their life, 66% an-
swered “no,” 31% answered “yes,” and 3% answered “par-
tially.”370
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VII. Integrative Discussion

The following is an integrative discussion encompassing all
three sections of our study. The outcomes of our empirical re-
search enable us to go back to the basics of AIP and Independent
Living, as presented in the earlier parts of this Article’”?, and elab-
orate on their meanings by infusing the perspectives of aging per-
sons with disabilities and their family members. The integration
of the conceptual analyses along with empirical findings yielded
two key insights. The first introduces a novel reading of the core
elements of Independent Living and AIP, including home, inde-
pendence, community, and support. The second offers a new
way to conceptualize the relationship between Independent Liv-
ing and AIP as similar, complementary, contradictory, or hierar-
chical. Together, these insights lay the groundwork for a new in-
tegrative framework that we identify and coin as Independent
Aging in Place. We argue that this novel concept should replace
Independent Living and AIP’s existing distinct conceptual frame-
works.

A. Insight 1: How Core Concepts of Independent Living and
AIP are Reflected in Real-Life

In Section IV, we identified four main shared elements of
AIP and Independent Living: home, independence, community,
and support.?”? In this Section, we delve into each element and
use our empirical findings to infuse it with a new meaning.

1. HOME

Both AIP and Independent Living state that people should
live in a home, preferably their own. This “home” axiom corre-
lates with some of our findings: most participants preferred to
continue to live in the same place, preferred living at home in old
age, and disagreed with the statement that people with disabili-
ties should move to a special setting when they grow old.’”
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Overall, we identified a strong call for living at home.?* How-
ever, a not-so-small minority (11-22%, depending on the ques-
tion) expressed other wishes, such as moving out of one’s place
and receiving a more appropriate housing solution or remaining
in one’s place even if it is an institutional setting.37

Our findings suggest a seeming contradiction, possibly un-
dermining not only the predominant understanding of what
home means but also the disability-based human rights approach
to housing and the struggle for deinstitutionalization.”¢ Our ex-
planation of these seemingly undermining findings suggests
paying attention to the unique obstacles and barriers faced by ag-
ing persons with disabilities and their impact on the notion of
“home” and the existing gap between home as an ideal and as a
reality.

Our first contention is that aging people with disabilities
want to stay in their homes but may fear doing so. The many
challenges of living at home, including physical, psychological,
social, and financial barriers, complicate the “home alone” op-
tion.3”” Our interviews revealed that unlike nondisabled people,
persons with disabilities living at home are challenged with eco-
nomic issues, inaccessibility, lack of support, and inadequate ser-
vices.?”® Many had to go through legal, bureaucratic, and emo-
tional struggles to leave their parents’ home and find their
place.3” The new challenges that old age involves, such as finding
a more accessible home or managing more intense personal care,
are daunting and may amount to one challenge too much.3%

Moreover, our findings suggest that the definition of
“home” is more dynamic and open than it may seem, lacking a
unified agreed-upon content. For example, a vast majority of per-
sons with developmental disabilities in our quantitative study,
living in institutional care, said they wish to remain in their
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current setting and “age in place” there.?®' Family members of
persons living out-of-home were furious at the attempts to move
their loved ones to other settings, explaining that the current
group home, hostel, or institution is their family member’s home
for life.382 Therefore, the word “home” seems to describe any
place where one lives, including institutional care. And so, the
notion of aging in place expands too, to include, under the conven-
tional understanding of aging in one’s home and community, the
option of growing old in the hostel one has been living in for the
last few years.

A third challenge to the classic understanding of “home” in
AIP is that many persons with disabilities do not have one. Many
people lived at their parent’s home and then moved to different
settings, sometimes several settings throughout their lives.’?
Consequently, people living out-of-home have varied relation-
ships with their families” homes.3¥* Some regard their families’
homes —sometimes homes they have never lived in but only vis-
ited on weekends—as their home.?> Others are less connected to
their families after moving to a segregated setting.38 We saw that
families of people in institutional care report a lower frequency
of interactions and familiarity.’” Being far from family leaves
many persons with disabilities without a home outside their res-
idential setting.388

A related theme was regarding transitions and the instabil-
ity of living arrangements.®* The request to stay in the current
setting is not always connected to the AIP philosophy but rather

381. TOLUB & DORON, RESEARCH ON THE PERCEPTIONS, supra note 186,
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SR] (last visited Sep. 2, 2025).
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due to the fatigue from the frequent transitions in people’s lives
from place to place.’® Many people and family members talked
more about AIP without further transition and less about AIP in
one’s home.*!

Finally, we heard a clear voice from three out-of-home res-
idents who wanted to move to their own homes in the qualitative
interviews.?? Some acknowledge the difficulties of such a move
but still dream of it.3 This is a theme that needs to be further
researched. However, it also emphasizes the unique meaning of
“home” in aging with disabilities context.?** None of the three
have a home to return to or even a community they belong to.3%
The meaning of home in their context is mostly not living in a
congregated living arrangement, “even a small room, quietly,
alone, with myself” in some corner, as Aliza asked in tears.3%

It is hard to compare Bela, who has lived most of her adult
years in the same home in which she grew her children and in
the community where she was a political activist, to Daniela’s
mother, who has moved several houses and then hostels
throughout her life, with very little connection to any community
in the last decades.?*” Clearly, for some people with disabilities,
there’s no place like home, but for others, there is no place that is
home.

2. INDEPENDENCE

The concepts of independence and autonomy in decision-
making were critical underlying themes in all three research
studies. Specifically, the qualitative study highlighted significant
differences between aging persons with disabilities and family
members’ answers regarding how much they make decisions

390. See TOLUB & DORON, RESEARCH FINDINGS REPORT 4, supra note
224, at 11.
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about their lives.?8 Persons with disabilities” self-reports revealed
a majority, 60%, who experience a significant level of decision-
making.? In comparison, only 39% of family members perceived
their relatives as having such a significant decision-making
level.#0 This difference calls for further explanation.

Our first explanation lies in the participants’” profiles. Most
people aging with disabilities were people with physical or psy-
chosocial disabilities living in the community.®' Most family
members were people with developmental or psychosocial disa-
bility, many of whom lived out-of-home.*> When focusing on
persons with developmental disabilities’ responses to the survey,
their answers are closer to those of family members—66% an-
swered that they do not make decisions over their lives.4?

A second possible explanation is rooted in the different val-
ues attributed to decision-making and autonomy in disabled per-
sons’ lives. While autonomy did not stand out in family member
interviews, it was a central theme for persons with disabilities.**
Ronen’s statement that his ability to choose and his autonomy are
the last things he is willing to surrender echoes many partici-
pants’ perspectives.4> We contend that the emphasis on auton-
omy is closely related to the lived experience of persons with dis-
abilities. Specifically, their decision capacity and even
personhood have been questioned from birth, and their denial
has left them vulnerable.

Hence, the fight for Independent Living has been a fight for
personhood. Aging persons with disabilities know how hard
they worked, and are still working, to earn their autonomy, and
how easily it can be stripped away from them when they are
older. In our view, the insistence of most participants to maintain
their ability to make decisions in their lives as they grow old is an
insistence to value their autonomy and protect it from abuse. On
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the other hand, parents and family members may prioritize
safety and physical well-being, potentially placing less emphasis
on autonomy and personal choice.

Finally, a consistent finding throughout the research was
the inadequacy, and even void, of housing options for aging per-
sons with disabilities, as voiced especially by family members. 406
People aging with disabilities fall through the cracks, face lacking
or irrelevant housing solutions, have no address to turn to, and
meet time and again the incompetence of professionals and the
fragmentation of service systems.*” They often have no opportu-
nities to choose from and very little range of options to exercise
their autonomy.*% The reality of many people living at home with
little choice is a reminder of the need to back independence with
support services, accessible communities, and feasible options.*”

3. COMMUNITY

Loneliness was a recurrent theme in the qualitative re-
search.*® The preliminary low level of community participation,
aging parents, and the shrinking of social networks leave many
people with a lonely life.4!! Loneliness was one of the reasons
family members preferred out-of-home settings with other per-
sons with disabilities.#? The lack of meaningful inclusion in the
community is, for many people with disabilities, the starting
point of aging with disabilities.*'* The compulsion to move to an-
other city to find affordable housing and the frequent transitions
between settings and facilities leave many people without a real
connection to any community.*** Thus, even people who age in
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place and maintain a high level of autonomy often have very few
meaningful connections.*!>

Therefore, the community challenge for aging persons with
disabilities is not always to keep past connections strong but ra-
ther often to create new ones in old age.*'¢ While other people
may find comfort in a small circle of family and friends, people
aging with disabilities do not always have children, close family
ties, or friends to enter old age with.4”

4. SUPPORT

Finally, adequate and relevant support is essential for pro-
moting AIP and Independent Living.#'® Yet ample research
demonstrates the lack of support both in the context of disability
and old age.#"” This Article further shows that aging persons with
disabilities face an even greater shortage of services due to the
structural split in the designated system for each distinct group,
leaving those at the intersection with too little support.#0 The
void described by so many participants is often explained as the
outcome of limited resources.#! Still, we contend that it is also a
result of two separate systems that are not designed to serve per-
sons who are both with disabilities and in old age. This systemic
gap and the theoretical gap described earlier translate into inap-
propriate support.422

When asked about the desired title of those much-needed
services, most respondents, both people and families, answered
“either or both” or any “general” service.*?® As we can see, people
are indifferent to the title of the service.** They want the essence
of the desired service, such as help with managing their home,
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416. Id.
417. Id.

418. See TOLUB & DORON, RESEARCH FINDINGS REPORT 4, supra note
224’4alt9?. See TOLUB & DORON, RESEARCH FINDINGS REPORT 7, supra note
184'4azt0? TOLUB & DORON, RESEARCH FINDINGS REPORT 4, supra note 224,
o1 u

422, Id.
423. See id.

424,  Seeid.



NUMBER 2 AGING INDEPENDENTLY IN PLACE 509

handling their budget, participating in leisure activities, meeting
their mobility needs, exercising their rights, making decisions, al-
leviating loneliness, and building new relationships.**> The broad
consensus against public nursing homes as a form of support is a
reminder of the kind of support people want to receive: person-
alized, respectful of privacy, holistic, and so forth; the type of
support that enables people to fulfill the three components of AIP
and Independent Living: living in a home, independently, and
connected to one’s community.*¢

B. Insight 2: Mapping the Relationships between
Independent Living and AIP

The second insight that emerges from our combined con-
ceptual and empirical analysis and empirical study concerns the
various relationship forms between Independent Living and AIP.
Our analysis identifies four approaches to describe this relation-
ship: similar, complementary, contradictory, and hierarchical. As
we immediately show, each approach has its advantages and dis-
advantages. The following Section will present a new integrated
concept that can replace AIP and Independent Living.

1. THE SIMILARITY APPROACH

AIP and Independent Living are similar in many aspects.
Both call for Independent Living in the community with support
that enables people to live in their homes and have meaningful
relationships.*?” Although developed separately, they function
similarly as foundational pillars in disability and gerontology,
emphasizing the importance of belonging, independence, and
dignified housing for every individual, regardless of their condi-
tion.#?® Both concepts are also implemented in similar policy ini-
tiatives, sometimes as in post-Olmstead initiatives and the work
of the Administration for Community Living and Aging and

425.  TOLUB & DORON, RESEARCH FINDINGS REPORT 7, supra note 184,
at 4.

426. TOLUB & DORON, RESEARCH FINDINGS REPORT 4, supra note 224,
at 3.

427.  Rodgers, Ramadhani & Harris, supra note 81, at 9; Tarrant, supra
note 31.

428.  Rodgers, Ramadhani & Harris, supra note 81, at 9; Tarrant, supra
note 31.
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Disability Resource Centers.*® They are promoted together as
part of a de-institutional and community living policy for older
persons and persons with disabilities.** Highlighting the similar-
ities between AIP and IL helps to bridge the often artificial divide
between the majority of individuals, who will eventually age into
disability, and the smaller group of people aging with pre-exist-
ing disabilities. This can help mainstream disabilities” and older
persons’ rights into a general human rights approach that
acknowledges every person’s right to AIP and live inde-
pendently.

The similarity approach can be a helpful tool to bridge the
current gaps between disability and gerontology. Putting them
both under a shared umbrella of principles can help create a dia-
logue between experts, service providers, and other stakehold-
ers. This perspective also underscores why, ultimately, individu-
als should be able to receive services from any provider,
regardless of categorical distinctions. The separate labels and
classifications of gerontology and disability can be understood as
historical and formalistic constructs; at their core, people are peo-
ple, and their needs are fundamentally similar, irrespective of the
labels assigned to them.#3!

2. THE COMPLEMENTARY APPROACH

While a similarity-based approach highlights shared ele-
ments, it risks overlooking each concept’s unique strengths and
distinct contributions. Therefore, another way to conceptualize
the relationship between AIP and Independent Living is by see-
ing them as complementary. This enables us to emphasize each
principle’s core elements— AIP focuses on location (where one
lives), while Independent Living emphasizes independence (how
one lives).#2 This highlights the added value of each concept and
prevents its differences from being blurred. For instance, the lack
of a stable and lifelong home for many persons with disabilities
is more apparent when viewed through the lens of AIP than

429.  Basas, supra note 35, at 668.

430.  Bigonnesse & Chaudhury, supra note 65, at 235.

431.  See Abberley, supra note 25, at 13.
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note 25, at 48.
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Independent Living.*®* Similarly, the lack of choice and auton-
omy for a person aging in their home may be overlooked when
focusing solely on AIP.4 Recognizing AIP and Independent Liv-
ing’s complementary nature, we can address these distinct yet in-
terconnected challenges more effectively.

The complementary approach also highlights each con-
cept’s unique contributions to the other. Greater autonomy and
choice empower individuals to live in the community and their
homes; thus, Independent Living leads to AIP.4% Similarly, as
more people age at home, they can enjoy enhanced autonomy
and choices compared to the limited options available in institu-
tional care;*¢ thus, AIP strengthens Independent Living.

This perspective can also pave the way for bridging efforts
between gerontology and disability disciplines. While these per-
spectives are not identical, they are complementary, each bring-
ing distinct expertise that enriches the other.#” Aging persons
with disabilities benefit from receiving services informed by both
gerontology and disability experts, as each field offers unique
added value.®® Gerontology provides a deep understanding of
aging processes and the specific needs of older adults.*® At the
same time, the disability perspective emphasizes autonomy and
inclusion and an understanding of the evolving nature of disabil-
ity across a person’s lifespan.# Together, these fields create a
more comprehensive and holistic framework, constructing a big-
ger picture that better serves the diverse needs of aging people
with disabilities.
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3. THE CONTRADICTORY APPROACH

The first two approaches began with the harmonious prem-
ise that there is similarity and complementarity between AIP and
Independent Living.*! However, these perspectives tell only part
of the story. As highlighted throughout this Article, AIP and In-
dependent Living are not simply synergistic; there are inherent
tensions and conflicts between the two principles.*? Adopting an
approach that emphasizes these tensions can provide a more nu-
anced understanding of their relationship and their challenges in
practice.

According to the contradictory approach, AIP and Inde-
pendent Living are the tip of two icebergs founded on different
philosophies, histories, discriminatory practices, demographics,
sociologies, and dreams. These differences create inevitable ten-
sion between the two concepts.

For example, how should we understand the case of a per-
son AIP within a close-knit family network that provides support
but also makes decisions on their behalf? What happens when, as
Judith Heumann uncomfortably described in her quote in Section
V, 43 people exercise their autonomy by moving away from their
lifelong community into private, segregated settings for older
persons?

We must also ask: how should we address family members’
opposition to deinstitutionalization, especially when AIP is in-
voked to legitimize institutional life? And finally, how can AIP
meaningfully apply to people with disabilities who may not have
a place of their own?

AIP and Independent Living are often used rhetorically to
justify almost every “trick” in the book.## Institutional and seg-
regated settings are justified as peer group communities;** sub-
stitute decision-making such as guardianship is described as a
supportive measure that can promote person-centered
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philosophy;*¢ Independent Living and AIP are criticized for in-
creasing social isolation and loneliness, therefore justifying con-
gregated living; the loneliness of persons with disabilities is war-
ranted as a manifestation of autonomy.*” AIP and Independent
Living are sometimes tokenized and lose their original powerful
meaning.

The upside of the contradictory approach lies in its bold ac-
knowledgment of the “messy” and complex realities of people’s
lived experiences. AIP does not always align with Independent
Living, and Independent Living is not always rooted in one’s life-
long place. These tensions highlight the need for a nuanced dis-
cussion and careful evaluation of the strengths and limitations of
each concept, ultimately driving the development of solutions
that integrate the diverse perspectives of both frameworks.

4. THE HIERARCHICAL APPROACH

After recognizing their tensions and contradictions, a
fourth way to define the relationship between AIP and Independ-
ent Living is by framing it as a hierarchy. For instance, one might
argue that aging persons with disabilities have a lifelong disabil-
ity identity that takes precedence, both chronologically and in
significance, over their identity as older adults. From this per-
spective, Independent Living is the guiding thread that connects
all stages of life, from childhood to old age. Just as inclusive edu-
cation embodies Independent Living during childhood, AIP be-
comes an expression of Independent Living in later life, position-
ing AIP to support Independent Living.*$

Conversely, others might argue that AIP is the leading con-
cept in old age, relevant to individuals both with and without
disabilities. Since segregated assisted living facilities are widely
recognized as a form of AIP,* other types of segregated and
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institutional settings could also be considered legitimate for ag-
ing persons with disabilities. From this perspective, Independent
Living has become a tool in the service of AIP, aimed at maxim-
izing individuals’ autonomy and choice within institutional
frameworks.

The advantage of the hierarchical approach lies in its ability
to provide a clear vision of the desirable social reality we aim to
achieve. By recognizing the inherent tensions between AIP and
Independent Living and setting clear priorities within these ten-
sions, this approach helps navigate the complex challenges indi-
viduals face at the intersection of aging and disability. Addition-
ally, it offers a framework for resolving the systemic gap
addressed in Section V.40 If the hierarchy prioritizes gerontology,
gerontology services must broaden their scope to serve aging
persons with disabilities inclusively. Conversely, if disability is
recognized as the primary identity, disability services should
adapt to meet the unique needs of aging individuals with disa-
bilities.

C. Aging Independently in Place —Proposing a New
Concept

Our discussion highlights the potential richness of an inte-
grated approach to AIP and Independent Living. In our first in-
sight, we explored how the four core concepts of Independent
Living and AIP —particularly “home,” central to the AIP tradi-
tion, and “independence,” central to the Independent Living tra-
dition—gain depth and complexity when contextualized within
the lived realities of aging persons with disabilities.*' These con-
cepts acquire unique meanings and challenges when viewed
through the lens of aging with disabilities. In our second insight,
we examined four distinct ways to conceptualize the relationship
between Independent Living and AIP.#? Each perspective offers
valuable insights but falls short of capturing the full nuance pro-
vided by the others, underscoring the need for a more integrative
and comprehensive approach.

450.  See supra Section V.
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This leads us to our third and central insight. It is time to
rethink these relationships by proposing a new and integrated
concept: one which, on the one hand, proposes a new construc-
tion to the inter-relationships and, two, suggests a more compre-
hensive framework for addressing the human rights needs of ag-
ing persons with disabilities. In the following, we first present the
idea of intersectionality that underlies our proposal and then in-
troduce the new concept of aging independently in place.

1. INTERSECTIONALITY

The term “intersectionality,” coined by Kimberlé Crenshaw
within the context of gender and race, describes the overlapping
forms of discrimination experienced by marginalized individuals
or groups® Crenshaw argued that understanding the experi-
ences of black women requires acknowledging their dual identi-
ties as women and as African Americans and understanding the
intersecting prejudices based on race and gender, leading to a
specific overlap of discrimination and disadvantage.** Further-
more, Crenshaw asserted that existing legal and social frame-
works, which treat racial and gender discrimination as separate
issues, fail to address or mitigate these combined forms of dis-
crimination effectively.*> Over the past three decades, intersec-
tionality has evolved from its origins in black feminism to encom-
pass other intersectional identities (sexual orientation, class,
disability, etc.) in a wide range of settings (health, poverty, vio-
lence, etc.) and disciplines (sociology, ethnic studies, political sci-
ence, etc.).*® The intersectionality project is relevant in our con-
text of aging persons with disabilities.

Collins suggests three aspects of intersectionality: as a field
of research, as an activist strategy, and as an approach
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(methodology).*” We will apply these three aspects to our con-
text. The field of study here is the dual identity and, therefore,
dual vulnerability of persons who are both aging and with a dis-
ability. As an activist strategy, intersectionality can present a call
for cooperation and coalition building between both fields of dis-
ability and gerontology to address the common issues and chal-
lenges.*8 The intersectionality approach provides an analytical
framework for understanding categorical relationships.* In our
context, it conceptualizes the intersectional relationship between
the two categories of Independent Living and AIP, offering a per-
spective on how these concepts interact and overlap.*® The inter-
sectional approach does not reduce itself to a similar-different bi-
nary relationship.%' It seeks to find the different points of
connections and tensions and understand their consequences on
the daily experience of people who are aging with disability.4¢2
With this foundation, we now articulate and further develop this
intersectional approach.

2. AGING INDEPENDENTLY IN PLACE

AIP and Independent Living have an intersectional rela-
tionship. In many cases, they operate independently, such as in
the context of people aging without disabilities or young persons
with disabilities.> However, they also exhibit similarities, partic-
ularly in their core elements and prominence as policy goals.** In
the context of aging with disability, they complement and con-
tradict each other in various ways. Framing the relationship as
intersectional is accepting its complex nature and insisting on
both concepts’ contribution to promoting the rights of aging
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persons with disabilities. Intersecting identities leads to intersect-
ing philosophies, principles, and goals. The hierarchy between
them is temporal and circumstantial. People aging with disabili-
ties have a right to live independently like all persons with disa-
bilities and a right to age in place like all older persons. Intersec-
tional relationship is, therefore, from our perspective, the most
accurate and inclusive definition of the relationship between AIP
and Independent Living.

Our proposal to promote an intersectional concept of AIP
and IL in the context of aging with disabilities includes a new
term: Aging Independently in Place (AIIP). By adding a second
“1” to AIP, AIIP places the idea of Independent Living at the heart
of AIP. This new term emphasizes the relationship of both terms,
which are adjacent (AIP+ Independent Living) and intertwined
(AIIP) and acknowledges Independent Living as the core concept
of any policy regarding persons with disabilities. AIIP includes
four main concepts that interact and intersect in various ways:
1) Place—recognizing the right to live in one’s home and not in
an institutional setting. 2) Independence —recognizing the auton-
omy and personhood of all persons with disabilities at any age.
3) Community —the “I” of “In” reminds us that “place” and “in-
dependence” need to be exercised in the community and not in
an out-of-home facility or an isolated and lonely home solution.
4) Support—recognizing that aging persons with disabilities
have a right to support to fulfill the prior three elements.

There are several advantages to coining a new term. First,
this term does not “belong” to either the disability world or the
gerontology one, nor any of their separate histories. It is a new
concept that acknowledges the rich and nuanced diversities
within disability and older age. Second, it moves forward from
the single-dimensional perspective that sees people as either with
a disability or older persons. This new principle is built upon an
understanding that people are not only with disabilities or only
old. There are many things at once. They have a lifelong relation-
ship with their home and community and struggle for independ-
ence and autonomy. This new term recognizes the complexity,
diversity, and intersectionality of people of older age and disabil-
ity. It makes space for people who have found themselves home-
less in the classic divide between disability services and old-age
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services, between deinstitutionalized practice and segregated so-
lutions for older people.

Independent Living does not appreciate the need for choice
when growing old between a range of segregated out-of-home
services. AIP does not recognize the histories of aging persons
with disabilities who never had a home and a place of their own
to belong.*> Therefore, AIIP is a concept that acknowledges the
multidimensionality and non-binarity of aging with disability. It
recognizes the multifaceted aspects of aging with disability and
encompasses the four dimensions between AIP and Independent
Living —similar, complementary, contradictory, and hierar-
chical.

AIIP can serve as a reminder of the complex relationship
between place and independence. One can have a place of their
own with no autonomy, one can be out-of-place in an AFL with
increased independence, one can be stripped away from both (in
an institution), and one can ideally have both, living in one’s
place with choice and control.

This intersectional principle also invites us to encompass
both disability and gerontology perspectives. A disability per-
spective is more ideologically driven, aiming for an ideal solution
of both place and independence. In contrast, a gerontology per-
spective is more practical, aiming for the best solution possible,
even if that means making compromises in an out-of-home set-
ting.4¢ A disability perspective gives more weight to the individ-
ual’s needs and rights, while the gerontology perspective consid-
ers family members’ perspectives.4”

Finally, the intersectional principle of AIIP is a reminder
that every rule has its exceptions. Independent Living is a radical
and fundamental principle in the disability world. Still, when
people who are 70 years old are tired of independence and prefer
to lean on segregated support, we should acknowledge their will.
AIP is based on life-long participation in community life.%8 Still,
when people who are aging with disability state their will to

465.  See Barati, Khoddam & Modanloo, supra note 73, at 8.

466.  See Pynoos, Nishita, Cicero & Caraviello, supra note 67, at 86.

467.  Seeid. at79; see McGrath, Rudman, Polgar, Spafford & Trentham,
supra note 148, at 2.

468.  Ratnayake, Lukas, Brathwaite, Neave & Henry, supra note 69.



NUMBER 2 AGING INDEPENDENTLY IN PLACE 519

leave their life-long “segregated community” and enter the final
phase of their lives in a home of their own, we should respect
their wishes. AIIP obligates us to hold the rope from both ends
and adjust policies and services to the needs and wishes of people
aging with disabilities.

VIII. Conclusion

This Article explores the intersection of AIP and Independ-
ent Living, two distinct but complementary concepts. Both
frameworks emphasize autonomy, community integration, and
dignity, but our analysis has revealed critical theoretical and
practical gaps.*® AIP focuses on maintaining one’s connection to
familiar environments as one ages, while Independent Living
prioritizes self-determination and independence, often advocat-
ing for deinstitutionalization regardless of location.* This diver-
gence presents challenges for those at the intersection of age and
disabilities and who are influenced by both concepts.*!

Our empirical research highlights the many obstacles faced
by individuals aging with disabilities.#”? While many participants
expressed a strong desire to age at home, the realities of financial
constraints, accessibility issues, and social isolation often com-
promise their ability.#”> Family members, who frequently shoul-
der the burden of caregiving, also reported significant challenges
due to the void within services that address both aging and disa-
bility.#”* Our research demonstrates that although current legal
frameworks such as the Americans with Disabilities Act (ADA)
and the Convention on the Rights of Persons with Disabilities
(CRPD) have made progress in promoting independence and
community integration, these systems remain fragmented and

469.  See supra Section V.

470.  Forsyth & Molinsky, supra note 2, at 8; Tarrant, supra note 31, at
56.

471.  See supra Section VIL.C.2.

472.  See supra Section VII.

473.  TOLUB & DORON, RESEARCH FINDINGS REPORT 7, supra note 184,
at4.

474.  TOLUB & DORON, RESEARCH FINDINGS REPORT 4, supra note 224,
at9.
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insufficiently responsive to the intersectional needs of aging in-
dividuals with disabilities.*”

The concept of Aging Independently in Place (AIIP), pro-
posed in this Article, offers a potential solution by addressing the
complex relationship of both concepts. Moving forward, policy-
makers and advocates should explore how this combined model
can be implemented effectively across various legal and social
systems. Expanding home and community-based services, en-
suring affordable and accessible housing, and developing com-
prehensive social support networks will be crucial steps in
achieving this vision.

Further research is needed to explore how the AIIP frame-
work can be applied across diverse populations and settings, in-
cluding aging persons with disabilities. Additionally, an inte-
grated AIIP model in policy and legislation is needed to tailor the
model to specific legal and social contexts. One of the most criti-
cal applications of this model can be in the drafting of the UN
Convention for the Rights of Older Persons (CROP). Our model
suggests acknowledging the intersection of gerontology and dis-
abilities and the CRPD and the future CROP.

The harmonization of AIP and Independent Living is not
just an academic exercise; it is a critical step toward creating a
more inclusive society where aging individuals with disabilities
can live with dignity and independence. As millions worldwide
approach the intersection of aging and disability, the need for a
unified framework, such as AIIP, becomes more urgent. By ad-
dressing these issues now, we can help ensure that Aging Inde-
pendently in Place becomes the norm, rather than the exception,
for the future generation of aging people with disabilities.

475.  See supra Section III.



