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Annual Tools for Inclusion Resource Fair
Assistive Technology can provide access and opportunity
for people with all disabilities. This resource fair will

Parking:

highlight ways that AT can be used to allow full access and

Parking in Lot 25 is $6. Parking

inclusion for all!

on the street is free.

The Resource Fair will include:

Panel discussion from self-advocates on using AT.

Sponsored by

Resource tables: state agencies and organizations

The UC Davis CEDD Assistive

that support individuals with disabilities.

Technology Consortium

Demonstrations and mini-workshops on a variety of
assistive technology devices and strategies.
Networking opportunities, and more.

This fair is brought to you by our community partners:
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Some kids with learning and attention issues don't need

(or are not eligible) for'special education.

Depending on their challenges, they may be able to get
help through a 504 plan.
504 plans are designed to help kids with disabilities learn

alongside their peers. They do this by removing barriers

to learning.

504 plans aren't the same as lEPs. They're each covered
by different laws and work in different ways. If your child

has an IEP, please call WarmLine to ask if this training

would benefit you.

Tuesday, March 26-6 p. m. to 8 p. m.
Kids First
124 Main Street, Roseville

This training is FREE, but registration is required.
Please register at htt : bit. l 2AHDPaT.

Call 916-455-9500/844-455-9517 for more information.

Each family will receive a gas card and WarmUne tote bag.
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(Formally Trailblazers Fathers' Forum)
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Teaching dads the skills to advocate for services for their children with ^
disabilities. We learn from each other about Special Education, ALTA California ^

Regional Center, adult services, transitions, and other valuable topics dads need
to know. This is a priceless opportunity for dads to learn!

We meet at 7pm on the LAST Tuesday of the month.
Location: Round Table Pizza
8822 Madison Ave

Fair Oaks CA 95628

(Madison & Hazel)
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For more information please contact Raymond Hampson at
Ra\

?

ahoo.com
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RSVPs are not needed. Drop-ins are very welcome.
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Subject:

w: armLine Special Education News etter ~ J iu ry

From: WarmLine Parent Training & Information Center <kelly@warmlinefrc. ccsend. com> on behalf of WarmLine Parent
Training & Information Center <warmline@warmlinefrc. org>
Sent: Wednesday January23, 2019 5:59 PM

Subject:WarmLineSpecialEducationNewsletter~ January2019
Having trouble viewing this email? Click here
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What Should I Know About 504 Plans?
Some kids with learning and attention issues don't need
(or are not eligible) for special education. Come learn
how 504 plans differ from lEPs at 6 p. m. on March 26,
2019. Re isterNow

Download Fl er

Special Education Clinics & Workshops by WarmLine
Click on the blue event names below for more information and to register online.

January
A uda! Mi hi'o tiene roblemas de
corn ortamiento en la

Wednesday,

Woodland

Jan. 30

escuela! (Spanish n/y)
February
Understandin S eeial Education

Turnin 3 Years Old:
The Transition to Preschool

Saturday, Feb. 2

Chico

Thursday, Feb. 28 Sacramento

March

Vamos a Or anizarnos

Tuesday,

(Spanish only)

March 12

Understandin S ecial Education

Tuesday,

Wilton

March 20

Rancheria
Roseville

What Should I Know About 504

Tuesday,

Plans?

March 26

Sacramento

Just for Youth & Young Adults
Print: 2019 Goals Calendar for Tween with Executive Functionin

Issues from Understood-org

You bring the creativity and the Central Library will provide the
supplies for a "Random Acts of Kindness" craft/service project at 11
a. m. on Feb. 5. Learn More

Resource: Accommodations for Test Takers with Disabilities from the

College Board

The California Committee on Employment of People with Disabilities
has extended the Youth Leadership Forum for Students with
Disabilities application deadline until Feb. 3. Learn More
For Your Information...

Read: 6 Thin s I Wish I'd Known
Sooner About M Son's Anxiet

Resource: Assistive Technolo

from Understood, org

Technology and Disability

101 from the Center on

Resource: The Power of Pla

Pavin the Wa : Parent Ti s for
Su ortin Success in Hi h
School and Be ond from

excerpted from Kidspot. com and
Zero to Three

PACER,org
Read: It's A Kids Job about how
playing helps kids learn and
grow from the National Institutes
of Health

Resource: Accommodations:

What The Are And How The

Work from Understood. org

Types of Assessments

Children who have disabilities and special health
care needs are often subject to several types of
assessments meant to better identify their area(s) of
need. In this occasional series, WarmLine shares

different assessments, what they look for and how
that information is used to support the child. This
month- Corn arin Ps cholo ical vs.
Ps choeducational vs. Neuro s cholo ical
Evaluations.

Did You Know?
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WarmLine is a federally-funded Parent Training and
Information Center and coaches parents navigating
the special education process. Use our Contact Form
or call us at (916) 455-9500 for a one-on-one
consultation.
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Funding for WarmLine is provided by the U. S. Department of

Education, Office of Special Education Programs as a Parent
Training and Information (PTI) Center.
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llness Recovery Action Plan

A supportive, interactive. Tun 8-week wor shop
Registration is required. Participants must
commit to attending all eight sessions as each
class builds on the next.

ASSISTINGYOU ON THE

ROAD TO RECOVERY

WellnessRecovery Action Plan, WRAP, is a
highly effective program, created by Mary Ellen
Copeland, that enables individuals to regain
control oftheir lives. It is a strengths-based selfhelp tool that empowers you to identify warning
signsand events that may leadto difficulties.
DuringWRAPsessions, you will also
explore welhiess tools that can help you to
overcome suchchallenges.

Sessions offered

year round.
For more

information, call

Workshops at:

Maksim Tsymbal
(916)366-4668

NorCal MHA
720 HoweAve Suite 102

Sacramento, CA 95825

Create a set of powerful personalized tools, plans
and goals uniquely designed to improve'
your quality of life
Hope Personal Responsibility Education Self Advocacy Support
Thisprogram isfundedbythe Sacramento County Division ofBehavioral Health Services throughthevoter approved
Proposition 63, Mental Health Services Act (MHSA).

SACRAMENTO
COUNTY
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Mental Health America

2019 Wellness Recovery Action Plan
A supportive, interactive, fun 8-wee< workshop
January, Febmary, March
Thursdays from i to 3:00
January 24th
January 3ist
February /th
February i4th
February 2ist
February 28th
March yth
March i4th

April, May, June

Thursdays from l to 3:00

Norcal MHA
720 Howe Ave

Suite 102
Sacramento,

CA 95825

June 6th

July, August
Thursdays from i to 3:00
July iith
July l8th
July 25th

September, October, November
Thursdays from i to 3:00
To Register

call Karly

August 1st

Mathews or

August 8th
August l5th
August 22nd

Jensen Bosio

August 29th

April i8th
April 25th
May 2nd
May 9th
May l6th
May 23rd
May 30th

(916)366-4668

September 26th
October 3rd
October loth

October lyth
October 24th

October 3ist
November 7th
November i4th

Create a set of powerful personalized tools, plans
and goals uniquely designed to improve'
your quality of life
Hope Personal Responsibility Education Self Advocacy Support
Thisprogramis fundedbythe SacramentoCountyDivisionofBehavioralHealthServicesthroughthevoterapproved
Proposition63, Mental Health Services Act (MHSA).

SACRAMENTO
COUNTY
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Mental Health America
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State Council on Developmental Disabilities
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HAT IS SELF-DETER INATION
Adults with disabilities orfamilies of children with disabilities, with the support offamily, friends, and
professionals whom they trust, taking charge of their own futures by gaining control over the services,
supports and resources that they need. You decide what services you'd like and who should provide
them. Additionally, Self-Determination is voluntary.
Wow does it work? You are given an INDIVIDUALIZED BUDGET

The law says that individualized budgets must be determined fairly and that everyone must be treated
the same way. The law also says that Self-Determination will be phased-in over three years. The amount
of money spent on services for the previous 12 months will be the amount of money you get for your
Individualized Budget. The budget will be good for one year and it can be adjusted for reasons such as a
change in circumstances or unmet needs. A new Individual Program Planning (IPP) will be needed to
reflect the change and document any budget adjustment.
A person-centered plan is written with the help of a FACILITATOR

A Facilitator is someone you hire to help you. Hiring a facilitator is optional. You pay for the Facilitator out

of your budget, but you can get a facilitator for free if you have a family member or friend willing to take
on that task - but they have to be trained and qualified. Your Facilitator helps you find the services and
support you need. Some of your supports will be free and come from your family, friends, and other

people you know. Some of your services will be paid for out of your budget. Your Facilitator helps you
find and hire the right people to support you and to decide how much they should be paid. The Facilitator

makes sure everyone you hire is qualified and that you don't spend more money than you have in your
budget.
The money in your budget is sent to a FINANCIAL MANAGEMENT SERVICE

YOU CHOOSE THE FMS. When your plan is finished and your services and supports are in place, the
regional center sends the money in your budget to a Financial Management Service, or FMS. The

money is given to the FMS to protect you from having to pay taxes and from being sued. The FMS takes
care of paying taxes and insurance and makes sure the people working for you don't have criminal
records. The FMS does not tell you how to spend your money. The FMS keeps your money safe and
pays the people you hire. The FMS keeps track of how much you spend.
When can people get Self-Determination?

Self-Determination will not be available until California gets a FEDERALWAIVER
Getting a federal waiver allows the state to get back some of the money spent on Self-Determination
services. The state has already applied once. Another version of the waiverwill be submitted soon. After
the waiver is approved regulations will be written.
What can people do now?

Let your service coordinator know that you want Self-Determination and have it put in your I PP. The
Department of Developmental Disabilities (DDS) is responsible for applying for the federal waiver. You
can receive updates from www.dds. ca. gov/sdp/ and actively participate in the Self-Determination
Advisory Committee meetings at your regional center. In the near future, it is expected that regional
centers will hold "pre-enrollment information meetings". Individuals interested in participating in the SelfDetermination Program will be required to attend these meetings. Afterwards, individuals may add their
name to a list of those interested in Self-Determination, which will be sent to DDS. DDS will then

randomly select who shall participate in Self-Determination during the roll out of the program for the first
three years.
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6QUE ES LAAUTODETERMINACION?

Losadultos con discapacidadeso familiasde nihoscon discapacidades, con el apoyo defamiliares,

amigos y profesionales en quienes confian, tomando las riendas de su propio futuro'por obtener el control

de los servicios, apoyosy recursos que necesitan. Usted decideque servicios Iegustanay que deben
proporcionarlos. Ademas, la autodeterminacion es voluntaria.

cComo funciona? Se Ie da un PRESUPUESTO PERSONALIZADO

Laleydiceque los presupuestos individualizadosdeben serdeterminadas de manerajusta y quetodos

deben ser tratados de la misma manera. La ley tambien indica que la autodeterminacion sera

gradualmente jmplementada en los proximos tres anos. Durante ese penodo de tiempo el centra regional
vera en todos los servicios que actualmente recibe, se sumara lo que se ha gastado, y el total sera el
monto de su presupuesto individualizado - usted obtendra la misma cantidad de dinero que se gasto el

ano anterior. El presupuesto es valido par un ano y puede ajustarlo par razones como un cambio en las

circunstancias o necesidades no satisfechas. Un Plan de la Programa Individualizada (IPP)era necesario
para reflejar el cambio y documentar cualquier ajuste presupuestario.

. Un plan centrado en la persona esta escrito con la ayuda de un FACILITADOR

Unfacilitadoresalguienque usted contrate paraayudarle. Lacontratacion de unfacilitadores opcional.
Usted pagaparel Facilitadordesu presupuesto, pero usted puedeconseguirunfacilitadorgratis si usted

tiene. un familiar° amigo dispuesto a asumir esa tarea - pero tienen que ser entrenados y calificados. Su

facilitadorayudaa encontrar los servicios y apoyos que necesita. Algunos desus soportes seran gratisde
costo y provienen de su familia, amigos y otras personas que conoce. Algunos de sus servicios se

abonaran a traves de su presupuesto. Su facilitador ayuda a encontrar y contratar a las personas
adecuadas para apoyar a usted y decida cuanto debe ser pagado. Elfacilitador se asegura que todas las
personas que usted contrate estan calificadas y que no gaste mas dinero del que tiene'en su
presupuesto.

. El dinero en su presupuesto es enviado a un SERVICIO DE GESTION FISCAL

(FMS, lassiglasen ingles) USTEDELIGEELFMS. Cuando su plan estaterminado y sus servicios y

apoyos estan en su lugar, el centra regional envia el dinero en su presupuesto a un Servicio de Gestion

Fiscal, o FMS_ El dinero es entregado a la FMS para protegerse de tener que pagar impuestos y de ser

demandado. El FMS se encarga de pagar losimpuestos y el seguro y se asegura de la gente quetrabaja
para usted no tengan antecedentes penales. El FMS no Ie dice como gastar su dinero. El FMS'mantiene

su dinero seguro y paga la gente que usted emplea. El FMS mantiene un registro de lo que gasta.
^Cuando la gente puede conseguir la autodeterminacion?

Autodeterminacion no estara disponible hasta que California consiga un RENUNCIA FEDERAL

Conseguir una renuncia federal permite al estado recuperar parte del dinero gastado en sen/icios de
autodeterminacion. El estado ya ha aplicado. Otra version de la renuncia se presentara pronto.
<,Que puede hacer la gente ahora?

Comuniquese con su coorclinadorde serviciosy deje Iesaberque usted quiere la autodeterminacion y lo

han puesto en su IPP El Departamento de Servicios de Desarrollo (DDS) es responsable de la aplicacion

de la renuncia federal. Recibe actualizaciones de www. dds. ca. gov/sdp/y participar activamente en las
juntas del Comite Asesor de Autodeterminacion a su centra regional.

En el proximo futuro, se espera que los centros regionales llevaran a cabo "juntas de informacion antes de
mscripci6n". Las personas interesadas en participar en Autodeterminacion necesitan asistir a estas juntas.
Posteriormente, los individuos pueden anadir su nombre a una lista de los interesados en la

autodeterminacion, la cual sera enviada al DDS. DDS seleccionara al azar quien participara en la
autodeterminacion durante el despliegue de la programa par los tres primeros anos.
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Budget Category

Services

^ Community Living Supports
^ Financial Management Services
Living Arrangement

^ Homemaker

V Housing Access Supports
^/ Live-ln Caregiver
^/ Respite Services

^ Community Integration Supports
^/ Employment Supports
^/ Independent Facilitator
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Participant-Directed Goods and Services
V Prevocational Supports
^/ Technology

^ Transition/Set Up and Expenses
^ Acupuncture Services
^ Behavioral Intervention Services
^ Chiropractic Services

^ Communication Support
VCrisis Intervention and Support ,

^ Dental Services

^ Environmental Accessibility Adaptations
\/ Family/Consumer Training
^ Family Support Services
.

Health and Safety

^ Home Health Aide
^ Lenses and Frames
.

^/ Massage Therapy
^ Nutritional Consultation

^ Occupational Therapy
^ Optometric/Optician Services
^/ Personal Emergency Response Systems
^ Physical Therapy
^ Psychology Services
-VSkilled Nursing

^ Specialized Medical Equipment and Supplies
V Speech, Hearing and Language Services
^ Training and Counseling Services for Unpaid Caregivers
^ Vehicle Modifications andAdaptations
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Overthelastdecade,theshareaftfiestudents enrolledinspecialeducation
withan autism diagnosis wasamong thefastestgnfvrmgsubgwups.
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Neda Raheem is a 34-year-old

:

;

1

mother of twin boys and a
physician assistant. Her boys
seemed normal and healthy at

first, but when they were 14 months old, doctors sensed they might have a
condition.
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"They didn't have any problems hearing but a lot of problems with movement,"
Raheem said. "They didn't like to be in a swing and they didn't like their hands,
especially, to be touched."

The boys were diagnosed with autism and cerebral palsy. Three months into
preschool, the family moved from West Sacramento to ElkGrove in part because
the schools offer more options for special education students.

It'sthe type of decision parents across the Central Valley are facing with increasing
regularity, as autism diagnoses soar and parents seek classrooms with better
options for their children.

Special education enrollment has surged in the last decade, with more than 96, 000

students pouring into school districts across the state, according to data from the
California Department of Education.

One of the drivers has been a marked increase in students with autism and other
behavioral delays, a Bee analysis shows. At the same time, the number of students
with other disabilities grew modestly or decreased between the 2009 and 2018
school years.

Although the trend is undeniable, no one can say exactly why it's happening.
The answer, according to researchers, social service providers and education
administrators could be wrapped up in a number of overlapping factors.
Outpacing population growth, the surge has put pressure on some school district

budgets andadministrative support systems in the Central Valleyand beyond.
State and federal funding have not kept up with the shift in special education

enrollment, forcing school districts from Sacramento to Fresnoto dig deeper into
their general funds to pay as the number of students swells.

"Ifyou look at the population of kidsthat are classified as special ed, that number
hasn't really changed, " said Erika Hoffman, a lobbyist for the California School
Boards Association. "It's the concentration of students within that number and
that's where it's affected a lot of schools because services for students with autism
can be very expensive."

The increased prevalence of autism has been a medical mystery foryears.
Awareness hasgrown, experts say.Teachers aretrained to recognize the disorder.

And in 2013,the medical definition ofautism waschanged, grouping a number of
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conditions like Asperger's syndrome and pervasive development disorder under
the umbrella of autism.

Recent estimates from the Centers for Disease Control and Prevention said the

prevalence of autism spectrum disorderjumped 16 percent between 2012 and
2014. Although the medical and education definitions are not the same, California

schools sawan 18 percent increase in autism enrollment for the same period.
But organizations like the MIND Institute at DC Davis have been working to bring
the two definitions closer together by training teachers and other professionals to
identify the symptoms.

"The increase isn'tjust in California but it is nationwide, probably worldwide, " said
Aubyn Stahmer, who oversees community treatment research at the MIND
Institute. "The diagnostic definitions have broadened a little bit and that explains
some of it and awareness has really increased quite a bit."
FUNDING CHALLENGE

In requiring school districts to offer special education, the federal government
agreed to pay about 40 percent of the per student cost. Hoffman said the reality
has often been much less, between 12 and 15 percent of the cost.
The state chips in for 30 percent and school districts are on the hook for the rest.

In his first budget, Gov. Gavin Newsom acknowledged the shortcomings in special
education funding and directed $576 million to schools - about one-third of

which is a onetime payment, according to a released spending plan. It's unclear,

however, if the proposed budget for special education would be consequential in
closing the funding gap.
In the Fresno Unified School District, special education accounts for about 14
percent of its budget. In the last decade, state education data shows enrollment

jumped by 6 percent but the share of students with autism climbed nearly threefold.

Susan Kalpakoff, Fresno Unified's special education program manager, said
students are not necessarily flocking to the district from other places but a lot of
them are younger than 5 years old.
"Are more resources required or needed for our students with autism? The answer

is yes, " Kalpakoff said. "When we look at all the eligibilities of students, there are
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groups of (disabilities) -autism being one - that require more specialized
understanding and training."

Kalpakoffseesan upside in the increase. Ifthere are more students being
diagnosed, she said it shows the school system must be doing a goodjob
identifying children in need.

Officials with the ElkGrove Unified School District, the fifth largest in the state, say
they've seen more parents arrivewith 3- to 5-year-old childrenwho havealready
been diagnosed in another school district. "Our budget is impacted bythe
increase in 3- and 4-year-olds because there is no funding for that early education
age-group, so we have to look at re-prioritizing programs, " said district
spokeswoman Xanthi Pinkerton.

"We are having to do more to recruit teachers, and in some cases, we are helping
to cover the cost of credentiating current staff interested in becoming special
education teachers."

Parents will move if a district offers the right services and some cater to those

students' needs better than others, said Dave Gordon, superintendent of the
Sacramento County Office of Education.

Research has shown early intervention is more likely to improve a child's
outcomes, so it's likely parents will gravitate to those places, Gordon said. "In Elk

Grove, I know they've set up a very broad-based set of services for preschool age
(students), which is not as common."

While Raheem's family moved into Elk Grove for help from the schools, her twins'

conditions are more complicated than most. Whenthe twins were diagnosed, the
doctor told Raheem their motor functions were lagging, further holding them
back. They were also diagnosed with cerebral palsy.
Even with the abundant programs, Raheem disagreed with some of the school's

treatment plans. She placed the boys in full-time behavioral therapy late lastyear
to better address the needs of the overlapping diagnoses.
"I could not get what I felt my kids needed the most, " Raheem. said, "so I had to

make that decision and take them out of the public school system."
See this article in the e-Edition Here
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Get informed about assistive technology for your child.

^

360
Center on Technology and Disability

THE SCIENCE OF IMPROVING LIVES

www. CTDinstitute. org

y

Authored by:
Jacqueline Hess, FHI 360
Ana-Maria Gutierrez, FHI 360

The U. S. Department of Education established the Center on Technology and Disability (CTD)
to provide a wide range of assistive technology resources for families, teachers, service providers,
advocates, researchers, teacher training programs, disability organizations, and vendors.

The CTD website - www. ctdinstitute. or - has a resource library with more than 1, 000 assistive
technology-retated materials; a webinar center with an active schedule of informational presentations, and extensive archive; and a learning center for those who want structured, in-depth modules.

The views expressed herein do not necessarily represent the positions or polices of the Department of Education. No official endorsement by the U. S. Department of Education of any product,
commodity, service or enterprise mentioned in this publication is intended or should be inferred.

Suggested citation fro reprint should be: Assistive Technlogy 101 (2018), Center on Technology and
Disability.
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The Center on Technologyand Disabilityis funded bythe U.S. Department of Education,
Officeof Special Education Programs (OSEP)under award#H327F130003- 13A.

hy Learn about Assistive Technology?
Assistive technology (AT) makes it possible for individuals with disabilities to take part in life's activities, at home, school, work, and in the community. It strengthens developmental, functional, and

learning skills. It can substitute for abilities that a person may not be able to develop. For instance,
a person may not have use of her voice, but AT can allow her to communicate her thoughts, wants,
and needs. No one is too young or too old to benefit from AT.

What Is Assistive Technology?
Assistive technology includes a wide range of tools, from a simple,
low-tech device such as a magnifying glass, to a complex, high-tech
device, such as a computerized communication system. AT products
can be made by hand, purchased off the shelf, or adapted from an
existing product.

Assistive technology services help individuals acquire and use AT
devices. They include, but are not limited to: assessment of an in-

'^

dividual's need for specific AT items, "trialing" of potential devices,
training for all involved, maintenance of devices, and evaluation of
the individual's experience with selected items.
Sometimes an item that is not thought of as assistlve technology
will fall into the AT category if it permits someone to accomplish a
task that he could not successfully complete otherwise. An example
would be the use of a calculator in school. For some students, a cal-

culator may provide an easier, faster way of solving a math problem.
For students with certain physical and/or intellectual disabilities,the
calculator may be essential to their ability to solve the same problem. For those students, the calculator becomes assistive technol-

ogy and its use may be approved in an Individualized Education
Program (IEP).
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Meeting Challenges with Assistive Technology
Infants, toddlers, children, and young adults may use assistive technology
to help them move, communicate, learn, work, and socialize. In most cases,

the AT devices that a person uses will change over time, as s/he grows and
develops physically, intellectually, and emotionally. This is particularfy the
case with young children and youth. AT appropriate for a 3-year old will
rarely be suitable for a 7-year old or a 12-year old. It's important, therefore,
to regularly evaluate a child's needs and experiences with his or her devices,
services, and accommodations.

In thinking about the potential value of AT to a particular child, remember
that not all disabilities are identified formally. Many children have "invisible" disabilities which may or may not have been diagnosed by a doctor or

service provider. Yet these can have a powerful impact on a child's ability to
develop, learn, and socialize with peers and adults. Some of the disabilities

that often fall into the "invisible" category are learning disabilities, print disabilities, auditory processing disorders, and emotional/behavioral control.
Children with both diagnosed and undiagnosed disabilities, whether visible

or invisible, can benefit from appropriate assistive technology. It is more
difficult, however to acquire AT through public agencies, including school
systems, without a diagnosis. For children age 0-3, a diagnosis will, in most

cases, trigger the development of a Family Individualized Service Program
(IFSP); for children and youth age 4-22, the development of an Individualized Education Program (IEP). Federal law-the Individuals with Disabilities
Education Act (IDEA)-requires that the IEP process include consideration of

a child's need for accommodations, including assistive technology. (Please
note that not all accommodations are AT. Non-AT accommodations may
include additional time when taking tests, the ability to access a resource
room for quiet time, the assignment of a study buddy, or the assignment of
easier, modified homework.)
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Choosing the Right Assistive Technology for a Child
To determine the assistive technology needs of a child, an AT assessment should be conducted. The

assessment can be conducted by the child's school, an independent agency, or an individual consultant. The assessment should take place in the child's customary environments; most often that will be
at home or at school.

It is important that the assessment address the child's strengths as well as his or her weaknesses. The
perspectives of teachers, parents and service providers are import;ant, as well as that of the child. The

discussion should include the ways in which the child communicates, what he or she tikes and dislikes,
and what kind of strategies and interventions might be helpful. Consider how a child's need for AT

might change depending on the environment, for example, in the classroom, on the playground, at a
friend's house, or in a public place such as a shopping mall or library. That type of input will provide
clues as to what technology might work and how well the child will respond to it.
If an AT assessment is conducted as part of a student's IEP process and it is determined that one
or more AT devices and/or software would help achieve the goals identified in the IEP, then the

school system is required by law to provide the AT. The school has flexibility in choosing among
products that meet the student's needs and the products may be acquired from the school systern's equipment re-use inventory, but it must provide the features identified in the AT assessment.

Examples of Assistive Technology to Consider
Examples of assistive technology that support development, communication, learning, play, and
independent living include the following:
.

Computer apps for tablets and phones can help infants and toddlers
with developmental delays learn cause and effect and facial expressions.

Used by the child with an adult, such apps provide the type of early intervention that can help narrow or even eliminate a young child's delays.
Many toys can be easily adapted or purchased off the shelf
to be accessible by children with fine or gross motor weaknesses. These include puzzles with knobs, motion toys
with big button switches, push or ride-on toys with wheels
wrapped in Velcro for stability, and game pieces with handles.
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Learning materials can be similarly adapted. Adding a
handle to a ruler, page "fluffers" to books, or 3-D stickers
to blocks can help a child independently participate in
classroom activities. Timers, task reminders, visual cues,

and "first-this-then-that software programs help students make transitions between activities. Audio versions

of books are available through a number of sources, ineluding Bookshare and community and school libraries.

For students with learning disabilities, there are a wide range
of idea organizers for help in understanding lessons and

tKW^
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text content. They also help a student organize his or her
thoughts and written assignments. A teacher might allow a
student with disabilities to submit an audio or visual report
instead of a written essay, using the audio recording or pic-

Kl
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ture-taking functions on their cell phone or tablet computer.
Other AT tools that are widely available through computers and mobile devices include voice recognition, screen enlargement, and font controls. These
are no longer high-price accessibility tools available through specialty catalogues, but are routinely built in to widely available consumer devices. With
minimum effort, they can be easily customized to each individual's needs.

AT items that support mobility and independence include hand-held GPS (global positioning
system) devices and apps that help people with visual impairments navigate city streets and
use public transportation.

Assistive technology can also help children, youth, and adults participate
in recreational and community activities. Increasingly, communities are
investing in accessible playgrounds so that all children can play safely.
Adapted equipmentallows youth to play such sports as baseball, basketball,
and tennis. Accessibly designed movie theaters provide closed captioning
and audio description for moviegoers with hearing and visual difficulties.
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Devices to assist a person with "activities of daily living (ADLs)", such
as cooking, dressing, and grooming, help individuals of all ages. A
medication dispenser with an alarm can be set to remind a child or
adult to take daily medication. Talking clocks, scales, and measuring
cups help those with visual impairments. Dressing sticks and longhandled brushes encourage independence, as do reaching tools,
color-coded labels, and a large variety of mobile apps that provide
visual cues to the steps in an activity.

Learning More about Assistive Technology
You don't have to become a "techie" to help an infant, child, young adult, or adult with disabilities
access and use AT. Through websites, YouTube videos, and social media networks, it's easier than
ever to not only learn AT basics, but to stay on top of new technology products as they become
available. Whether you're someone with a disability, a family member, teacher, service provider, or
any concerned individual, you simply need a willingness to invest time to learn and a belief that AT
can make the seemingly impossible, possible. There are many organizations that provide AT information and training to consumers, families, and educators, such as parent training and Information
centers, state assistive technology programs, disability-specific organizations, and rehabilitation
centers. If possible, you should visit an AT center that provides demonstrations and workshops and
that may loan devices for users to try.

Please return to the Center on Technology and Disability's website regularly to look for
new resources. You can also sign up to receive an announcement of upcoming webinars and newly
released guides, videos, infographics, and fact sheets. We took forward to seeing you online!
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How to save money and keep your benefits

C.. IFORNIA state Council on
Developmental Disabilities
www.scdd.ca.gov

Rev:12/18

In 2014, the United States Congress passed a law called the ABLE Act. It stands for
Achieving a Better Life Experience. The purpose of this law is to create a way for

people with disabilities to be able to save money easily without losing their public
benefits.

In this booklet you will learn the basic information about the ABLE Act. This is an

overview only; it is not a comprehensive guide to ABLE accounts. You will find online resources in the back that will have more detailed, current information.

If there are words in this booklet that you don't understand, please go to the

Glossary on page 15 for a simple definition of the word or term as it relates to the
ABLE Act.

All of the amounts of money discussed in this booklet may change in the future.

Goto the California State Treasurer's website for the most current information.1
The information in this booklet is accurate as of December 2018. Revisions will be
made as new information is available.

Some people living with disabilities and their families rely on a variety of public
benefits provided by state and federal governments to make ends meet. Public
benefits include Supplemental Security Income (SSI), Medicaid, CalFresh, Section 8
and other state programs. These programs provide import:ant support for people
with disabilities but often do not allow individuals to save more than a total of

$2, 000, or earn more than $680 a month.

This means that people who have these benefits cannot save money so they stay
poor. Instead, people are forced to "spend down" any extra money they have
leading to unnecessary purchases of things they don't need or want.

www.treasurer. ca. ov able
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Before the ABLEact was passed, the only method

available for saving money without impacting
benefits was to set up a special needs trust. Such
trusts are useful, but they are expensive,

complicated and do not give the beneficiary any
control of the money.

I .

TheABLEActgiveseligiblepeoplea simplewayto savewithouttheriskoflosing
their public benefits. It also permits them to grow their savings through
investments without beingtaxed on that growth.

Theseaccountsarealsocalled529(A)accounts.TheyaresimilartoCollegeSavings
Planscalled529plans.Earningsanddistributionsarenottaxedaslongastheyare
used for qualified expenses,2

Within some limits, a person can save money and still receive their full benefits!
In addition to being able to save money, the beneficiary owns the account thus
givingthem control over their own money.

'vs£s^^^-

We will discuss qualified expenses later in the handbook.
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To be eligible a person must be disabled before the ag6 of 26. You can establish an
account if you are older than that, as long as your disability started before age 26.
You are automatically eligible if you receive Supplemental Security Income (SSI) or
Social Security Disability Insurance (SSDI) and meet the age requirement.
You can also be made eligible if you have a disability with "marked and severe"
functional limitations that will last at least one year. This will require a physician's
certification.

"^
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ABLE account administration will be set up by each state. In California, the

CalABLE board, under the-auspices of the State Treasurer, is appointed to manage
the ABLE account system.

Every person may h^ve only one account at any given time. The account may be
set up in any state. However, some states may limit their accounts to their
residents only.
More than 40 states have already started permitting people to set up ABLE

accounts with over 15,000 accounts opened nation-wide. CalABLE went live in
December 2018.

ABLE 12/2018
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Anyone, including the beneficiary, can make contributions to

theABLEaccount.Theseare madeaftertaxesarepaid.There
is no federal tax benefit for most contributors. 3 Beneficiaries
may be able to claim a tax credit on contributions asdescribed
later in this booklet.

$15,0004a yearmaybecontributed to anABLEaccount. Thisis

also known asthe Annual Limit. However a beneficiary whoworks maybeableto
contribute more asdescribed on the next page.

The maximum amountyou can havein anaccountatanytime is decided bythe
state. California's limit will be $529, 0005.
I

Ifa beneficiaryworks, they maycontribute more to their accountthan the Annual

Limitof$15/000.Theycancontribute eithertheamount oftheirgrossyearly
income or $12, 140, whichever is less. There are a couple of rules about this:

1. Onlythe beneficiarymaymakethisextracontribution outoftheirearnings.
2. There must be noemployer-based retirement accountset upforthe
beneficiary, even if only the employer contributes to it.

Regular annual contribution $15,000
Contribution from earnings + $12, 140
Total annual amount = $27, 140

3 Some states have tax benefits for contributors. Tax benefits are based on the
state of residence of the contributor, not where the ABLE account is established.
This amount may be adjusted in the future.

5 Thisamount may beadjusted in the future.
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529 Colle e Savin s Plans

If the beneficiary or a family member has a 529 college savings account, that
money can be rolled over into the beneficiary's ABLE account. This amount counts
towards the $15, 000 annual contribution limit.

Other 529 A ABLEAccounts

You can rollover funds from a 529(A) into another 529(A) from one sibling to

another eligible sibling. This rollover does not count towards the $15, 000 annual
contribution limit.

If contributions push the account over the annual limit, contributions will be
returned to the contributor. The last money put into the account will be the first
money returned. The beneficiary will be notified when this happens.

i
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When a low or moderate income beneficiary contributes to their own account.
they may be able to claim a tax credit, called the Saver's Credit.

To be eligibleforthis credit, the beneficiary must:
.

Not be a full time student

.

Not be a dependent

o
.

Contribute to own ABLE account
Owe taxes

Asa singleperson, earn nomorethan$32, 000or,asa marriedcouple, earn
no more than $64, 000 adjusted gross income per year.

This tax credit is a percentage of the amount the beneficiary contributed to their
own ABLEaccount. That percentage starts at 50%forthe lowest income levels and

reduces to 10% for those closer to the high income threshold. The maximum

credit is$2000.Theamountofthe creditreducesthe amount oftaxesowedby
the beneficiary. Ifthe credit is greater than the amount oftaxes owed, there is no
refund of the remaining balance.

You can use ABLEfunds to pay for Qualified Disability Expenses (QDE). QDEs are

expensesthatare related to one'sdisability, areforthe benefitofthe beneficiary
and will permit that person to maintain or improve health, independence or

quality of life.

The ABLEAct is clear that the requirements on what a QDEis should be applied
loosely meaning that most types of expenses should be allowed as QDEs.

You should keep good records of how you use your ABLEfunds. It is suggested

that you keep every receipt and have a log with a short description of every
purchase and howit isa QDE.Thiswill protect you ifthe Internal Revenue Service

audits your ABLE account.

ABLE12/2018
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ABLE account money may be used to pay for basic living expenses
Expenses do not have to be medically necessary
Expenses are still qualified even if there is some benefit to others; however
expenses that are only for the benefit of another, such as gifts or donations,
are not allowable.
Mone used from an ABLE account for

DEs is not taxable

I .....
Education
Housing
Transportation
Employment supports and training

Assistive technology
Personal supports

Health
Financial management

Legal assistance
Oversight/monitoring
Basic living expenses

Funeral/burial
Non-qualified expenses will be taxed and have an additional penalty of 10% of the
amount taken out They could also impact your eligibility for MediCal or other
public benefits.

s

i

1

i '

Money in an ABLE account will be invested by the account managers contracted
by the ABLE Board. In addition to contributions you make, this is how your
account can grow. Ifyour account grows through investments, that money is not
taxed.

The other side of investment is that there is a risk that your account will lose
money. Usually investments do some of both. One month you will see your

6 For a more extensive list, go to the end ofthis booklet.
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account increase while another month it might decrease. Over time usually
money that is invested increases more than it decreases.

When you have an account, you will be offered choices in how you want your
money invested. Some options will have the possibility of a lot of growth; these
options also have a higher risk of losing money. Other options will have a low risk
of losing money but these alsowill have lowergrowth.
How you invest your ABLEaccount will be an important decision. We cannot cover

all of the information you need to know about investing here. Be sure to askthe

person whois helpingyou establishyouraccountwhateachinvestment option is
so you can decide what you are comfortable with.
II

In California, the account manager hasset up various investment options forABLE
accounts. Ifyou have your account here, you will be able to select which one suits

you for the growth and riskyou want. You can change your investment option up
to twice a year.

Ifyou chooseto set upyouraccount in a differentstate, youwill haveto learn the
rules for that state's ABLE accounts.

The ABLEaccount managers will report information about your account to Social
Security every month.

ABLE12/2018
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Probably the best feature of ABLE accounts is that account funds will not impact

your public benefits. The only public benefit that may be impacted is your SSIcash
benefit.

In the case of SSI, you can have up to $100, 000 in your account and still get your
full SSI check each month. Once you pass that amount of money in your ABLE

account, your SSI cash benefit will stop, but you will still remain eligible. If your
account goes below $100,000, then you will start getting your SSIchecks again.

SSI benefits can be affected if you use ABLE funds for any

housing expenses and don't spend the money right away.
To avoid any impact to your SSI benefits, be sure to spend
housing money within the same calendar month that you
withdraw the money. As long as you do not hold housing

,

J-

funds over from one calendar month to the next, the

funds will not affect your SSI benefits.

-V

ABLE accounts do not affect your eligibility for Medicaid - called MediCal in

California. However, if you take distributions that are not.qualified expenses, this
could affect your eligibility.

ABLE12/2018
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Whileit isclearinthe lawthattheABLEaccount belongsto the beneficiary, there
are provisions made for those people that cannot manage an account on their

own. These provisions allow a parent of a minor or legal guardian of an adult to
establish and manage anABLEaccount forthe benefit ofthe person.

Itisalsopossibleforsomeoneto manageanaccountthroughPowerofAttorney.

IVIyaccount

ABLE Accounts offer a different kind of savings possibility from a Special Needs

Trust. Forthebeneficiaryand/orfamily, anABLEAccountgivesyou moreflexibility
andcontroloveryourmoneythanmosttrusts.Also,thecostofsettingupanABLE
account will be lower making it a good option for people with lower incomes.

Even if you have a trust account, it is worthwhile to consider opening an ABLE
account for the flexibility and control it offers you.

ABLE12/2018
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For disabilities that may come and go
such as those due to a chronic illness
that flares up then subsides, ABLE
accounts are frozen during periods

when the person does not have an
eligible disability. This means no
money can be contributed and no
money can be withdrawn.
/

If the person becomes disabled again

and eligibility is reestablished, the account is unfrozen and can be used.

. I S
Example 1: Joe receives SSIand MediCal. Joe needs significant levels of support.
He currently has no money saved.

Joe received an inheritance from his grandfather of $18, 000.
He can roll $15, 000 into an ABLE account (the annual limit) and "spend
down" the remaining $4000 to maintain eligibility for SSI and MediCal.

Without ABLE Joe can only save $2000 and would be forced to spend the
other $16, 000 immediately to maintain his benefits.
*

With his ABLE account he can use the money to get extra support not

covered by his state'sdisability services. He could use it to purchase

equipment such as a computer or hire people to help him do activities he
enjoys. He could also choose to save it for future needs.

ABLE12/2018
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Example 2: Sarah receives SSI, MediCal and Section 8. She has a part time job

where she earns $17, 000 a year.

. She has already saved the maximum amount of money, $2000, and still
maintain eligibility for these benefits
She opens an ABLE account.

.

<. Her grandparents contribute $300 each month to her ABLEaccount for a
total of $3, 600 a year.

Because sheworks, herannual contribution cap is higher, upto $27, 140.
. Sheputs $15, 000 into heraccount out of herearnings.
. She ends up saving $18, 600 each year in her ABLE account.
©

At tax time, using the Saver's Credit, she is can deduct $2000 from the
federal taxes she owes. She puts that savings back into herABLEaccount.

Shecanuse herABLEaccountto payfor herdayto dayexpensesaswell as
to save upfor anaccessible van or other bigticket item she really needs.

TheFederal lawwaspassedin Dec.2014.Sincethen states havebeenworkingon
passing their own laws in order to enact ABLE accounts within their State.

California's program, CalABLEwas launched December 18, 2018. To learn howto
establish a CalABLE account, go to www. calable. or

At least40statesareoperational; most areacceptingout ofstate account holders.
You can find the current list and compare programs at the ABLE National Resource
Center.

Whetheryou wantto establish anABLEaccount out-of-state or in California, it is a
good idea to explore the ways in which saving money through an ABLE account
could be useful in planning your financial future. Think about how to build this
account and set goals for how it might be used to help you establish or maintain
your independence throughout your adult life.

ABLE12/2018
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If you are considering opening an account, make sure to compare the programs
offered by different states. Questions you should get answers toinclude:
.

How does one enroll?

Is there a minimum deposit to open it?

* Are there any fees for maintaining the account?
.

Does the cost differ for in-state and out-of-state residents?
What are the limits on contributions?

Are there any limits on withdrawals? Can you withdraw using a debit card?
» Regarding investments, can you choose the level of risk you are willing to
live with?

o When can you change your investment options?
Go the National ABLE Resource Center to compare programs and get your

questions answered.
CalABLE has one significant advantage for California residents vs. establishing an
account in a different state. If the beneficiary has a CalABLE account, when he or

she passes away, California's Medicaid program (MediCal) will not make a claim
for reimbursement from the remaining ABLE funds. If the account is in another
state, MediCal may file such a claim.

7 www. ablenrc. org
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529 - A college savings plan
529(A)-ABLE account

Account Limit-the maximum contribution limit to an ABLE account

Beneficiary - a person who is eligible for and has opened an ABLE account
Contribution - money that is put into an ABLE account

Annual Contribution - the total amount that can be put into an ABLE
account each year

A re ate Account Limit- the total amount that can be in your account at
anytime

Distributions/wjthdrawals - money that is paid out of an ABLEaccount

Earnings/growth- moneythat isaddedto anABLEaccountthrough investments
Functional limitations - Activities that a person cannot do because of their
disability

Power of Attorney - the authority to act for another person in legal or financial
matters

Public benefits - money set aside bygovernment from taxpayerfunds that are
usedto assist people who need extra support to live. Examples include Social
Security, Section 8 housing, food stamps, in-hpme support services, regional
center services etc.

Qualified Disability Expense (QDE) -Any expenditure made from an ABLE
account that is permitted under the ABLE act

Rollover - Moving money from one account to another account without incurring
a tax liability

ABLE12/2018
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Special needs trust - a legal process used to set aside money in a special account
for a person with a disability

Spend down - the process of spending money in order to reduce the amount of
cash you have

SSI/SSDI - Social; security programs established specifically for people with
disabilities

,

1
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Qualified Disability Expenses do not have to be merely medical expenses. They
can include basic living expenditures. While the following list is not exhaustive,
some examples of Qualified Disability Expenses are:
Education

. Tuition for preschool through post-secondary education
. Books

. Supplies and educational materials
Housing

. Expenses for a primary residence
s Rent

. Purchase of a primary residence
. Mortgage payments
. Real property taxes

. Utility charges

As long as you spend the housing funds within the same calendar month that

you withdraw the money, the housing payments will not affectyour SSIbenefits.

ABLE12/2018
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Transportation
. Use of mass transit

. Purchase or modification of vehicles
. Moving expenses

Employment Support

. Expenses related to obtaining and maintaining employment
. Job-related training
Health, Prevention and Wellness
. Premiums for health insurance

. Mental health, medical/vision, and dental expenses
. Habilitation and rehabilitation services
. Durable medical equipment
. Therapy
. Respite care

. Long term services and supports
. Nutritional management
. Communication services and devices
. Adaptive equipment
. Personal assistance

Assistive Technology and Personal Support

. Expenses for assistive technology and personal support (e. g., a smart phone
for a child with autism)
Miscellaneous Expenses
. Financial management ^nd administrative services
. Legal fees

. Oversight and monitoring

. Home improvement, modifications, maintenance and repairs
. Funeral and burial expenses

ABLE12/2018
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CalABLE: www. calable. or
ABLE National Resource Center: www. ablenrc. or
www.realeconomidm act.or
Federal law: www.federalre ister. ov

Information on Special Needs Trusts: www. s ecialneedsanswers. com what-isa-s ecial-needs-trust-13601
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Como ahorrar dinero y
mantener tus beneficios

cAii FORM . A state Council on
Developmental Disabilities
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818-543-4631
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Consejo Estatal de Discapacidades del Desarrollo
Oficina de Los Angeles
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En 2014, el Congreso de los Estados Unidos aprobo una
ley llamada la Ley de ABLE {Achieving a Better Life
Experience), que representa Logrando una Mejor
Experiencia de Vida por sus siglas en ingles. El proposito
de esta ley es crear una forma para que las personas con
discapacidad puedan ahorrar dinero facilmente sin
perder sus beneficios publicos.
En este folleto usted aprendera la informacion basica
sobre la Ley de ABLE. Esta es una descripcion general
solamente; no es una guia completa sobre las cuentas
ABLE. En la parte trasera del folleto encontrara recursos
en linea que seran mas detallados y tendran informacion
actualizada.
Si hay palabras en este folleto que usted no entiende,

par favor vaya al glosario en las paginas 25 y 26 para Una
simple definicion de la palabra o termino que se refiere
a la Ley de ABLE.

Todas las cantidades de dinero qye se discuten en este
folleto pueden cambiar en el futuro. Visite la pagina web
del Tesorero del Estado de California para la informacion

mas actualizada.1
La informacion contenida en este folleto es precisa a
partir de diciembre del 2018. Se haran revisiones
conforme se tenga nueva informacion disponible.
4 www.treasurer. ca ov able/

Espanol: htt s: tin url. com bchzfh
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Algunas personas que viven con discapacidad y sus
familias dependen

de una variedad

de beneficios

publicos proporcionados par los gobiernos estatales y
federates para llegar a fin del mes. Los beneficios
publicos incluyen Seguridad de Ingreso Suplementario

(SSI), Medicaid, estampillas de comida, Seccion 8 y otros
programas estatales. Estos programas proporcionan un
apoyo importante para las personas con discapacidad,
pero a menudo no permiten que los individuos ahorren

mas de un total de $ 2, 000 o que ganen mas de $680 al
mes. Esto signifiea que las personas que tienen estos

beneficios no pueden ahorrar dinero y siguen
manteni^ndose en la pobreza.

En cambio, las personas se ven obligadas a "gastar"
cualquier dinero extra que obtienen y esto los lleva a
comprar cosas innecesarias que no desean.

Antes de que se aprobara la Ley de ABLE, el unico
metodo

disponible

para

ahorrar dinero sin
redudr los beneficios
era la creacion de un

fideicomiso

para

necesidades
especiales.
Tales
fideicomisos son utiles,
pero

son

caros,

^.. -

complicados y no dan al
beneficiario ningun control sobre el dinero.
Leyde ABLE 2018

I

111 I

La Ley ABLE da a las personas elegibles una manera
sencilla de ahorrar sin el riesgo de perder sus beneficios

publicos. Tambien les permite aumentar sus ahorros a
traves de inversiones sin tener que deducir impuestos
de ese crecimiento.

Estas cuentas tambien se llaman las cuentas 529 (A). Son

similares a los planes de ahorro para la universidad
llamados planes 529. Las ganancias y las distribuciones
no estan sujetas a impuestos, siempre y cuando se

utilicenpara gastos calificados.
Dentro de ciertos limites, iuna persona puede ahorrar
dinero y aun ast recibir sus
beneficios completes!
*^
Ademas de poder ahorrar
dinero, el beneficiario es el <

propietario de la cuenta, lo ;

que Ie da control sobre su

^StB.,

i;'»>»

^'^S^

propio dinero

2 Vamos a discutir los gastos calificados mas adelante en
el manual.
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Para ser elegible, una persona debe estar djscapacitada
antes de la edad de 26 anos. Si se puedeestablecer una
cuenta si usted es mayor de los 26, siempre y cuando su
incapacjdad haya comenzado antes de los 26 anos de
edad.

Puedes ser autpmatjcamente elegible si recibes Ingresos
Suplementarios de Seguridad (SSI) o Seguro Social por
Incapacjdad (SSDI) y cumple con el requisito de la edad.

Tambien, se puede ser elegible si tieneuna discapacidad
con limitaciones funcionaies "marcadas y severas" las

cuales duraran por lo menos un ano. Esto requerira la
certificacion de un medico.

,4
^t^

^^>

Ley de ABLE 2018

;I

I I

La administracion de las cuentas ABLE se establecera por
cada estado. En California, la mesa directiva de CalABLE,

bajo los auspicios de la Tesorena del Estado, ha sido
designada para administrar el sistema de cuentas ABLE.
Cada persona puede tener solo una cuenta en un
momenta dado. La cuenta se puede establecer en
cualquier estado. Sin embargo, algunos estados pueden
limitar sus cuentas a solo sus residentes.

Mas de 30 estadosya han comenzado a permitir que la

gente establezca cuentas ABLE, contando hasta el
momenta con mas de 15, 000 cuehtas establecidas a
nivel nadonal. CalABLEe'ntro en funcionamiento en
didembre 2018.

Ley de ABLE 2018
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Cualquier persona, incluso el

beneficiario, puede hacer
contribuciones a la cuenta

ABLE. Estos se hacen despues
de que se paguen los
impuestos. No hay ningun
benefido fiscal para la persona

que hace la contribucion. Los
beneficiarios talvez podran reclamar un credito en sus
impuestos sobre las contribuciones, tal como se

describiran en este folleto posteriormente.
Se podra contribuir hasta $15, 0004 al ano hacia una
cuenta ABLE. Esto tambien se conoce como el Limite

Anual. Sin embargo un beneficiario que trabaja, talvez

podra contribuir mas, como se describira en la siguiente
pagina.
La cantjdad maxima que puede tener en una cuenta en

cualquier momento es decidida por el estado. El limite
para las cuentas en California sera de $529, 000.5

Algunos estados tienen beneficios estatales decreditos deimpuestos para
contribuidores. Losbeneficiosde impuestos son basadosen el estado de

residenciadelcontribuidor, no dondese hayaestablecidola cuenta.
Esta cantidad puedeser ajustada en el future.

Estacantidad puedeserajustada en elfuturo
Ley de ABLE 2018
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Si un beneficiario trabaja el o ella podra contribujr mas a

su cuenta que el Limite Anual de $15, OQQ. Ellos podran
contribuir la cantidad de su ingreso anual bruto, o
$12, 140, la tantidad que sea menos. Existen algunas
reglas sobre esto:

1. Solo el beneficiario podra hacer esta contribucion
extra de su propio ingreso.

2. NQ podra haber ninguna cuenta de retirp en base
al empleador a nombre del beneficiario, aun cuando
solo el empleadpr seg el que contribuya a esa cuenta.

^&wtr4byei6nregyJaFan4jal

$15y000

Contribucion par ingresos

+ 12 140

Cantidad total anual

= $27, 140

LeydeABLE2018
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Planes de Ahorro ara la Universidad529

Si el beneficiarlo o un miembrp de la familia tienenuna
cuenta de ahorro para la unjversidad 529, ese dinero
puede transferirse a la cuenta ABLE del beheficiario. Esta
cantidad cuenta hacia el Ifmite de contribucion anual de
$ 15, 000.
Otras cuentas ABLE529 A

Usted puede transferirfondps de un 529 (A) a otra 529

(A) de un hermano/a a otro/a hermano/a elegible. Esta
reinversion no cuenta para el limite de contribucion
anual de $ 15, 000

Leyde ABLE2018
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Si las contribuciones empujan la cuenta sobre el Ifmite
anual de $15, 000, las contribuciones seran devueltas al
contribuyente. El ultimo dinero puesto en la cuenta sera
el primer dinero en regresarse. El beneficiario sera
notificado cuando esto suceda.

Ley de ABLE 2018
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Cuandp un beneficiarib de ingresos bajos o moderados
contribuye a su propia cuenta, es posible qye pueda
reclamar un credito fiscal/llamado Credito del

Ahorrador. Para serelegible para este credito el
benefjciario debera:

. No ser un estudiante de tiempo cpmpleto
. No ser dependiente

. Contribuira la propia cuenta ABLE
. Deber impuestos

. Como soltero, no ganar mas de $ 32, 000 o, como

pareja casada, ganar no mas de $ 64, 000 de ingreso
bruto ajustado por ano.

Este credito fiscal es un porcentaje de la cantidad que el
beheficiario contribuyo a su propia cuehta ABLE. Ese
porcentaje comienza en 50% para los niveles de ingresos
mas bajos y se reduce a 10% para aquellos mas cercanos
al umbral de ingresos altQS. El credito maximoes $2, 000.
El monto del credlto reduce la cantjdad de impuestos

adeudados par el beneficiario. Siel credito es mayor que
la cantidad de impuestos adeudados, no se reembolsara
el saldo restante.

Ley de ABLE 2018
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Usted pued6 utilizar los fondos para pagar los gastos de
discapacidad caiificados (QDf, por sus siglas en ingles).
QDEs son gastos que estan relacionados con la

discapacidad de uno, son para el beneficio del
beneficiario, y permitira que la persona mantenga o
mejore su salud, su independencia o su calidad de vida.
La Ley de ABLE es clara en que los requisitos en lo que es

un QDE se debe aplicar de manera libre lo que significa
que la mayona de los tipos de gastos se deben permitir
comoQDEs.

Listed deber^ mantener un buen registro de como utiliza
sus fondos ABLE. Se sugiere que mantenga cada redbo y

tenga un registro con una descripcion corta de cada
compra y como esta es un QDE. Esto Ie protegera si el
Servicio de Ingresos Interinos (/ftS) audita su cuenta
ABLE.

® El dinero de su cuenta ABLE puedeser utilizado
para pagar los gastQS de vida basicos
Los gastos no tienen que ser medicamente
necesarios

Los gastos siguen siendo calificados incluso si

hay algun benefido a los demas; sin embargo, los
gastos que son solo para el beneficio de otro, tales
como regalos o donaciones, no son admisibles.
El dinero utilizado de una cuenta ABLE para los
QDEs no esta sujeto a impuestos
Leyde ABLE2018
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. Educacion
. Alojamiento / Vivienda
. Transportacion

. Apoyp de empleo y entrenamiento
. Tecnologi'a de asistencia
. Apoyos personates

. Salud
. Manejo finandero
. Asistencia legal

. Supervision / monitoreo
. Gastos basicos de vida

. Funeral / entierro

Los gastos no calificados estaran sujetos a impuestos y
tendran una multa adicjonal de 10% del monto retJrado.

Tambien podnan afectar su elegibilidad para Medi-Cal y
otros beneficios publicos.

Para una lista mas extensa, valla a la pagina final de
este folleto
Ley de ABLE 2018

El dinero en una cuenta ABLE sera invertido por los
administradores de cuentas contratados por la mesa
directiva de ABLE. Ademas de las contribuciones que

realiza, asi es como puede crecer su cuenta. Si su cuenta
crece debido a las jnversiones, ese dinero no sera sujeto
a impuestos. El otro lado de la inversion es que existe el

riesgo de que su cuenta pierda dinero. Por lo general, las
inversiones hacen un poco de ambas. Un mes vera
aumentar su cuenta mientras otro mes podna disminuir.
Con el tiempo, usualmente el dinero que se invierte
aumenta mas de to que disminuye.
Cuando usted tiene una cuenta, se Ie ofreceran opciohes

en como quiere que su dinero sea invertido. Algunas
opciones tendran la posibilidad de un gran crecimiento;

estas opciones tambien tienen un mayor riesgo de
perder dihero. Otras opciones tendran un bajo riesgo de
perder dinero, pero estas tambien tendran un menor
crecimiento.

Como invertir su cuenta ABLE sera una decision

importante. No podemos cubrir aquf toda la informacion
que necesita saber acerca de como invertir su dinero.
Asegurese de preguntar a la persona que Ie esta

ayudando a estabtecer su cuenta lo que cada opcion de
inversion es para que pueda decidir to que sera mas
comodo para usted.

LeydeABLE2018
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En

's

California,

I I

el

administrador

s
de

cuentas

ha

configurado varias opciones de inversion para las
cuentas de ABLE. Si usted tiene su cuenta aqui en
California, usted podra seleccionar la que mas Ie
convenga para el crecimiento y el riesgo que desea.
Usted podra cambiar su opcion de inversion hasta dos
veces a Iano.

Si decide configurar su cuenta en un estado diferente,
usted tendra que aprender las reglas para las cuentas de
ABLE de ese estado.

Los administradores de cuentas de ABLE reportaran la
informacion sobre su cuenta al Seguro Social todos los
meses.

^

Ley de ABLE 2018
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Probablemente la mejor caractenstica de cuentas ABLE
es que los fondos de la cuenta no afectaran sus
beneficios publicos. El unico beneficio publico que
pudiera tener un impacto es su beneficio de efectivo del
Seguro Social.

En el caso del seguro social, usted puede tener hasta $
100, 000 en su cuenta y todaviaobtener su cheque del
seguro social complete cacla mes. Una vez que pase esa
cantidad de dinero en su cuenta ABLE, sus cheques del
Seguro Social se detendran, pero usted todavia
permanecera elegible. Si su cuenta baja de nuevo a
menos de $100. 000, entonces comenzara a recibir sus

cheques del Seguro Social nuevamente.

Una nota sobre la vivienda ]
Los beneficios de SSI pueden ser
afectados si se utilizan tos fondos

de ABLE para 16s gastos de
vivienda y si no se gasta el dinero (
de

inmediato.

cualquier

Para

impacto

en

evitar

sus

beneficios de SSI, asegurese de
gastar el dinero de vivierida dentro del
mismo mes del calendario que usted retira el dinero.
Mientras usted no mantenga fondos de vivienda de un
mes al siguiente, los fondos no afectaran sus beneficios
deSSI.
Leyde ABLE2018
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La cuenta de ABLE no afecta su elegibilidad para

Medicaid - llamada MediCal en California. Sin embargo,
si usted toma djstribuciones que no son gastos
calificados, esto podna afectar su elegibilidad.

LeydeABLE2018
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Mientras que la ley es clara en que la cuenta ABLE
pertenece al benefidario, hay provisiones para aquellos
adultos que no pueden manejar una cuenta par si

mismos. Estas disposiciones permiten a un padre de un
menor o tutor legal de un adulto poder establecer y
administrar una cuenta ABLE en beneficio de la persona.
Tambien es posible que alguien administre una cuenta a
traves del proceso de Poder Legal (Power of Attorney).

My account

Ley de ABLE 2018
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Las cuentas ABLE ofrecen un tipo diferente de
posibilidad de ahorro que un Fideicomiso de

Necesidades Especiales. Para el beneficiario y / o la

familia, una cuenta ABLE Ie brinda mas flexibilidad y
control sobre su dinero que la mayoria de los
fideicomisos. Ademas, el costo de establecer una cuenta

ABLE sera menor, par lo que es una buena opcion para
las personas con ingresos mas bajos. Incluso si tiene una
cuenta de fideicomiso, vale la pena considerar la

apertura de una cuenta ABLE par la flexibilidad y el
control que Ie ofrece.

Ley de ABLE 2018
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Para las discapacidades que pueden ir y venir, como las
que se deben a una enfermedad cronica que aparece y
luego desaparece, las cuentas ABLE se congelan durante

los penodos en que la persona no tiene una
discapacidad elegible.
Si la persona se deshabilita de nuevo y se restablece la
elegibilidad, la cuenta se descongela y se puede utilizar.

Ley de ABLE 2018
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Jose recibe SSI y MediCal. Jose necesita niveles
significativQS de apoyo.
El no tiene dinero ahorrado

Jose recibio una herencJade su abuelo de $ 18,000

El puedetransferir $ 15,000en unacuentaABLE(el
limite anual) y "gastar" 16s$ 3,000 restahtes para
mantener la elegibilidad para SSIy el seguro medico.
Sin ABLEJose solo puede ahorrar $ 2, 000 y se vena
obligado a gastar los otros $ 16, 000 inmediatamente
para rriantener sus beneficios

Con su cuenta de ABLE el puede utilizar el dinero para
conseguir apoyo adicional que no ha sido cubierto por

los servicios de discapacidad de su estado. El pbdna
utilizarlo para la cbmpra de equipos, tales como una
computadora o contratar personas para ayudarte a
hacer las actividades que Ie gustan. Tambieh podna
optar porguardarlp para futuras necesidades.

Ley de ABLE 2018
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Sara recibe SSI, MediCal y Seccion 8
Ella tiene un trabajo de media tiempo y ya ha

guardado la cantidad maxima de dinero de $ 2,000, y
aun asi mantiene la elegibilidad para estos beneficios
Ella abre una cuenta ABLE.

Sus abuelos contrjbuyen $ SOOcada mes a su cuenta

ABLE, par un total de $ 3, 600 al ano.
Porque ella trabaja, su limite de contribucion anual es
mas alto, hasta $ 27, 140.

Ella depqsjta $ 15, 000 en sy cuenta de sys ganancjas.
Ella termina ahorrando $ 18, 600 cada ano en su
cuenta ABLE.

En el momenfo de los impuestos, utilizahdo el credito

del ahorradpr, ella puede deducir $ 2,000 de los
jmpuestos federalesque debe. Ella vuelve a poner esos
ahorros en su cuenta ABLE.

Pyede usar sy cuenta ABLE para pagar sus gastos
cotidianos y ahorrar para una camioneta accesible u otro
artfculo importante que realmente necesita.

LeydeABLE2018
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La ley federal fue aprobada en diciembre del 2014.

Desde entonces, los estados han estado trabajando en
aprobar sus propias leyes con el fin de promulgar
cuentas ABLEdentro de su estado.

El Programa de California, CalABLE fue lanzado el 18 de
diciembre del 2018. Para aprender como establecer una
cuenta CalABLE, visite www. calable. or .

Por lo menos 40 estados ya estan operando y la mayona
estan aceptando titulares de cuentas de fuera del

estado. Listed puede encontrar la lista actual y comparar
los programas en el Centra Nacional de Recursos ABLE.
Si desea establecer una cuenta ABLE fuera del estado o

en California, es una buena idea explorar las maneras en
que el ahorro de dinero a traves de una cuenta ABLE
podna ser util en la planificacion de su futuro financiero.

Piense acerca de como construir esta cuenta y
establezca objetivos para la forma en que podria ser
utilizada para ayudar a establecer o mantener su
independenda a lo largo de su vida adulta.

Leyde ABLE2018
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Si esta considerando la apertura de una cuenta en otro
estado, asegurese de comparar los programas.
Preguntas a las que debe obtener respuestas pueden
incluir:
iComo se inscribe?

^ &Hay un dep6sito minimo para abrirlo?
dHay algun cargo por mantenimiento de la cuenta?
dEn que se diferencia el costo para residentes del
estado y para residentes fuera del estado?
dCuales son los l?mites a las contribuciones?

<LHay limites a los retires? iSe puede retirar usando
una tarjeta de debito?

. En cuanto a las inversiones, dse puede elegir el nivel
de riesgo con el que esta dispuesto a vivir?
. d.Cuando puede cambiar sus opciones de inversi6n?
Vaya al Centra de Recursos Nacional de ABLE para
comparer los programas y obtener respuesta a sus

preguntas.
CalABLE tiene una ventaja signifjcativa para los
residentes de California frente a establecer una cuenta
en un estado diferente. Si el beneficiario tiene una
cuenta de CalABLE, cuando el o ella fallezca, et programa

de Medicaid de California (MediCal) no realizara una
reclamacion por el reembolso de los fondos restantes de
la cuenta ABLE. Si la cuenta esta en otro Estado, MediCal

puede presenter dicha reclamacion.

7 www.ablenrc. or / Espanolrhtt s: tin url. com 89 9v8w
Ley de ABLE 2018

25
s
529 - un plan de ahorro para la universidad
529 (A) - cuent9 ABLE
Limite de Cuenta - La contribucion maxima o el limite
para una cuenta ABLE

Beneficiario - uha persona que es elegible y ha abierto
Una cuenta ABLE

Contribucion - dinero que se deposita en una cuenta
ABLE

Confribucion Anual - la cantidad total que se puede
poner en una cuenta ABLE cada ano

Limite de la cuentEf agregada - la cantidad total que
puede estar en su cuenta en cualquiertiempb
Djstribudon/ retires - dinero que se paga osale de una
cuenta ABLE

Ganancias/ crecimiento - el dihero que se agrega a una
cuenta ABLE a traves de inversiones

Limitaciones fundonales - Actividades que una persona
no puede hacer debido a su discapacidad

Poder Legal {PowerofAttorney) - la autoridad para
actuar en nombre de otra persona en cuestiones legates
o finanderas

Ley de ABLE 2018
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Beneficios publicos - dinero destinadopor et gQbiernp
de los fondos de los contribuYentes que se utilizan para
ayudar a las personas que necesitan apoyo adicional
para vivir. Los ejemplos incluyeh Seguro Social, Seccion

8, cupones de alimentQS, servicjps de apoyo en el hogar,
servicios del centra regional, etc.

Gastos de discapacidad calificados (QDE) - Cualquier
gasto realizado desde una cuenta ABLE que esta
permitido ppr la Ley de ABLE
Transferencia - Mover dinero de una cuenta a otra
cuenta sin incurrir en responsabilidad de jmpuestos.

FideicomisQS de necesid^des especjales - un proceso
legal utilizado para guardar dinero en una cuenta
especial para una persona con Una discapacidad
Gastar- el proceso de gastar dinero con el fin de reducir

la cantidad de dinero cjue tiene

SSI/ SSDI- Programas del seguro Social establecidos
especfficamente para personas con discapacidad

Ley de ABLE 2018
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Ejemplos de gastosde discapaddad
calificados {QDEs}
Gastos de discapacidad calificados no tienen que ser Ips
gastos medicos solamente. Pyeden incluir los gastos
basicos de vida. Mientras quela siguiente lista no es

exhaustiva, algunos ejemplosde gastos de discapacjdad
calificados son:
Education

La matncula para el preescolar hasta la educacion
.

postsecundaria
Libros

.

Suministros y materiales educativos

Vivienda

Gastos para una residehcia primaria
.

'

Renta

o La compra de una residencla principal
® Pagos de hipoteca
c

Impuestos spbre bienes inmuebles
Cargos de utilidades

Mientrasque gasta losfondos de vivienda dentro del

mismo mes del calendario que retira el dinero, los pagos
de la vivienda noafectaran sus beneficios de SSi.
Transportacion

.

Uso de los medios de transporte

.
y

Compra o modificacion de vehfculo
Gastosdemudanza

Apoyo de Empleo
Leyde ABLE2018
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Los gastos relacjonados con la obtencion y el
*

mantenimiento del emplep
Entrenamiento relacionado con el trabajo

Salud, prevenci6h y bienestar
o Las primas (los cobras) de seguro de salud
La salud mental; medicos, gastos de vision y
dentales

Habilitacion y rehabilitacion
Equipo medico duradero
c

Terapia

® Cuidado/ Respiro
. Servicios y apoyo a largo plazo
Manejo nutricional
Servicios de comunicacion y dispositivos
Equipo de adaptacion

Asistencia personal
Tecnologla de asistericia y de apoyo personal
Los gastos para la tecnologia de asistencia y apoyo
personal (porejemplo, un telefono inteligente
para un nino con autismo)
Gastos varios

.

Administracjon finandera y servicios
administrativos
Honorarios legates

Supervision y monitoreo
Mejoramientos, modificaciones, mantenimiento y
reparaciones

Gastos funerarios y entierro
Ley de ABLE 2018
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CalABLE: www. calable. or

Espanol: https: tin url. com ad6hrxo
Centre Nacional de Recursos de administracion de
ABLE:www.ablenrc.or

Espanolrhttps: tin url. com 89 9v8w
Institute Nacional de Discapacidades:
www. realeconomicim act. or

Espanol: https: tin ^url. com bar4hou
Ley Federal: www. federalre ister. ov

Espanol: htt s: tin url. com 9nlxsh

Informacion sobre fideicomisos para necesidades
especiales: htt s: s ecialneedsanswers. com
Espanol:

Ley de ABLE 2018
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INTRODUCTION
Adults with Down syndrome are now routinely livinginto their 50s,
60s, and beyond. For many individuals this long and vibrant adulthood
is marked by an arrayof milestones: movingout of the family home,
getting a job, becomingan aunt or uncle, findinglove, travelingto
newplaces, andtrying newandexcitingthings. Thejoys that these
experiences bring can also be coupted with challenges that adults
with Downsyndrome mayencounterwith advancingage. Oneof the
most serious and life-changingconcernsthat individualswith Down
syndromefaceasthey growolder is the increasedrisk ofdeveloping
dementia stemmingfrom Alzhiemer'sdisease.
For anyone receiving the news for the first time, the diagnosis of
Alzheimer's diseasecan be overwhelming. Familiesandcaregivers
of adultswith Downsyndrome can find this diagnosisparticularly
devastating, as It is often marked bya profoundgrieffor the toss of
abilities that had been so hard-earned over the individual's lifetime.

Nomatterhowinformedone mightbeaboutthe increasedriskof
Atzheimer'sdiseasein Downsyndrome, manypeoplefeelunprepared
whenthediagnosisbecomesa reality. Familymembers,loved ones,
and caregivers may find themselves In a state of disbelief when they

witnesschangesoccurringundertheirownroofor whenthediagnosisis
offia'altymadein someonetheylove.Thiscan be a veryemotionaltime as
individuals,caregivers,andfamiliesworkto fully graspthe implicab'onsand
impact ofthis diagnosis.
The intent ofthis publication is to addressthe specificconcernsrelated
to adults with Down syndrome and Alzheimer'sdiseaseandthe people

PERSON-CENTEREDAND RELATIONSHIP-CENTERED
PRINCIPLES
Everyone has a story.

An appreciation of an individual's life story is a cornerstone in providing
care that is person-centered, andwhichtakes into account hisor her
culture, life history, lifelong personality, quirks, abilities,strengths,
preferences, interests, andvalues. Person-centeredcare aims to honor
the unique physical, medical, mental, social, emotional, and spiritual
needs of each individual.

A complement to person-centered care is retatlonshlp-centered care,
which stresses the importance of the various relationships In a person's
worldthat help to support and enhancehis or herwettbeing.These
nurturing relationships are built on emotional connection and help
positively influencecareexperiencesandoutcomes for the individual,
family, andcaregivers.
Person-centered and relationship-centered care embodies humanistic

ideals that represent fairly universal goals. White not entirely unique to the
needs of individuals with Atzheimer's disease, embracing these principles
after a diagnosis can help keep the focus on what is most important when
life feelsoverwhelming.

PERSON.CENTEREDPRINCIPLESINCLUDETHE
FOLLOWING:
. To beacknowledgedasa personwitha uniquelifestory.

who love and support them.
To feel loved and safe, while being treated with respect and dignity.

THE GOALSOFTHISBOOKLETAREAS FOLLOWS:
. TobevaluedandIncludedInhis/hercommunitythroughoutlife.
1) Toprovideproactiveandpracticalguidanceaboutseekinghelpif
early changes are noted, so that an evaluation of possible Abheimer's
disease is made carefully and accurately.

2) Toempowerfamiliesandcaregiverswithpractical,directlyapplicable
knowledgeto helpoptimizethewell-beingofthe individualwith

' To be self-directed in choice and decision-making to the greatest
extent, whenever possible.

. To be InvolvedIn meaningfulactivity,to feet usafutanda senseof
belonging.

Atzheimer's disease.

3) Toprovideencouragement,solace, andsupportfor individuals,
families, and careglvers for a shared meaningful journey after a
diagnosis is made.

. To be provided comfort, care and support with patience,
cornpassion and empathy. To havecarethat is focusedon what an individualcan do and not
what they can not.

4) To highlight the importance of honoring the person with Down
syndrome throughout their entire Life, especially after an Alzheitner's
disease diagnosis is made.
National Down Syndrome Society
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difficultyrecalling immediate, short-term, or newly-leamed
information.

When caring for an individual with Down syndrome and Alzheimer's
disease, it is crucial to remember that the person being cared for is
still the same unique individual, still continuing on their own evolving
and meaningful life story. Through the ebb and flow ofthe disease, the

ChallengesInplanningorsolvingproblems. Individualsmay
show new or worsened difficulty with activities that require

booklet aims to provide a roadmap that will hopefully make the journey a
tittle easierfor everyoneinvolved.

multiple steps or tasks of sequencing and planning that they
could previouslydowell. Examplescould includerepeatedly
forgettingto bringa towelor othernecessaryitemsinto the
bathroomat showertime; neglectingto pack morethan a
granotabarin hisor her lunchboxwhenleavingfor the day, or
dressing in shorts to leave for work when it's snowing outside.

WHAT ISALZHEIMER'S DISEASE?

leiiun, such as decreased work productivity or confusion

person'sessenceremains,whetherit'sfeltdirectlyorkeptaliveinthe
memory ofthosethat love andcarefor him or her.

Lifegoeson afterthe diagnosis... it hasto! Inthe coming sections, this

Difficultycompletingfamiliartasksat home,work, or
completing common household or leisure tasks that he or she
could previouslydowell. Theremaybeanoverall appearanceof
poor concentration when attempting to do a chore or a familiar

Alzhelmer'sdiseaseis a causeofdementia.Theterm dementiadoesnot

describea specificdisease,butrathera widerangeofsymptomsassodated

daily activity.

with a decline in memory or other thinking skills severe enough to reduce

a person'sabilitytoperformeverydayactivities.Alzheimer'sdisease
causes problems with memory, thinking, function, and behavior in a way

Confusion with time or place. An individual with Down

thatrepresentsa declinefromtheindividual'slongstandinglevelcfability.
Symptomsusuallydevelopslowlyandgetworseovertime,eventually
becomingsevereenoughto interferewithdailytasks.

about where he or she is, and may lose track of the day of the

syndromeandearlymemory problems mayappearconfused
weekor appearlessfamiliarwitha typicaldailyroutine.
Troubleunderrtandingvisualimagesandspatial
relationships. Individualsmayexperienceconfusionnavigating
familiarspaces, manipulatingcommonobjects, reading,or

The distinction between the terms Alzheimer's disease and dementia is

frequentlya sourceofconfusionforfamilies,friends,andcaregivers.As
mentionedabove,theworddementiaisa general"umbrella"term that
describes a variety ofmore specific conditions that permanently affect

understanding visual information such as pictures or signs.

memoryandthinking.Alzheimer'sdiseaseisthecauseofthemostcommon

New problems with words in speaking or writing. For

form ofdementiathat fallsunderthisumbrella,andit isdistinguishedfrom
othercausesofdementiabasedon its spedficcharacteristics.Practically

individuals who have always had expressive verbal language

skills (that is, speech), languagemaybecomemoreblandor
simple,orvocabularyandwordchoicemaybecomemore
limited.,Difficultiesin receptive language(the abilityto hearand
understandverballanguage) mayleadto a difficultyanswering
questionsorfollowingdirections.

speaking,thewordsdementiaandAlzheimer'sdiseaseareoftenused
Interchangeably,bothin medicalsettingsandingeneralconversation.This
usageisnotwholly incorrect, butit commonly causesconfusion forpeople

whoareunfamiliarm'th howthetwoentitiesrelateto oneanother.Forthe
remainderofthisbooklet,thetermsAbheimer'sdiseaseanddementiawill

beused,butdokeepinmindthatAlzheimer'sdiseaseisa causeofdementia.

Mispladngthingsandlosingtheabilityto retracesteps.
Individualsmayappearmoreabsent-mindedandaptto misplace

Atzheimer's disease affects the brain and causes the observed changes in
dementia: such asmemory loss, functional decline, behavior and personality
changes, and loss oflanguage skills.

or lose items. Examples may include no longer putting a

tunehboxawayin its usualplaceinthe kitchenat theendof each
dayor puttingthingsin unusualplaces(anopen mayonnaisejar
left in a cupboard,dirtyclothes mixedinto the drawerwithclean

TENEARLYWARNINGSIGNSORSYMPTOMSOFALZHEIMER'S
DISEASEINCLUDE;'

Items, etc. ). When individuals become more forgetful of where

. Memory loss that disrupts daily life. This can include
confusion orforgetfulness in a recurrent pattern, enough to
interfere with some aspects of the individual's typical daily

routine. Earlyon, forgetfulnesstypicallyinvolves
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1 Adapted from the
Mzheimer'sAssociation

somethingwasput down, there maybe increasedaccusations
that otherpeoplearestealingitemsthat are in factmisplaced.

"10WarningSignsof
Alzheimer's". www. afz. org
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. Decreasedor poorjudgment.Someindividualswithearly
memory changes may forget to lock their front door, discard
items of value, or show new impulsivity or poor/worsened safety
awareness.

. Withdrawalfrom socialactlvttle*. Individualsmaystart
avoiding social opportunities due to the anxiety, stress, or
confusion about the changes he/she is experiencing. Activities

that mayhaveoncereliablyprovidedjoy andexcitement may
suddenly seem overwhelming for individuals experiencing
memory problems.

. Changesin moodandpersonality. Individualsmayshow
an array of new or worsening negative emotions along with
confusion including suspicion, paranoia, anxiety, sadness,
tearfulness, and depression.

KEYDISTINCTIONSREGARDINGEARLYWARNINGSIGNS
Everybody is entitled to have a bad day now and then. Misplacing a
pair of eyeglasses once in a while or forgetting the name of a distant
relative at a family reunion does not necessarily indicate that dementia
symptoms are starting to emerge. When considering the warning signs
listed above, note that these symptoms should constitute a regular
pattern and interfere with daily activities in a way that represents
o changefrom the individual'spreviouslevel of ability.This is a key
distinctionthat will be reinforcedthroughoutthis booklet.
There are numerous other possible conditions that can cause

WHATISTHE CONNECTION
BETWEENDOWNSYNDROMEAND
ALZHEIMER'SDISEASE?
Alzheimer'sdiseaseis causedbychangesto
braincells, causingirreversibledamagethat
leadsto a gradualslowingdownandfailingof
brainfunction. The damageis broughton by
the accumulation of protein substances in the

brainthat disruptbraincell health and signaling
betweencells. The build-upoftheseproteins
contributesto abnormalitiesthat arecommonly
referred to as "plaques" and "tangles, " based
on the wayInwhichthey appearundera.
microscope.

Atzheimer'sdiseaseand Downsyndrome share
a unique genetic connection. In the typical

population, people havetwo copiesof each
chromosome,to equal a total of46. Recallthat
in Downsyndrome, individualshavea full or
partial third copy of chromosome 2T (hence,
the nametrisomyM). Chromosome21 carries a
genefor the protein that Is producedin excess
in Alzheimer's disease, leading to the buildup
ofbeta-amylold, the protein responsible for
formingthe plaquesthat causepermanent
damageto braincells. Sinceindividualswith
Downsyndromecarrythree copiesofthis chromosome in theircells, they
havean additionaloverproduction ofthis brain-toxicprotein. Scientists
are still working to fully understand the role of alt of the other genes

symptoms of confusion or forgetfulness. A diagnosis of Alzheimer's
disease needs to be approached carefully, and considered as a
possibility only if there are no other identified medical or psychiatric
causes identified that may have otherwise brought on symptoms
or changes that are observed. The list of alternate explanations
for early changesthat may be observed is broad at first, and can
include a wide range of possible causes. Examples include: an acute

to the acceleratedagingprocessthat's seen in Downsyndrome.These
uniquepropertiesofchromosome21 are associatedwith elevated risk
ofprematureAlzhelmer'sdiseasefor adultswith Downsyndrome
specifically. Thesame riskis not seenas distinctly in adultswith other
forms ofintellectual disability.

infection, a sudden medical illness, a stroke, new or recurrent

While it is well-established that there is an elevated risk for

seizure activity, an adverse reaction to a medication, worsening
depressed mood, acute griefreaction, trauma or triggering of past.
trauma, worsened anxiety, or other ongoing personal stressors that

Alzheimer's disease in adults with Down syndrome as they grow older,
It is important to emphasizethat this diagnosisis NOT inevitable.
For reasonsthat are still not fully understood, some individuals with
Down syndrome will develop Alzheimer's disease as they grow older,
while some individuals will live their life without showing the outward
changesof dementia. Current estimates suggest that Alzheimer's
diseaseaffects more than 30%of people with Down syndrome in their
fifties and 50% or more of people in their sixties, with risk increasing
incrementally with advancingage thereafter.

are causing a significant emotional burden on the individual. Thus, it

is important to think broadly at first, so as not to miss recognizing
other common conditionscontributingto changes that are observed.
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located on chromosome 21, as several of them are felt to contribute
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Although risk increases significantly with each decade oflife after 50

!^f

for adultswith Downsyndrome, it isvitally importantto makesure
that a diagnosisof dementia is approachedcarefully, and not given

prematurelyorwithouta thoroughinvestigation.Atthe first signsof
someone actingeven slightly differentlythan usual, it is important to
keep in mind that there are many other possible contributors to changes
that are seen with age. There are several common medical conditions
that adults with Down syndrome experience as they move through
adulthood and into older age, manyofwhichcan causevague symptoms
of confusion if not properly identified and addressed.
These common conditions were reviewed in more detail in the

publication. Aging and Down Syndrome: A Health and Wellbeing
Guidebook, availablethroughthe NationalDownSyndromeSociety.

^f

Available through the
National Down Syndrome
Societyat ridss.wg.

Readersarestronglyencouragedto obtainthis bookletforadditional
information on this topic, as well as other health-related resources for
adults with Down syndrome who are growingolder.
It is important that health care providers, family, and other caregivers
remain vigilant for signs of these conditions, as many ofthem can have
features or symptoms that can mimic some aspects of Alzheimer's
disease.

COMMON MEDICALCONDITIONS INAGING
ADULTSWITHDOWNSYNDROME:

located at the base of the skut; and neck. which can have a variety of

effection nomistmovement, strength, andfunctiop.
> Vision loss/impairment aue to ej"l. y catjracts {s ctouc'in^ oi' t'he
lens of the eye) and keratoconus (a distortion or the sh^oe cf the eya.

Osteoporosis, a ^onditioiimat causesthinningandweakenedbone;

which can imparr vision)

that can lead to fractures which cause pain and impaired mobilitv.

Hearingloss.whichoccursmorecomrnonlyvvith age-^ndis of'ten

Celiacdisease, an autoimmunediseasethat causes an inabitityto

made worse bv wax impactions. especiall'/ ;n small and narrow ear

digest wheat dnd gluten, which can iead to stomach distress, vitamin
deficiencies,waghtloss, andoverall irritability.

Hypothyroldism, a conditionthatuusei anunderactitfethyioid
gland,whichcontributesto synptomsof ratlgu?andmental

STAYINGHEALTHY;BRAINAND BODY '

stugg'shness,
Obstructh/e sl^ep apnea, a sleep diso''d@r that leads to poor quality,

non-fgsrorativesleepthat makespeoplefeet <>le£p"dsprivedeveni{
they appeared to have had a full night'i sleep
Osteoarthritis, which can cause pain and stiffness that can make
fgsks more difficult to perform or can contribute to overall irritability.
1 Adapted from the
Atlantoaxial instability and cervical spine disease, cauied by
consenltal a"d/or degenerative; han.»is In thp region . 'fthi; spi ne
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It is nevertoo lateortoo earlyto incorporatehealthyhabits!Maintaining
good physical health and43rain health throughout life is an important
goal for everyone to strh/e to achieve. There is also growing evidence that
thesehabitsandInterventionscanhelp lowerthe riskforthedevelopment
ofdementia.Therearemanypracticesthat adultswithDownsyndrome
can incorporate into their Ufestyte that wilt help promote cognitive and
physical health over their lifetime. These tifestyte habits are important for
all individualswithDownsyndromewhethertheyareyoungandtbrwingif
they've reached old age, or ifthey've developed Alzheimer's disease.

Ways to Lowyour Brain."
www. alz. org
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Incorporatingthefollowingintodailylifecanhelpto optimizeoverall health

.

and well-being and minimize additional risk factors that can affect brain
function over time.
Engage in regular cardiovascular exercise that raises the heart rate.

other necessary steps to avoid any preventable trauma to the brain.

.

Healthy blood flow to the heart helps promote healthy blood flow to the
brain.
Staymintally rtimulatedandengagtd,AdultswithDownsyndromeare
encouragedto continueto buildandexpandlifelongteaming,bytrying
newthingsandsettingnewgoalsthathelpkeeptheirbrainengagedand
workinghard.Aim to regularlyaddinchallengeswith a newgameor

vegetablesandfruittohelpmaintaina healthyweight.Limitsalt andsugar
intake.
.

.
second-handsmoke aswell.

Getrest Poorsleepcanaffectmemory, concentration,andthinking.
Adultswith Downsyndromearealsoat riskofsleepapnea.Payattention
closely to sleep habits, aim to get a resthil and restorative overnight sleep.
and bring any addlttonal steep concerns to the attention of a health care
provider.

It isImportantto stayengagedinfamiliartasksthat arebothmentally
stimulatingandpleasurable,to helpreinforceexistingstrengthsand
abilities.
Dontsmoke.Makeeveryeffortto quitsmoking.Limitexposureto

E*ta healthyandbalanceddiet. AdultswithDownsyndromeareat high
risk of being overweight In adulthood, but with a healthy diet and exercise,
this risk can be reduced. Aim to eat a diet that is low m fat and high in

jigsaw puzzle to activate the brain. For adults with Alzhelmer's disease,

.

Avoid preventable head trauma. Brain infury can raise the risk of

dementia.Weara seatbelt, usea helmetwhenridinga bike,andtakeany

Take care of mental health. Untreated depression and other mood
disorders can cause impairment in thinking and memory. Seek out help
for concerns related to depression or anxiety and help create strategies to

helpminimizeandmanagestress.
.

Lower risk factors for stroke and heart dlsaast, including obesity, high
bloodpressure,highcholesterol,anddiabetes.Makegoodhearthealth a
priorityandgetregularcheckupsandscreenings.

Staysotlatlyengiged.Keepingup a socialnetworkoffamily,friends,
andpeersandengagingin activitiesthatarefunandmeaningfulIs
instrumental to emotional health and wetlbeing throughout lifetime. Look
for «»ays to be part of the local community through volunteering or joining
a club. Keep up with hobbies and interests that bring joy.

THE IMPORTANCEOFAN ACCURATEDIAGNOSIS
The diagnosis of any form ofdementia is based primarily on clinical
information, i.e., the history, signs, and symptoms that are brought, to the
attention of a health care provider. Currently, there is not one laboratory
test, neuropsychologicatexamination,x-ray,or brainscanthat makesthe
diagnosisofAlzheimer'sdisease.Instead,the determinationfalls primarily
to thehealthcareproviderwhois assessingthe individualandmaking a
judgmentaboutwhetherthereisampleevidenceto support a dementia
diagnosis. Alzheimer's disease remains a complex diagnosis to make in
thegeneralpopulation, in partdueto naturalvariabilityin howmedical
providers review and interpret the information that they are groen. However,
in the hands of an experienced health care provider, a carefully made
diagnosisis absolutelypossible.
Makinga dementiadiagnosisin adultswithDownsyndromecan seem
dauntingfor manyhealthcareproviders dueto a varietyoffactors:the
inherentvariabilityofbaselineIntellectualability,thelackofstandardized
diagnostic tests, and the lack of any specialty training among health care
providers. Most health care professional training still lacks any dedicated
educationor dinicalexperiencein workingwith adultswith intellectual and
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developmentaldisabilities,includingadultswith Downsyndrome. Despite
these challenges, it is entirely possible to achieve a careful and thorough
assessmentofan adultwithDownsyndromeandsuspectedmemory

changes.Currently,thebestassessmentstartswitha well-informedreview
ofthe individual's history, accounting for longstanding baseline abilities and
a description of how and when these abilities started to change.
The diagnosis ofAlzheimer's disease is one that should not begiven casually
or hastily. It is important that the diagnosis is made with a confidence that
all other possible conditions or issues. have been thoroughly investigated
and addressed. Many health care providers are aware ofthe connection
between Alzheimer's disease and Down syndrome, but this knowledge also
at times leads to diagnoses that are made prematurely, without exploring
the multitude ofothercommon healthconditionsthatcouldbeplaying a
primaryor keycontributingrole.
Through increased awareness of and vigilance for common medical,

psychiatric,andemotionalcontributingfactors,caregiverscanhelpcall
attention to the possibiUty ofthese coexisting conditions. As mentioned'
earlier, there are several common conditions that adults with Down

syndrome may encounter, most ofwhich can cause symptoms that can
mimicmemoryloss. Iftheseconditionsarepresentbut not property
investigated, identified, or treated, there is a missed opportunity to address
conditionsthatcouldpotentially modifyor Improvesymptoms.Thesame
istrueofmooddisorders,suchasundetectedoruntreateddepressionor
anxiety, which can contribute to symptoms ofconfusion, poor concentration,
inattention, or lossofinterestto participatein tasksor activities.
An accurateassessment shouldpaycloseattentionto changesthat may
be occurring In one's mood or behavior. In some cases, an untreated
primary mood disorder may account for all ofthe symptoms that may
haveotherwisebeen characterizedassignsof memory toss. Evenmore
commonly, mood changes may co-occur with the onset or progression
ofdementiaandmayworsenor intensifycertain symptoms. Thus,
identificationofmooddisordersallowan importanttreatmentopportunity

THE IMPORTANCEOFA BASELINEASSESSMENT
An individual's history is the cornerstone ofany dementia diagnosis. Recall
that the diagnosis is not based on a single test result or brain scan, but
instead on the medical provider's assessment of all ofthe symptoms taken
into contextfor eachindividual.A corefeatureofanAlzhelmer'sdisease

diagnosisistheprogressivelossofmemoryandotherdailyskillsthat
representa dediwfromtheindividual'slongstandinglevelcfability.Therefore,
anyjudgmentsmadebya medicalprovidermustbebasedonsomebasic
understandingofwhatcomprisedtheindividual'sbaseUneabilitythroughout

that may carry great positive impact.

their lifetime.

In summary, it isimperativethat a medicalproviderevaluatesforother
conditions that may be either causing directly or contributing to the

In adults with Down syndrome, or any form of intellectual disability,
so-called 'baseline'abilitiesare highlyvariable. Some individualsachieve

changesobserved,whilealsoworkingtoconfirmthatthekeychanges
identified are indeed suggestive ofAlzheimer's disease. The following
sections will provide a basic framework about seeking out 3 thoughtful
andthorough assessment to help caregivers advocate for an accurate and
carefuldiagnosis.

NationalDownSyndromeSociety

high-levelacademicskills, arevoraciousreadersor accomplishedartists,
live independently, and take public transportation to their jobs. Some
individuals may have never learned to tie their own shoelaces or to use the
bathroom without help. Each individual is different and unique. Thiswide
variabilityin possiblelifelongabilitiesmeansthat no assumptionscan be
safely madeat the time offirst assessmentwithoutgatheringinformation
for a baselinedescription. Recognitionofa progressivechangefromthese
baseline abilities isthe cornerstone ofan Alzheimer's disease diagnosis.
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Baselineabilities can and should be documented and tracked in

other objective measures or formal baseline memory testing that exists
representingbaselineabilities.A clearoutlineofbaselinefunction provides

twoforms, ob/ectfveandsubjectiveinformation.

a direct comparison that can specific observed changes and may prompt

1. 06/ectivememoryperfarinancerefersto a concrete, measurable
demonstrationofskflls.Thisisachievedbydocumentinga rangeofskills,
abilities, and strengths that the Individual has achieved In life. Some form

ofobjectivememorytestingIsreconnmendedto beundertakenbyage35
or40sothatthereIsa formalrecordof memoryperformancethatcould
beusedforcomparisoninthefutureIfchangesarenoticed.
Specializedassessmentsinvolvingsomeformofformalmemory
testingcanbeperformedbya memory specialist- a geriatrician,
neuropsychologist,neurologist,or psychiatrist. Ideally,anevaluation
should be performed by a specialist with experience and expertise In

assessingindividualswithintellectualdisabilities,andavailabilityof such
specialists is worth inquiring about in your area. Assessments should be
adapted appropriately for the individual's baseline Intellectual. disabllity,
as many standardized tests developed for the general population

areInappropriatefor Individualswithintellectualdisability.Unlike
assessments that are done in the typical population, memory evaluations
that are based on comparison to peers of a similar age have no practical

Therearemanysimplewaysofinformallycollectingobjectiveexamplesof
one'sbaselineabilitiesaswell.Writingsamples,drawings,artprojects, and
mathworksheets,andpersonaljournalsarevaluablepiecesofinformation
that can be compiled and used for reference of baseline skills and used
for compariscn if abilities start to falter with age. A collection of this

informationcouldalsobedoneInotherforms, likea videorecordingof
theindividualperformingtypicalactivitiesortalents:swimming,singing,
using the computer, counting coins, or helping make cookies. Compiling a
'scrapbook' of abilities and achievements over one's adult life can be a very
positive and fun activity that would also serve as very valuable reference

later inlifewhentaskedwithreflectingbackuponchangesovertime.
2. Subfectlvemunoryperformancerefersto a narrativedescriptionof
theuniquebaselineabilitiesandcharacteristicsof anindividual.Family
membersor longstandingcaregiverswhohaveknownthe individual
for several years or more are usually best equipped to describe baseline

abilitiesandcharacteristics.Foryoungerpeople,a baselinedescription
ofabilitiesissomethingthatcould becompiledlikea journalor a story
throughoutadulthood,documentingachievementswhilethe individualis
thrivinganddoingwell.

.

furtherdiscussionwitha healthcareproviderorspecialist.Changesare
noteworthy if they represent a significant difference based on their own

individuallifelongabllldes.Thiswill bedetailedfurtherInthenextsection.

IDENTIFYING CHANGE BETWEEN BASEUNEAND
CURRENT ABILITIES
There are various strategies that one may use to document and track
baseline abilities over time, but a structured and comprehensive approach

is recommendedto captureabilitiesin a rangeofskills.TheNTG-Earfy
DetectionScreenforDementia(NTG-EDSD)isan earlydetection and
screening instrument designed specificaUy for use by caregivers and staff to
identifyeariysignsandsymptomsofdementiain adultswith intellectual
disability.It is importantto notethat the NTG-EDSDisnot usedto diagnose
dementia, but it can screen for specific areas ofchange that can further
directdiscussionandevaluationwith a healthcareprovider.TheNTG-EDSD
canbeusedto documentbaselineabilitiesandthentrackedon a periodic
basis to survey for any observed changes from baseline in areas such as
memory, behavior,dailycareabilities,andgeneralfunctioning.Thismaybe
doneyearlyin preparationforan annualmedicalexaminationordone more
frequently Ifother concerns arise. Ifchanges are noted, this screening tool
can help prompt caregivers to seek a formal assessment from a health care
provider. Linksto the NTG-EDSDandrelated materialscan befoundon the
NDSSwebsiteaswell asatwww.aadmd.org/ntg.
Anotherstrategyisto usea narrathreformat, whichallowsthe caregiver
or familymemberto bedescnptivein detailingtypicalpatternsor abilities.
Theworksheetthatfollowsoutlinesanexampleframeworkin whichsuch
a narrativecould beconstructed, highlightingsevendifferentcategories
ofbaselineabilitythat areimportantto trackovertime. The"baseline"
portion isbestcompleted bysomeonewhohasknownthe individualfor
severalyearsor more andcanconfidentlydescribeor recalltypicalabilities
andmilestonesachievedoveradulthood.The"current"portion is best
completed bysomeonefamiliarwithtypicalday-to-dayabilitiesthat are
observed presently.

Forindividualswhoaredoingwell andshowingno signsofchangeor
concern,thisnarrativeworksheetis also highlyusefulfordocumenting
baselineabilitiesin a proactivefashion.Thishelps provide an ongoing
narrative record ofwhat an individual has achieved throughout adulthood.

Baseline descriptions can also be reconstructed historically or

retrospectively, detailinglifelongabilities,strengths, andweaknesses
throughout the individual's lifetime through the recollections of people
who know the individual well. Subjective Information is often what is

heavilyrelied upon in memory assessments,especiallyifthereareno
National Down Syndrome Society
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BASE1/NEABILITIESANDCHARACTERISTICS

CURRENTABILITIESAND CHARACTERISTICS

Describe the individual's abilities that are/were typical of what he/she can/could do
throughout adulthood. Be as descriptive as possible!

changesarenotedcomparedto whatwasdescribedaboveinthebaselinesection.

Now describe the individual's current abilities - highlighting, when applicable, the areas in which

Lately, how Independent Isthe Individual in performing self-care tasks? Bathing, dressing,

Howindependentwasthe individualin performingself-caretasksthroughoutlifetime- I.e.;
bathing, dressing, toileting, grooming, eating, and walking?

FUNCTION

toileting,grooming,eating,andwalking? Havechangesbeenobservedinfunctionalabilities
FUNCTION

compared to baseline? Describe.

What academic skills were achieved? What chores or responsibilities could the individual perform

aroundthehouse? Whatjobs has he/sheheld? Whatactivitieswouldhe/shetypicallydo at

dayprogram? Anyothertalentsorabilitiesthroughoutlifetime?Hobbies,sports,otherfavorite
SKILLS

activities?

SKILLS

Couldthe individuallearn andrecallnamesoffamiliarpeople? Keeptrackofthedayofthe week
and daily orweekly schedule? Know his/her wayarouiid familiar areas? Reliably remember short

MEMORY

BEHAVIOR

What concerns are there about memory skills? Increased forgetfulness, confusion, disorientatlon,

poor concentration? Repeated stories orrepeited questions? Forgetting names, mixing up days of
theweek,etc? Whathaschangedcomparedto baseline?

termornewly-learnedInformation? Couldhe/shereliablyrecallrecentpastevents? Anyparticular
memory talents or skills?

Whatbehaviors havebeen present throughout adulthood? Self-injurious behaviors? Aggression
towardsothers,eitherverbalorphysical? Self-talkorimaginaryfriends?Anyotherquirksorrituals?
Hasthe individual required a behavior plan? Ifso,what strategies have been helpful? Anyother typical
patternortriggersto behaviorsoverlifetime?

MEMORY

How hawbehaviors been lately? Are new behaviors emerging? Hasthere been a change inthe

frequencyorintensityoftypicalbehaviorpatterns? Anyothernewtriggersforbehaviorsnoted?What
BEHAVIOR

Could the individual express him/herself verbally to let his/her basic needs be known? Speak Infull
sentences? Hold a conversation? If he/she was never verbal, how were needs expressed? Could

LANGUAGE

theIndividualunderstandverballanguageandanswerquestionsappropriatelyorfoltowa verbal
instruction?

LANGUAGE

Didthe individualseekout peer relationships? Washe/shesocial? Well-likedbyothers? Did
he or she show preference for routine and structure? How else would you describe his or her

PERSONALITY

personality?
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tends to make behaviors better?

Have language abilities changed lately? Isthe individual able to let hisor her needs known per usual?
Has vocabulary gotten smaller orverbal output declined overall? Difficulty finding words? Difficulty
hearing and answering questions, or difficulty following verbal instructions?

Any recent shifts In personality? Increased irritabititv, stubbornness, Intolerance to change,
withdrawal? Anyotherobservedchangescomparedto baseline?

PERSONAUTY

Whatwasthe individual'smood like most days? Werethere moodswings? Any mood/psychlatrlc
issuesthatrecurredor persistedthroughoutadulthood? Didhe/shereceivepsychiatristor
therapist? Anypast psychiatrichospitalizations?

MOOD

Compared to what was outlined at baseline, how havetypical daily skills and abilities changed? Is
the individual still participating in baseline abilities, routine tasks, and household chores? Hasjob
performance or participation in day program activities changed?

Havetherebeenobservedchangesin typical mood? Increasedmoodswings,teari:ulness,sadness,
withdrawal? Hearingvoices? Seeingor hearingthingsthat arenotthere?

MOOD
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Afterreadingthrough&achsectionindividuallyyouareencouragedto
compare and contrast baseline vs. current abilities and note Ifany patterns
arepresent. Observe if anydomains, i.e., mood, behavior, personality,

arestartingto shiftnoticeablywhileothersstayingstableovertime?Is
there a time frame when changes started to emerge? Are there anyother
observations or thoughts that arise when reviewing the information
altogether?
Both the NTC-EDSD and this narrative exercise can be used as a stepping
stone to help identify patterns of change andto prompt further thought
about what else may be contributing to changes that are observed.
Caregivers should look at the timeline over which changes have been
noted and reflect upon whether anyother important event or change
may have happened at the same time. Wasthere a significant life event, a

OTHERSYMPTOMSTOCONSIDERWHENMEMORY

CONCERNSARISE:
In addition to the narrative information included in the worksheets, reflect

furtharon keysymptoms, lookingeitherforentirety newconcernsor
a worseningoflongstandingsymptoms. Thiscan helpidentifyother
contributing factors that may be need further evaluation
. Any new change or decline In vision

. Anynewchangeor declinein hearing
. Any dental concerns, especially those that could be contributing to pain
or change in eating habits

loss,a personalstressor,a changeorupheavalinthehomesettingorday
program? Was a new medication started? A medication stopped? Were
thereanyinjuries, acuteillnesses, surgeries,or hospitatizatlons?

Seizure activity, either new suspected seizure activity or an increase in
seizure frequency In an individual with a known seizure disorder
. New or worsened incontrftenu of bowel or bladder

. Weight fluctuations, either a noticeable gain or loss

v

. Change In appetite
. Any observed swallowing difficulties
. Slwp diffitutttes or other abnormal sleep patterns or habits
. New difficulty waUcing or changes in walking abilities
Fallsor increased risk offalls
. Pain, either directly reported or suspected through observation of facial
expression or other non-verbal clues

Applyingthe sameapproachusedInthe narrativeworksheets,it is
importantto highlighttheareaswherechange's noticedcomparedto
theindividual'stypicallifelongsymptoms. Sharingthis informationwith
a healthcareprovidercanhelpprompt additionalinvestigationfor other
underlyingcausesofchange.
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SEEKINGAN ASSESSMENT

THE IMPORTANCEOFA MEDICATIONREVIEW

When memory concerns first arise, many individuals seek attention first
from a healthcareprovider. Thereare severalcommon medicalconditions
that may occur in adults with Down syndrome asthey grow older. Many
ofthese conditions can cause symptoms that can be misinterpreted as
confusion or poor concentration, so it is important to keep these in mind
whenseekingout an evaluationforthefirsttime.

A thoroughreviewofthemedicationlistisanimportantinitialstepin
the evaluation of any new onset change or decline from baseline. Ag'ng

individualsmayseemultipledoctorsandspecialists,manyofwhommay
prescribe medications or change treatment plans without collaborating
with one another. Anytime the medication list expands or new prescriptions
arestarted,thereis an Increasedriskthat prescribedmedicationsmay

Interactnegativelywithoneanotherormaycombineto makesideeffects
more potent.

EXAMPLES OF NEXT STEPS COULD INCLUDE:
Vision and/or hearing testing to assess for sensory losses

There are numerous types of medications that can have adverse effects
on alertness arid mental clarity, which can contribute to symptoms of

. Blood work to evaluate for any disttirbances In electrolytes, vit. amln
deficiencies, or thyroid dysfunction, or to screen for celiac disease

confusion,dizziness,andwalkingandbalancedisturbances.All medications,
including prescribed, over-the-counter, andherbal medications should
beperiodicallyreviewedwitha healthcareproviderto makesurethatall

. A sleepstudyto assessforsleepapnea

risks.Thisisespeciallytrueattimesoftransition,suchaswhenanindividual

medications are necessary and that their benefits outweigh any unwanted

X-rays or other bnaglngto assess for arthritis or degenerative
changes in the large )oints or cervicalsplne (neck)

is beingdischarged from the hospital, seeing a new doctor, or moving to a
newresidence.Whena concern'sraisedabout neworworseningconfusion,
a carefulevaluationofthe medicationlist is alwaysan important and

Assessing for depressed mood or other underlying mood disorder

individual may not betolerating, or may call attention to a recent dose

necessarystep.A thoroughreviewmayreveala newmedicationthatthe
adjustmentordiscontinuationofa longstandingmedication.
ARRIVINGATA DIAGNOSIS
Alzheimer's disease is a diagnosis ofboth inclusion and exdusion. In
otherwords,evidencesupportinga diagnosisshould Includea convincing

history(progressivelossofmemoryandskillscomparedto one'sbaseline
functioning)andshouldexc/udeallotherplausibleconditionsthatcould
have caused the changes observed (i.e., grief, acute infection, depressed
mood, medicationsideeffects, untreated severesleepapnea,dehydration
and so on).

Ifanycoexistingmedicalorpsychiatricconditionsareidentified,efforts
shouldfocusontreatingthemto thefullestextentpossible.Forexample,
if anindividualisfoundto alsohavedepression,sleep apnea,or an
underactive thyroid, a treatment plan to address these underlying issues
shouldbedevisedwith a healthcareprovider. Identifyingandtreatingany
and all potentially correctable or modifiable condittons isvitally Important,
followed by observation of any effect the treatment had on the individual's

thinkingandfunction.Ifthedeclineisstill noteddespitebestefforts
to improveortreatallothercontributingconditions,thenthisfurther
strengthens evidence of an Alzheimer's disease diagnosis.

Alzheimer's Disease And Down Syndrome

NOWWHAT?
Asearliersectionshaveemphasized,it iscriticallyimportant to ensure
that an Alzheimer's disease diagnosis is made thoughtfully, methodically,
andcarefully. However,oftentimesmedicalencountersare sofocused
on makingthe diagnosis,thattheremaybelittle time left fordiscussion
about the various implications ofthe diagnosis. This "now what?"
discussionthat shouldfollowan Alzheimer'sdiseasediagnosisshould
ideally be both person-centered and relatlonship-centered, addressing
the practical, day-to-day concerns that can affect the wellbeing ofthe
individual and his or her caregivers. This topic is ofparamount importance,
andthis sectionaimsto providemore clarityto the questionsthat
commonly ariseafterthe diagnosisis made.

THE NATURAL PROGRESSION OFALZHEIMER'S DISEASE
Alzheimer's disease isvery broadly characterized by a gradual decline
that progressesthroughthree stages:earty, middle, andlate stage.
Thesestagesaredistinguishedbytheirgeneralfeatures,whichtendto
progressgraduallythroughoutthe courseofthe disease,accompanied
byincremental loss of abilities and skills and increased need for support,
supervision, and assistance.

Each individual is different andwill experience changes in his or herown
unique way. The stages ofAlzheimer's disease do not appear as one pyre
complete cluster of symptoms or features, but rather a range of tosses and
changes,as somefeaturesmayappearearlieror laterthan othersandmay
be intermittent. The table that follows provides a general description of
the type of changes that are typically seen at each stage. It is helpful for
caregiversto havea generalsenseofwherean individualmaystandalong
theoverall progressionofAlzheimer'sdisease,whetherit Isearly, middle,

orlatestage.Thisawarenesshelpspromptvigilanceforotherchange?that
maybeencountered laterinthediseasecourseandcan helpwith broader
concepts ofdecteion-making and priority-setting in an Individual's overall

Similarly, sharing the diagnosis, even in very general terms with
housemates, friends, and peers can bevery helpful, asthey may often be

care.

confusedorscaredbychangesthattheyarewitnessing.Friendscanbe a

SHARINGTHEDIAGNOSIS
It isimportantthatthe diagnosisofAtzheimer'sdiseasebesharedwiththe
individual with Down syndrome in words and concepts that can be readily
understood. A lengthy discussion about the nature ofthe disease may
not beappropriatefor most individuals,butit is importantto tookfor an
opportunity for a direct and honest discussion about the diagnosis and the
effect it may have on him or her. For some individuals with Down syndrome,
explainingthat feelingsofforgetfulnessandconfusion aredueto a disease
may even bring a sense of relief. Validation offeelings of frustration,
anger,or sadnessis important asthe individualcopeswiththesechanges,
emphasizingthatthe forgetfulnessisnot hisor herfault.
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great support and often wantto be he^ful, particularly ifthey're given
the basicunderstanding that theindividual has a problem with his or her
memory. Ifnot addressed, often housemates or peers wilt have difficulty
understanding whytheir friend's behawor ischanging or why they're getting
'extra' attention or not following rules likethey should. AUowmg friends to
beinvolvedin theprocesscan bea greatwayoflettingthem followtheir
ownnaturalinstinctsto helpwhiteallowingthe individualto maintain
lastingconnectionswith hisor herfriendsandhousemates.
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Adapted from "Stages of
Alzhelmer's", Alzheimer's

STAGESOFALZHEIMER'SDISEASE

Association, www. ofe. org

COMMONPHYSICALCOMPLICATIONSOF
ALZHEIMER'SDISEASE

EARLY STAGE

MIDDLESTAGE

LATESTAGE

Episodesofshortterm memory

More pervasive short term
memory Loss.with some decay of
1-ongterm memories

Profound memory impairment,
Includinglong-term memories

functton and memory. While every individual with Alzheimer's disease will
not encounterall oftheseissues,theconditionsoccurfrequentlyenough

Difficulty recognizing family

preparedto seekhelpeartyif changesarise.

Fulldependencyon othersfor all

SWALLOWING DYSFUNCTION AND EATING DIFRCULTIES
AsAlzheimer'sdiseaseprogresses,it iscommonto developprogressive
difficulty eating or safely swallowing certain foods or fluids. This is due
in part to memory loss, as individuals may not: i) readily remember that
they have or haven't eaten, ii) remember how to properly chew/swatlow
or handle certain foods or utensils, or iii) recognize certain hunger or thirst

AsAtzheimer'sdiseaseprogresses, physicalfunctioningcan become

progresswelyimpairedandcanmirrorthechangesoccurringwithbrain
loss

Difficulty recalling recent events

thatcareg'versareencouragedto beawareofthemsotheyfeelbetter

Daily forgetfulness and confusion

Tellingthe samestoryrepeatedly
Deterioration or loss of some or

Asking the same question
repeatedly

personal care tasks

all household chores or other daily
tasks

Lossof mobility - primarily
wheclchairor bad bound

Difficulty learning new
information (like names)
Difficulty finding the right wold

Increased level of assistance

needed for some aspects of

Significdntlossofexpressive

personalcare(e.g., bathing,tooth

speech (i. e., 6 words or fewer
In vocabulary, mainlv Jifst

bruhing, shaving)

vocalizations)

Vocabulary becomes smaller or
simpler

Dependent on the prompts and
reminders of careglversto get
through an average day

Difficulty foLtowing verbal
Instructions

Disorientation to concepts of day
of week, recurring events, routine^

Appearingmore"lost",confused.

schedule

acddentally into the lungs, which can lead to choking and possibly an

infection.Thisprocessiscalledaspfratlon,withtheresultinglunginfection

Increased difficulty recognizing
people and recalling names

tasks, orforgettingstepsof
complex tasks

bladder

muscles deteriorate, and the cough reflex that protects food/fluid from

goingintothelungsmayweaken.Asswallowingandeatingbecomeslower
andmorechallenging,mealtimemaytakemuchlongerthanusualand
theremaybea furtherriskofdecreasednutritionalintakeandweight
loss.Swallowingdifficultiesalsoincreasetheriskoftakingfoodorfluid
typically referred to as aspiration pneumonia.

or distracted
Difficulty performing routine

Total incontinenceof bowel and

cues.Asthediseaseprogresses,coordinationandstrengthofswallowing

Poor judgment and safety
awareness

CARECIVERSTRATEGIESTO HELPWITH
SWALLOWINGANDEATINGDIFFICULTIES:

Decreased/impaired work

performanceor participationin

Difficulty navigating familiar

day program activities

places,gettinglost

Needing more reminders to get
through; routine day

Mood and behaviorfluctuations
- agitation, poor frustration
tolerance, difficultycoping with
times of transition or change

Mood or personality changes more irritable or easily frustrated,
paranoid or anxious

Wandering, restlessness

. Allow more time for eating

. Providefingsrfoodsthatareeasyto pickup
. Provktesmallerportionsoffoodmorefrequtntlyduringtheday
. Observe for any changes hi swallowing abilities, such ascoughing or

Misplacingthingsordifficulty

Physical changes related to

finding things in their usual

progressivedementia:

location

-New onset seizures

gagghig whlla eating

. Discuss swallowing or eathg concerns with a health care provkier to
determine whether a more formal evaluation of swallowing Is necessary.

-Urinary incontinence, possibly
fecal incontinence

. Cut food Intosmatter-steed bites

-Swallowingdysfunction
-Worsened gait and mobility,
more unsteady, weak, or timid
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INCONTINENCE
Bladderandbowelcontroldeterioratesasbrainfunctionworsens,sothe
development of incontinence very commonly occurs as Alzheimer's disease
progresses. Memory impairment leads to: 1) difficulty interpreting bodily
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cues that indicate the urge to use the bathroom, 2) inability to find the
bathroom or property ask for help, or 3) difficulty sequencing the typical
toileting routine when in the bathroom. Individuals are often physically

CARECIVER STRATEGIES FOR CONCERNS ABOUT

slower and less steady on their feet, and thus less able to dash off to the
bathroom quickly, which can lead to accidents.

. Observe for any signs of Involuntary jerking of arms or legs, rigid posturing
or sUffenlng of the body, or loss ofconsckwsness.

CARECIVERSTRATEGIESTOHELPWITHINCONTINENCE:
. PnwUe verbal reminders to use the bathroom.

POSSIBLESEIZUREACTIVrTY:

. Keep possible seizure acthrlty In mind asthe reason fbrunexplahied

unwitnessedfallsthatmaybeoccurrhg.
. Seekattentionfroma healthcanprovkterwithdetaHeddescriptionand
discuss whether further testing or consultation Is necessaiy to evaluate for

. Markthe bathroomdoorwkhsomethingfamMartotheperson.

seiaira activity.

. When an hidhfUual toses Indeptndence with toHeting skills, hdp bring
himorherto the bathroomevery2-3 hourswhileawaketo helpavoid
accUents.

. Checkforsoiledsheetsorwetbedclothesovernight.
. Aimto limitfluidsbeforebedtime.

SEIZURES
Individualswith Alzheimer's disease and Down

syndrome are at increasedrisk ofdeveloping
seizuresasdementiaprogresses.It is important
to be awareofthispossibleeventuality, to be
watchfulfor anysymptoms and act quickly
to get medicalattention. Caregiversshould
watchfor anynew,suddenonsetof a change
in alertness, uncontrollablerhythmicJerking
ofthe arms or tegs, unexplainedstaringspells,
startled movements or episodes of loss of
consciousness.

...^

CAR-INSTABILFTYANDFALLS
Gait (walking) and balance changes can occur overtime due to a
combinationofmemoryloss andphysicaldecline.Memoryimpah-ment
adversely affects an individual's ability to recognize and navigate his or
herenvironment,to coordinatemorecomplexskills, likeclimbingstairs
or steppingoffofa curb, andto be awareofhowhisor herbodymoves
and occupies space. Many other factors that may occur with aging also
impairwalkingandbalance,such asworseningeyesightandhearing,lossof
musclestrength, arthritisthatcausespainandstiffness,andmedications
that cancausedizzinessorpoorbalance.Fallscan be a devastatingand
life-changing consequence ofthe deterioration ofwalking skills, especially if
theyresultIn Injuryor fracturethat causesfurther physicalsetbacks.

CAREGIVERSTRATEGIESTOHELPWITHGAITAND
BALANCEDIFFICULTIES:
. Offer or pnwkte assistance, tf possftte, when hi unfamllar areas and on
stairs, curbs, over thresholdsor uneventerrato.

First-time seizures are not always witnessed, so
it's important to keep the possibility of seizures

. Provkleadequatelighting.

in mind if an individual with Atzheimer's

. Use sturdy, supporthe. well-fittlng footwear and clothing that fits

diseaseisfoundon the groundor floor for
unknownreasonsor Ifthere is a new pattern
ofunexplainedfalls. Ifnewseizureactivityis
witnessed or suspected, then further attention

from a healthcareprovideris recommended.
Caregiverscangreatlyenhancethe medical
assessment for seizures by providing as richly
detaileda descriptionofthe event as possible.
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property.
. Seekassistancefroma healthcareprovkleforphysicaltherapistfor
r«ommendationsaboutan assistivedevfca(i.e.; a caneorwalker)orother
strategiesto he4>matewalkingmoresafeandsteady.
. Keep walkways and Uvlng spaces at home welt-Ut and free of clutter, throw

rugs,andothertrippinghazards.
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PHYSICAL AND COGNITIVE WELLNESSIN

ALZHEIMER'SDISEASE

Maintaininggoodphysical,emotional,andcognitivehealthisa lifelong
endeavorforeveryoneandonethatshouldremaina toppriorityfor
individuals with Alzheimer's disease. As dementia progresses, individuals

experienceincreasedvulnerabilityforphysical,cognitive,orfunctional
setbacks from even seenningly minor stresses, like a viral illness or a mild
Infection. Thus, an important aim isto preserve good physical and mental
health and to avoid any preventable medical setbacks to the fullest extent
possible. Below are some simple recommendations that serve as an

importantdefenseagainstpitfallsthatcancausea moreseriouscascadeof
physical setbacks.

Caregversareadvisedto bewatchfulforanysuddenchangesrather
thanthetypicalgradualtossesseenwithAlzheimer'sdisease.Examples
ofa suddenchangemayinclude:anindividualwithAlzheimer'sdisease
whousuallycanwalknormallybut suddenlyisunableto standorwalk
on hisorherownpower,oranindividualwith earlystageAlzheimer's
disease and only mild forgetfulness who suddenly becomes completely
disoriented and confused. Alzheimer's disease alone does not provide

the complete explanation for the dramatic changes seen in both ofthese
scenarios, and more investigation would be warranted to look for other

Suddenchangesin mentalstatusshouldbeevaluatedpromptly, as
delirium (a state of acute confusion) can occur with any number of other

physicalillnesses.AdultswithAtzheimer'sdiseaseareatgreaterriskof
developingdelirium,andtherangeofunderlyingacutecausesisbroad,
including infection, dehydration, medication intolerance, medication

STRATEGIESTO HELPENHANCEANDMAXIMIZE
PHYSICALHEALTHANDWELLBEINC:

sideeffects,pain,andsoon. Indelirium,theunderlyingcausemust be

. Avoid preventable Illness byusing good hand hygiene and by awldins
contactwithotherpeoplewhohgvecontagiousillnesseslikeviralinfections
and common colds

identified and treated to help reverse the course ofacute confusion.
Be vigilant for acute or sudden changes and do not dismiss them as

part ofunderlyingdementia.Seekmedicalguidanceor attention for
anysuddenor unexpecteddramaticchangein mental or physical
functioning.

. Ensure the individual keeps upwith regularty recommended vaccinattons
> Schedule regular dtetkups with a health care provider

. Provideadequatenutrition, ai.ningto keepweightin a stableand
nealthy range
Provide

adequate hydration

to

avoid compl ications lilt-

dehydrstio"

c-

constipation

. Maintaingooddailyoral hygiene
. PreservehealthyAin Intagrltyandmaintainfoot can.Watchfor
redness, irnrafon, or breaks 11 the 'sk'n especidlly in theskin folds and groin.
MoisUize dry sl<?in and perform resutarskincnec'<5 Bring anv rifit"/changes
to the attention of a health care pronae'

A NOTEABOUTSUDDENCHANCES
ThenaturalprogressionofAlzheimer'sdiseaseistypicallya slow
andsteadydeclineovertime.Suddenorabmptdedineorrapid
acceleration of losses Is not consistent with the typical expected
course of Akheimer's disease. Therefore, any sudden change in mental
status or physical functioning should trigger prompt medical attention to
look for other root causesthat broughton these newchanges.
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TREATMENT OFALZHEIMER'S DISEASE
Dementiatreatment revolves largelyaroundthe day-to-daycare and
support provided by caregivers. Unfortunately, currently there is no
cure for Atzheimer's disease, and medications are not the cornerstone

oftreatment. The medications that are used to target the cognitive
symptoms ofAlzheimer'sdiseasetypically provide a modestimpacton
the individual by treating the symptoms ofdementia without impacting
the underlyingdiseaseprocess.At their best, they may help stowthe
progressionofthe disease,buttheydo not restore memory or stop
further memory toss.
It is beyond the scope of this booklet to discuss available Alzheimer's

disease medication treatments in detail, but readers are highly
encouraged to discuss this in more depth with a health care provider or
seek information from the Atzheimer's Association or similar resource.
While medical treatments for Alzheimer's disease are often not dramatic

in their impact, medications that address other coexisting conditions do
carry great potential for visible results. Treatment of common coexisting
conditions that may be identified in adults with Down syndrome may help
by relieving pain, disorientation, depression and other discomforts.

A few examples of treatment ofcoexisting conditions would
include:
Starting thyroid hormone replacement medication if an underactive
thyroid Is discovered
. Starting an antidepressant medication if the individual is felt to have depression
. Initiating medication to help alleviate pain if arthritis or other pain sources
are felt to be contributing to mobility l. imitations and/or irritability or
behavior changes.

GENERALPRINCIPLESOF CAREGIVINCFORADULTS
WITHALZHEIMER'SDISEASE

Knowingthat dementiaisa dynamicprocess,the abilityofa caregiver
to adapt to change is helpful. Change is one ofthe guarantees that
accompaniesan Alzheimer'sdiseasediagnosis.Whateverworkstoday may
not beeffectivesixmonthsfrom now,so stayattunedto ttie changing
needsor patternsofthe individualandtry to continuallyreassesswhatis
workingandwhatis not.
Keepinmindthatfeelingsandemotionsremainaccessiblein adultswith
Alzheimer'sdisease.Evenasmemorychanges,emotionscanprovidea good
opportunitydorconnectionthatsupersedeswordsorlogic,andthiscanbe
qurte a powerful tool to help both the individual andthe caregver feel heard
andunderstood.Alzheimer'sdiseasemakestheworldmoreconfusingand
disorienting,whichcanstirupfeelingsoffear,panic,andanxiety.Awarenessof
thesekeyemotionscanallowthecareg'vertofindsotuttonsthatdeftisethose
feelings andmove towards a feeling ofcomfort andsecurity.

As memory toss progresses,life becomesevermore focusedon the present
moment. The loss of short term memory makes 10 minutes ago seem
like ancienthistoryandthe conceptOf10minutesfrom nowtoo abstract
to grasp. Ifthere isa momentto breatheandappredateit, there is some
beauty to be found in beingforced to think only of right now. By accepting
this core fact, caregivers can enter the present here-and-now with the
individualand help meet them wheretheyareatthatvery moment.
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PRACTICAL PRINCIPLESAND TIPS FOR CAREGIVERS

.

OFADULTSWITH DOWNSYNDROMEAND

ALZHEIMER'S DISEASE

Maintain relationships - for the individual with dementia and for yourself.
Stayconnected with important long-term relationships and friendships.
Keep up social connections with family, friends, and peers.

The IndividualIsmore than hisor her disease.

Ingeneral, provide help only to the extent that it isneeded. Resist the urge
to just take over and do the entire task because it will take less time or

Keepthe essence of the individual alive Inyour mind. What is important to
himorher? Whathavebeenhisorherlifelongpreferences?

would just be easier.

. Allowtheindividualtopreserveandstrengthenexistingskillsandabilities
for aslong as possible - this helps him or her preserve their dignity.

Educate yourself - learn about dementia, what to expect, and what
resources are available to help you.

Whenspeakingor interacting,try to maintaina positivetone.
Acknowledgeandrespectfeelings- bothyourownandthoseofthe
individualwith dementia.

.

.

.

Maintain a structured, predictable, and familiar daily routine. Ifmost days

havea familiarrhythmaridflow,thiswillenhancea senseofsafetyand

Tap into emotions to find a connection - they are powerful communicators
ifusedproperly.Gestureslikea warmsmile, a handto hold,ora reassuring
hug, can sayeverything without saying a word.

securityandwill reduceanxiety.
.

Remain engaged Ina varietyof mentally stimulating, famlUar, and pleasurable
acUvltles.ChooseacUvltiesthatuseanindhridual'sexistingstrengthsand
abilities,tomaximizessenseofcapabilityandhealthyself-esteem.

.

Aimto makeactwitiesas"failureprooif"aspossibleto avoidfrustration
and agitation. Good options are familiar activities that require only 1 or 2
basicsteps,likefoldingdishtowels,wateringplants,or sortingcoupons.

Bekind...toyourselfandtotheindividual.

Aimto stayphysicallyactiveona dailybasis.Takinga walktogetheris
good for everyone Involved, and movement can help expend extra energy
whilehelpingpromotecirculation.

. SupporthealthyengagementIndailylife.Adultswithdementiagradually
lose the ability to initiate action on their own, and boredom can increase
anxiety,agitation,anddistressingbehaviors.

^

. Allowtimeandspacetogrieveforthe lossesthatareexperienced.
.

Enjoythe present moment, celebrate the small victories, andUvefor theday.

PLANNING FORA MEANINGFUL DAY
Giventheprogressiveandever-changingnatureofAlzheimer'sdisease,
caregivers are encouraged to incorporate activities that bring enjoyment,
maintain dignity, and foster existing strengths and capabilities. Structure
each day around famiUar, mentally stimulating, actwities to foster a

feeUngofvalue,independence,andhealthyself-esteem.Theseactivities
willshiftandsimplifyovertime but shouldalwaysemphasizeenjoyment
andminimizefrustrationwhichcanleadto anger,sadness,or distressing
behaviors.

Alzheimer's Disease And Down Syndrome

PRACTICALTIPSIN PLANNINGMEANINGFULACTIVmES'
Whenplanningactivitiesforan individualwithdementia,focusonthe
person,the activity,the approach, andthe place.

1 AdaptedfromtheAlihlemer's
Association, www. afz. org

. Stick with activities that the person has always enjoyed, adapt as needed to match
current abilities.

. Pay attention to what activities or settings seem to make the person most happy
and relaxed.

PERSON

. Beawareofphysicalproblems, suchasarthritisorJointstiffness,visionorhearingtoss,
and adaptor avoid activities where this would pose a problem or Limitation.
. Provide choice y offering a few options or visual cues.
* Focuson enjoyment, not achievement.
.

* Encourage activities that fit into daily Eife- wiping down countertops, emptying the trash, etc,

. Lookforfavorites- especiallyifcertainactivitieswerea routinepartofa typicalday- i.e.,
lookingatthesportssection,havinga cupoftea,clippingcoupons,listeningto music,etc.
. Changeactivitiesasneeded. Beflexiblebasedonchangingneeds. Reducedistractions.
Consider the time of day. Pay attention to what time of day the individual seems the

ACTIVITY

most relaxedor calm. Timingofcertainactivitiesmayneedto beadaptedto different
times of the day to be more successful, such as the showering routine.

. Adjustactivitiestothediseasestage- asdementiaprogresses,introducemorerepetitive
tasks. Be prepared for the individual to eventually take a more passive role in activities.
. Recognize that some agitation may occur tate in the afternoon and plan some
diversionary activities or offer a quiet room.
.
.
.
.
.
.

APPROACH

Offer support, cues, and supervision.
Concentrate on the process, not the result.
Be flexible - don't force an action or response.
Allow more time to complete activities than previousty.
Berealistic. Create a mixture of activity and rest.
Break activities into simple steps and focuson one task at a time.

k Let the Individual feel useful and helpful.
. Relax your expectations.
. Don't criticize or correct.

Encourage self-expression.
Involve the person through conversation. Talk to the Individual about what you're doing.
Try again later- tf something isn't working, it may be the wrong time of day or the
activity may be too complicated. Try again some other time, or adapt the activity.
Make activities safe,

Change your surroundings to encourage activities - have scrapbooks, photo albums, or
magazines within reach to help the person reminisce.

PLACE

Createa fairlypredictabledailyscheduleto helpreducefeelingsofanxietyandfear.
As dementia progresses, daily activities may take much longer and planning for this
inevitability can reduce stress for the individual and the careglver. For example, in late
stage dementia. It may take two hours to get dressed and eat breakfast. The routine Is
always evolving so accomodate adapt to what the Individual can handle at the current
time.

TheAlzheimer'sAssociationoutlinesan Exampleofa DailyPlanforearly-to middlestagesofthedisease.Belowisanadaptedversionwhichcanalsoberevisedbasedon the
routines of the individual's current daily plan ofacUvities and as strengths and capabilities
change over time.

Minimizedistractionsthatcanfrightenor confuse.
Lookaroundyourhomeandseethere arefeaturesthat maydisorientorfrighten(e.g.
shadows,strangeimagEs)andincreasedthe lightingor movethefeatures.
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XAMPLE OFA DAILYPLAN
MORNING

EVENING

AFTERNOON

- FoiLet, wash, bru^ teeth, get dresssd

- Prspdre and eat lunch, wash dishes

-.Prepareandejt breakfast

- Listen to music, loot; at m?g3Zfnes or

photos,watchTVor a video
- Havetea, make conversation(talk
about the weather or the day, using
the newspaper or a calendar)

. Visit a favorite outdoor area

. Make lemonade

.

. Put out birdseed

. Sand a wood block

PHYSICAL ACTIVITIES

MISCELLANEOUS

. Brush hair

. t-ool; through a clothing catalog or other

. Massage hands with hand cream
-Toss ball or balloon

magazines
.. Do puzzles

. Blow bubbles

. Play dominoes
. Play checkers
. Take photos

music

~ Take a short break or nap

massage

. Modifiedbowling
. Lift small weights

-Washor take s bath, get readyfor
bed, incorpoiateother bedtime
routines

.

Chair exercises

. Stretching exercises
* Cet manicure

- Dosome chorestogether

. Ride exercise bike
.

- Take a v/aUc, play 3n active gAme or
do an art project

Feedducks

. Rake leaves

' Sweep a patio
' Take a walk in the neighborhood or local park

MaptedfromtheAlzhlemer'sAssoclaUon
"Creatinga DailyPlan",wwnv.alz.cirg

Adapted from the Allhlemer's Association
"W1 Activities", www. alz. org

CONVERSATION
. Look at old pictures to prompt reminiscing
»Discuss-the weather using the newspaper
. Talk about special date events using a calendar

. Make a greeting card
' Cut/tear pictures for collages

. Read a book

. Color pictures
. Make scrapbook

. Discuss magazine plctures/photos

. Make seasonal decorations

ARTS

USEFUL HOUSEHOLD CHORES

. Listen to live music at a community concert

. Fold laundry
. Match socks

. Use musical instruments (e. g., drum, xylophone,
shakers)

.

Wish silverware

. Sing favorite song

. Wash windows

. Dance

. Gatecupcakesor cookies

.

.

Make a family poster
Knead modeling clay

. Finger paint
. Sflnd paint
. Spongepaint
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Havea picnic

- Reminisce aver dessert, looking at
old photos or listening to favorite

a friend

EXAMPLESOFACTIVITIESAPPROPRIATE FOR
ADULTSWITH ALZHEIMER'S DISEASE

Walk in the mall

* Plant seeds in pots

. Take out the trash

- Dosomegardening,takea watk, visit

- Tiike o break, have some quiet time

.

- Prepare wci eat dinner, clean up the
kitchen

- Playa game, watcha movie,give a
- Foldlaundry, try a craft project,
reminisceoverold photos

* Arrange flowers
. Help water plants
. Clip coupons

. Cook a favorite food

. Help make a salad
. Make a sandwich
. Make pudding

. Mskea piefrom a prenadeshell

. Sort coins

. Visit a house of worship
. Have coffee, tea, or ice cream together

COMMUNICATION

. Talkdirectly tothe individual face-to-face, usingclear, simple language.

Communication is both verbal and nonverbal. As Alzheimer's disease

. It'sokayto laugh.Sometimeshumorlightensthe mood and

progresses, processing and understanding verbal communication gradually
becomes more difficult andthus responses may take longer, Caregivers can
help by simplifying verbal communication - using shorter sentences and
smallerwords, andpairingwordswith a gesture,gentletouch,orpointing
to helpget the messageacrossmore easily.

makes communication easier.

. Allowtimeforresponsesotheindividualcanthinkaboutwhathe
or she wants to say.

. Bepatientandsupportive,offeringcomfort andreassuranceto
Asverbalskills decline,individualsoften rely more heavilyon emotional
cues,tuningintotoneofvoice,facialexpression,orbodylanguageas a
means oftrying to interpret what is beingsaid. Forexample, if a caregiver
is feeling frustrated or angry and is speaking in a loud voice with a tense
facial expression, the individual with Alzheimer's disease may not fully

encourage the individual to express his or her thoughts or

feelings.
. Avoid criUdzingorcorrecting. Instead, listen andtryto findthe
meaningin whatis beingsaid.

understandthe scenario,but mayfeel a natural instinctto art defensively.
. Avoidarguing.Youwill not win anargumentwith someonewith
Asa generalrule, negativetonesandnegativewordslike"Stop!","No!",or
"Don't!"are bestavoided.Thesameistruewith negativebodylanguage
or facialexpressions.Adaptingnonverbalcommunicationto convey a
nurturingsenseofsafetycan be quitepowerful, especiallyin times of
stress. Keep the vocabut'ary simple and easy to understand, speak face-

Alzheimer's disease. Let it be.
. Offer instructions or provide cues one step at a time.

. Askonequestion at a time.

to-face at eye level, use short sentences, anduse a gentle and relaxed
tone of voice.

. Ask yes or no questions rather than open-ended questions. For

example:"Wouldyou likewafflesfor breakfast?"ratherthan

IMPROVING COMMUNICATION TO IMPROVE
CONNECTIONS
InearlystageAtzheimer'sdisease,an individualmayhavedifRcuttyfinding
the rightword,tellinga story, or keepingupwith a conversation. Individuals
may become less talkative as a result, or may struggle with answering a
question. In middlestageAlzheimer'sdisease,vocabularywill become
more limitedandthe abilityto expressoneselfin wordswilt becomemore
ofa struggle.Theabilityto hearandunderstandspokenlanguagewill be
further impacted, which can cause additional frustration. In late stage
Alzheimer's disease, communication is significantly affected, as individuals
will havelittle to noverbalexpressiveabilitiesandwill haveverylimited
abilityfollowingeven basicverbalinstructions.Adaptingcommunication
overthe courseofAlzheimer'sdiseaseisImportantto avoidthe feelings
that can arisefrom feelingmisunderstood.
The following tips are recommended for more successful
communication:
. Includethe individual in conversationswith others.

"What do you want for breakfast?"

. Givevisualclues. Point,touch, orgestureto helpenhance
understandingofwhatis beingsaid.
. Moreoften than not, the emotions beingexpressedare more
importantthanwhatis beingsaid.Lookfor thefeelingsbehind
the words and sounds.

LEARNINGTHE LANGUAGEOFALZHEIMER'SDISEASE
Inmanyrespects, teamingto eflfectivetycommunicatewith individuals
with Alzheimer'sdiseasecanfeel tikelearninga newlanguage.A successful
dialoguedoeslargelydependonthe caregiverto mold andadapttheir
language,tone, andmessageto suit the individualthey aretalkingto.
Whencaregivers"learnthe languageofdementia"theycananticipate
certainbarriersandachievethe ultimate sharedgoalof beingheardand
understood.Thefollowingadaptivestrategescan help avoidunnecessary
tension orfrustration betweenthe caregiverandtheindividualattimes
when neither person feels like their needs are being fully understood.

» Taketimeto listento howthe individualisfeeling,whatheor she
isthinkingor mayneed.
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ADAPTIVESTRATEGY:IT'SNOTANYONE'SFAULT.FT'SA DISEASE.
When accidents happen or frustration arises, caregivers may often revert
to communication techniques that feel familiar to parenting - raising his
or her voice, expressing disappointment, or repeating a list of certain set
rules or expectations. This approach commonly yields the exact opposite
of the desired outcome from the individual with Alzheimer's disease, and

may increase agitation, irritability, or combativeness. Remember to avoid
correction, use positive body language, and listen andobserve closely and

respondtothefeelingsoremotionbehindthemessage.
ADAPTIVESTRATEGY:STAYINTHEMOMENT
CommunicationInAtzheimer'sdiseasecenterson remainingin the present
moment. Asa result, you should expect to repeatyourself, offer reminders
mu/tipfe times, and hearthesamequestion orthe same story overandover.
The concept of staying inthe present moment also applies to problemsolving when challenging times arise. Memory loss and confusion frequently
can lead to emotions offear, anxiety, or anger for individuals affected by
Alzheimer's disease. To help alleviate the mounting stress or anxiety that the

individualmaybeexperiendng,posWveredlrecttoncanbea verypowerful
strategyto helpaddressanddefusenegativefeelingsandemotions.Voucon
trygentlydistractingorredirectingtheindividualtowardsa morecalmingor
pleasurable activity asa way ofchangingfocustowards a newpositive present
moment.

Forexample,ifanindividualisstartingtogetagitatedbecauseheorsheis
insistingthat a sisteriscomingtovisit, ratherthanverbally correcting them
(whichwilllikelyonlyescalateangerorstartanargument)try redirecting
toanothertopicortask.i.e.; "jimmy,I knowyoumissyoursister.Cosh,the
lasttimeshevisitedyoumadethatspecialpepperminthotchocolatetogether.
ShouldwegoInthekitchenandseeifwestillhavesome?Comewithmeand
we'Hsee.'"
ADAPTIVESTRATEGY:MAKESIMPLEREQUESTS.

Bargainingandincentivesarecommonstrategiesusedbymanypeople
throughouttheirlifetimetoencourageorrewardpositivebehavior,many
timeswithgoodsuccess.However,forcaregiversofadultswithAlzheimer's
disease,thisstrategyisnolongerusefulorpracticaLForexample,if a
caregh/ersaidthe following: "Laura, I'mnotgoingtopickupthismessthat
youmade. Pleasemakeyour bedandputyourartsupplies away. Ifyoukeep
thingsniceandtidyalldayI'lltakeyouswimmngtonight." Inthisscenario,
thepromiseofa futurerewardisa conceptthatrequiresintactshortterm
memory,whichIsimpairedinindividualswithAlzheimer'sdisease.Using
this approach will not be effective in adults with dementia.

Behaviorstrategiesthataredesignedaroundfuturerewardsbasedon
current behavior are destined to be a struggle, sincethis plan requires a

workingmemory.Instead,behaviorapproachesshouldbeadaptedto meet
theneedsofthe individualin the present moment. Effectivestrategies

arethosethatprimarilyreinforcea senseofcalm,reassurance,safety,and
security.Youcanstayinthepresentmoment,andattemptto positively
redirectandnegativebehavior,andlistenandrespondtotheemotionthat
the individual is expressing.

BASIC BEHAVIORAL PRINCIPLES
Behavioris a form ofcommunication.AsAlzheimer'sdiseaseprogresses

andlanguageskillsdeteriorate,individualswhopreviouslywerevery
expressivemayrespondbehavioratlyratherthanstrugglingwithverbally
expressing hisorherbasicneeds andwants. Inthis scenario, one's behavior
maybecomethekeyformofcommunication,asvocabularybecomes
smaller or abilities to find words and make sentences gets more difficult.
For example, an individual who could articulate his or herfeelings may say:

"I'mupset. It'snotfairthatJennygattogofoodshoppingwithyouandI had
tostayhomel"However,anindividualwithdementiamayjustsay"Hey!"
andballuptheirfist andhitjenny.
Behaviorscanebbandftow andcantakevariousforms - physical

aggression, verbal aggression, yelling, vocalizing, combativeness with
care,delusionalthinking,cursing,paranoia,wandering,self-injury,andso
on. For some Individuals, old behaviors may re-emerge with Alzheimer's
disease,andfor others newbehaviorsmayarisewhichmay be surprising
andout ofcharacterfor the waythe individualhadalwaysacted.
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It is beyond the scope of this booklet to address every type of behavior that
may be seen throughout the lifespan ofdementia. Instead, this booklet
emphasizesthecommonthemesof behavior,particularlythe conceptof

* FrustratingInteractions:inabilityto communicate
effectivelymaycausefear,sadness,or anxiety

behavior as communication. The goal then is to try to understand what it

isthatthe Individualistryingto communicatethroughhisor heractions.
Problem-solvingaroundbehavioroften feels likedetectivework- tryingto
findpatterns, identifytriggers, or lookforotherphysicalor environmental
contributors. Fromthere,the processistypicallytrial-and-error;attempting
anapproachto improveor modifythebehaviorandthenobserwngforthe
response.Thisstrategyis appliedthroughoutthe entirecourseofdementia,
sincethe featuresofAlzheimer'sdiseaseare alwayschang'ngandtherefore
the response to behaviors will have to adapt and change over time too.

. Personalupheaval;familyillnessor poor healthin a
housemate,grievingoverthedeathofa lovedone, tossof a
keystaffmember
. Boredom:dueto decliningabilityto occupyunstmctured
timeorto planor initiateactivities. Individualswith
dementia becomedependenton those aroundthem to
help keep them engaged. Boredom can be a major cause of
behavioral issues.

Thefollowingthree-stepapproachcanhelp identifycommondementlarelated behaviors andtheir causes.
1. Examine the behavior

. What was the behavior? Was it harmful?

. Didsomethingtriggerit?Whathappened
immediately after?

. Could somethingbecausingthe individualpain?

Adopted from the AWemer's
Association "Sehaviors",

A WORDABOUTPAIN

mmm. alz.org

Paincan frequently be an overlooked keycontributor to negative
behavior,poor sleep, or agitation. Becausepain Is subjective and thus
dependenton the individual's personal experienceand perception of
discomfort, recognition of pain symptoms can be missed by caregivers
andhealthcareproviders.

. Could this be related to medications or illness?

2. Explorepotentialsolutions
. Arethe individual'sneedsbeingmet?
. Canadaptingthe surroundingscomfort the
individual?

. CanI changemyownreactionor approach?
3. Ttydifferentresponses
. Did my new response help?

. DoI needto exploreother potentialcausesand
solutions?Ifso,whatcanI do differently?

COMMONCAUSESORCONTRIBUTORSTO NEGATIVE
BEHAVIORS:
. Physical pain or discomfort: illness, medication effects,

hungerorthirst

ManyIndividualswith Downsyndromehavedifferentwaysofexpressing
painthroughouttheirlifetime.WhenAlzheimer'sdiseaseispresent,the
expressionofpaincanbemuddledevenfurther.It is not practicalto only
relyon self-reportofpain,sincemanyind'ividualswill not havethemeans
to expresstheirpainsymptoms specifically- i.e^ "thebackofmyrightknee
isreallythrobbing!"Instead,tookcarefullyfor nonverbaldues.ofpainor
discomfortorto lookfor anysignsofpotentialpainsourceswhenproviding
careto the individual.Reviewingthe individual'slifelongtendenciesaround
painreportingcanbehelpful. Gatherinformationfrom familyabouttypical
facialcluesor soundsthat havetypicallycorrelatedwith painsymptoms in
the past.

Staymindfulofthe possibilityofpainasa contributingfactorwhen
behavior, mobility, or overall demeanor changes. Recall the common
conditionsthatoccurwith agein adultswithDown syndrome:such as
osteoporosisandosteoarthritis. Theseconditions,coupledwith increased
immobilityor riskofskin breakdownor irritation, alt raiseriskfor
discomfortor pain.Thus,caregiversandhealthcareproviderscantogether

. Overstimulation:loud noisesor a busyenvironment

maintain a high suspicion for pain and to look for further evidence of pain

. Unfamiliar sumiundli(gS! new places or the inability to

symptoms or sourcessothatthisimportant andtreatablefactorcan be
properlyaddressed.

recognizehome
. Compltcaledtasks:frustration stemmingfrom difficulty
with activities and chores
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TYINGITALLTOGETHER:COMMUNICATIONAND
BEHAVIORALSTRATEGIES
Incorporating certain core principles and ideas into the overall care of
an individualwith Alzheimer'sdiseasewill help pointcaregiversin the

rightdirectionwhentryingto problemsolvearoundtheirownspecific
challengingscenario.
Key strategies for success with communication and behavior challenges:
. Validatefeelings,empathize.Rememberthat actionsareoften
borne out of fear, so reinforce reassuring statements such as
"I'm hereto helpyou', "You're safe".

. Stay in the present moment when interacting with individuals with
Alzheimer'sdisease.ThepresentmomentIsallyou have.
. Anticipatecertainstressfuleventsortimesofdayandplan
accordingly to mhilmlza anxiety.

. Trytotie . pleasurableordistractingarthfltyto a rtrettful or
unpleasantacthfltyto makeit moremanageable.Forexample:
put on headphones and play favorite music when cutting toenalls,
singsongswhilegivinga bath,bringa soft blanketorothercomfort
objectonthevanridehomefrom thedayprogram.
. Do not attempt to reason or rationalize. You will not win an

argumentwithsomeonewithAlzheimer'sdisease.
. StayengagedInpleasurableacthrittes.Individualswilldepend
more on the guidance and supervision ofcaregivers to keep busy.
. Get familiar with the "art" of potlthn ndlmctton. Practice shifting
focus and redirecting at times of stress or escalating behavior.

CAREFORTHECARECIVER
Theword "caregiver" encompasses a very diverse group: agingparents, siblings,
extended family members, friends, volunteers, paid professional or laystaff, or
otherindividualsin a committedrelationshipwiththe individual.
Parents are often lifelong caregivers, but when a son or daughter is
diagnosed with Alzheimer's disease the caregiving role can expand

dramatically.Thisoftenoccursata timewhenparentsmaybefacingtheir
ownage-relatedchangesandchallenges.Dueto theall-encompassingrole
they play ascaregivers over the years, many agingparents may have had

feweropportunitiesto createandnurtureongoingsupportthroughfriends
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andcommunity.Withan Atzheimer'sdiseasediagnosis,whenextensive

supportsarecriticallyneeded,familiesmayfindthemselvesunfamiliarwith
the network ofsystems or supports in their communities, which can be
challengingandstressful.
Withthe steadyincreasein life expectancyamongadultswith Down

syndrome,caregivingresponsibilitiesnowcommonlyshiftfromone
generationto thenext.Today,siblingsveryoftenfindthemselvesmoving
intoa hands-oncaregivingrole,sometimesalsoassumingcareforanaging
parent at the same time. Stepping into a primary caregiving role in the
family while trying to balance hisor herfamily and work responsibilities can
beoverwhelmingfor siblings,whethertheylive locallyor are attemptingto
coordinatecarefrom a distanceaway.
Paidcareg'vers, such as community services/support staff, may encounter a
different variety of challenges. Alzheimer's disease impedes an individual's
ability to team new names and faces, which can mean that even staff
whoworkon a dailybasiswith an indivicTualmayalwaysbe regardedas
a stranger or may struggle with building trust and developing a rapport.
However, working with individuals with Alzhelmer's disease can become
more intuitive after learning an individual's quirks, typical patterns, and
preferences.
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Therecanbegreatvariabilityacrosscommunityresidentialsettingsand
amongprovidersin termsoflevel ofexperienceandfamiliaritywith

servingindividualswithAlzhelmer'sdisease.Somemayhavereceived
formal or informal training on dementia, while others may have no
required training at all. Education isempowerment In this situation, as a
general understanding ofAlzheimer's disease can help make working with
individuals with dementia feel far more satisfying and rewarding.
Across all settings, caregiving is hard work. It can be a deeply loving,
gratifying, and meaningful experience, while also at times being
stressful, unpredictable, and mentally and physically depleting. The
very nature ofAlzheimer's disease, with its incremental and progressive
decline, implies that caregiving takes stamina. This process is a
marathon, not a sprint. For that reason, It Is critical that caregivers find
ways to replenish themselves, physically, mentally, socially, emotionally
and spiritually.

Takingtime foroneselfcanhelpreducestress andallowcaregiversto
reconnect with who they are and what they need as human beings, so
they can return to a role that so often asks/requiresthem to put their
own needs aside.

Replenishment ^a be accomplished by
. Practicinggoodself-care. Maintaina healthydiet,
get plentyofrest andstayhydrated.Seea healthcare
providerfor routinevisits. Beopen aboutthe levelofstress
experienced.

. Staying acthre. The work ofa caregiver can bequrte
physicallytaxing,but keepin mindthat regular, dedicated
physical exercise is excellent for reducing stress, promoting
healthy sleep, and maintaining overall wellness. Whether
bytaking a brisk walk, going swimming, or taking a yoga
class - finding an exercise routine that feels good and fits
into a typicaldailyschedulewillhelpIncreasethe chancesof
stickingwith it.
. Staying mentaUy stimulated. Caregivers are encouraged
to take time to do something that is mentally engaging reading the newspaper or agood book, doing a puzzle or a

Strive to findJoy in the little things.
. Creatinga supportnetwork.Seekhelpandsupport from
friends, family, volunteers, local organizations, religious
groups, support groups,andpaidstaff. Reachout to other
caregiversfor support, encouragement,andideas.It helpsto
knowyou are not alone.
. Being kind to yourself. Acknowledge and accept that you
won'tbeableto do it all. Allowyourselfto beimperfect in
thisprocess. Maintaininga kindnesstowardsoneselfhelps
caregiversaccessthe kindnessandcompassionneededfor
the IncBvidualwith Alzheimer'sdiseasethat her or shecares

for.

CAREGIVER STRESS
Ideally, caregivers would find space and time to practice all ofthe selfcaresteps listed aboveon a regularbasis.Thisis a worthygoalto aimfor.
However, sometimes caregiving responsibilities can be all-consuming, and
achieving even one ofthese self-care goals seems impossible. As time goes
on, thecaregiverandthe individualwrthAlzheimer'sdiseasefunctionmore
andmoreasa dynamic,interrelatedpartnership.Thehealthandvitalityof
that partnership depends on the health and mellbeing of both the caregver
and of the individual.

Sometimes the stress ofday-in and day-out careglving is overwhelming and
can lead to more serious symptoms of depression or burn-out. Symptoms
of anger or Irritability, anxiety, sadness, poor concentration, withdrawal
from friends/famity/activities,poorsleep, andworsenedpersonalhealth
may indicate that the stress ofcaregiving is having a negative impact on a
caregiver's emotional and physical wellbelng. Caregivers should be mindful
ofthe symptomsofstressor burnout,andpayattention to the feedback
or observationsthat maybeofferedfrom trusted familyandfriends. Don't
hesitate to reach out for help or talk to your health care provider or other
trusted professional ifthe stress isoverwhelming.
Caregiving isnot something that can be done all alone. As Alzhefmer's
disease is always changing and progressing, it is important to recruit
a supportsystemearlyIntothe processsothatthereare peopleand
resourcesto reachoutto as the needseventuallyarise.

word game with friends.

. Remaining sodally engaged. As a caregiver, it's often hard
to find enough time in a day. However, it is important to stay
connected to friends and family and to activities that you
love. Evenif it's only30minutesat a time, maketime for

friendsandfamilyandaimto dosomethingfunorrelaxing.
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The general goal in Alzheimer's disease caregiving isto stay at least a few

stepsaheadofthediseaseitselfsothatthecaregiverandthecaregiving
environmentcan riseupto meetthe needsastheycome. Thistakes

proactiveplanning,butthisiscriticallyimportantto avoidhavingto
scrambleto findhelporadditionalresourcesm thesettingofa crisis.
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. Whatpersonalor physicallimitationsdoyou have?

. Whatmightbea limitationforyouInthefuture?Asphysicalneeds
grow, what limitations do you see in beingable to provide assistance
In daily care?

. Forhowlongwiltthiscurrentcareglvingsituationbesustainable
or safe?

\

\

»

\

. Isthis living environment suited for aging-ln-place? Are there stairs,
anold bathtub,a steepdriveway,orotherenvironmentalbarriersor
limitationsthatwouldposea practicalor a safetyconcernforthe
individual and/or you?

A

.

Howmuchareyouorthecaregivingteam preparedto takeon?

. Whatneedsandconcernsdoyouhave?Personalhealthissues?
Rnancial constraints? Access to reliable respite care?

PRACTICAL NEEDSOVERTHE UFESPAN
Thereisnocrystalballthathelpspredictthefutureclearlyforadults
with Atzheimer'sdisease.However,the timecourseandprogression
ofdementia is also not a totally unknowableabyss.Thereis a typical

. Are you the currently caring for or responsible far other people children,agingparents,otherclients?

progressionofthefeaturesofAlzheimer'sdiseaseaswellascertain

. Are you still working full or part time?

crossroadsthat individualscommonly encounterthat canbe anticipatea
and prepared for in advance.

. How ismy caregiving role affecting my spouse or partner? My

Caregiversareencouragedtothinkproactivetyaboutthefuture, starting
with assessing the individual's current needs, the caregiving arrangement,
and the current living environment. Takingthese factors into account,
consider what needs or concerns one might anticipate arising as memory
and personal care skills decline.
For example, an individual living at home with his or her aging mother in

a 2-storyfamilyhomehasuniqueandseparatecare-planningconcerns
comparedto anindividualwhowaslivingindependentlyina supported
apartmentatthetimeofhisorherAlzheimer'sdiseasediagnosis.It
isimportant to start a dialogue early andoften about the individual's
caregivingneedsandtheneedsofthecaregiver,asthiswillchangeover
time.

Asa caregiver,examplesofquestionsto considerinclude:
. Howisthecurrentcaregivingsituationworking?
. Areyoucapableofmeetinghisorhercurrentneeds?
. What struggles or challenges are being encountered currently?
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children and family?

. Areyouwilling to accept help In your own home?

WiththediagnosisofAtzheimer'sdisease,eventuallytacklingsome
important decisions is inevitable.. Some decisions have to be made more
immediately, while other dedsions may lie in the future. Eventual changes

inrognitweandphysicalfunctionsrequirea proactiveapproachthat
considers:

Housing and living supports needs. This can be a

challengingdecisionthatdependsonmanyfactors,including
thechangingcareneedsofthemdividualatthedifferent
stages ofAlzheimer's disease, the situational capabilities
ofthe familyorcaregiver.current housing/lhringsituation,
andcareoptionsandresourcesinthe community.A personcenteredandrelationship-centeredapproachaimsto keep
the individualsafeandcaredfor throughoutallthe stagesof
disease. Inplanning ahead, an aging-ln-ptace model^imsto
provide a living setting that would allow for adaptations over
timeto accommodatethe individual'schangingneeds,and
avoids havingto transition to new care environments when
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can be of assistance.'

expectedchangesarise.Despitebestefforts, ag'ngin place
maynot alwaysbe possible.
Medicalcare. ManyindividualswithDownsyndromemay
find it challenging enough to find a health care provider with
whomtheyfeel understood.A diagnosisofAlzhelmer's
diseasecanlend anadditionalchallenge,although most
adult healthcareprovidersshouldhaveat leasta basic
familiaritywith managingpatientswithdementia. Finding a
trusted healthcareproviderIsa veryimportant supportto
helpwithconcernsasthey arise throughoutthecourseof
the diseaseandto help plan forthe future andend-of-life.

1 Addh:ionaf information at
wvM.cilz.wg

Culturalconsiderations.Embracingculturaldiversity
is important componentofperson-centeredcare,and
allowsfor a richerunderstandingofan indh/iduat'svalues
andbeliefs.Awareness,respect, andunderstandingof
culturaldwersitymust be Incorporatedinto aticaregiving
considerations.Whenan individualwithDownsyndrome
and Alzheimer's disease is entering a new living arrangement

or meeting a newcaregiver, be sure to provide information
aboutcultural practicesthatheor shemaintainsor enjoys.
Overall coordinationof care. Coordination, collaboration

Medicaladvocacy. It isimportantthat a companionwho
knowsthe individualwell accompanyhim or herto medical
appointmentsorto theemergencyroom to he4>share
history, currentconcerns, provideanaccuratemedication
list, andto helpassista medicalproviderin communicating
or interactingwiththe individualsoasto enhancethe care
theyreceive.Time spentin preparationfor appointmentswill
enablethecompanionto usetimewiselyandcommunicate
important issues.Aimto planappointments basedon when
the individualisusuallymost alert andcalm.
Legalmatters. Manyfamiliesorotherdesigneesmaynot
haveexploredor plannedforthe legal,finandalandhealth
careplanningissuesthat ariselater in life. AnAlzheimer's
disease diagnosis makes these issues even more relevant.

Identifyinga decision-makersuchasa healthcareproxy
orguardianis necessaryasdementiaprogresses.Legal
andfinancialoptionscanvaryfrom stateto state soit's
important to checklocalresourcesproactivety.Recordingthe
person'spreferences,their likesanddislikesoverhisor her
lifetimecan help keepa person-centeredapproachto overall
dedsion-making across the disease process. Check with your
localAlzheimer'sAssociationorsimilargroupfor legaland
financialresources.

Safety.Alzheimer'sdiseasecanbeaccompaniedbyother
changesthat havean impactonthe Indh/ldual'ssafety
and abilityto navigatetheirenvironment,suchasaltered
depth perception, hearing loss, unsteady gait, risk of
seizures,disorientationandconfusion.Safetystrategiescan
encompass home safety (such as removing clutter, improving
overall lighting,clearingwalkways).Thiscanalso Includean

emergencyplanforwanderingorgettingtost,oriftherewas
anunexpectedlossofcaregiver.Organizationssuch asthe
Alzheimer'sAssociationhaveprogramslikeSafeReturn that
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andcommunication helpfosterperson-centeredcare,
Involvinga team ofindividualsthatare knowledgeablein
variousaspectsofcare,andwhoshareinformation andlearn
from each other, helps ensure continuity and consistency in
the coordination of care for the Individual.

PLANNING FORTHE FUTURE
Advance care planning consists ofproactwely expressing and documenting
wishesabouthowto approachfuture scenariosthat mayarise.Thisis a
criticalcomponentofAlzhefmer'sdiseasecareandshouldbeincorporated
intodiscussionsthroughouteverystageofdementiaafterthediagnosisis
made.Somepeoplemayhavealreadyaccomplishedsomeaspectofadvance
care planning even prior to their Alzheimer's disease diagnosis, either by
designating a health care proxy or a naming a legal guardian, something
that may have been already addressed during adulthood. Ifno aspect of
future planninghasyetbeenaccomplishedatthetimeoftheAbheimer's
disease diagnosis, this isunportantto undertake assoon as possible, making
everyeffortto mvotvethe individualin future planning.
Discussingwishesaboutend-of-tlfeisdifficultfor most people. However,
tackling these topics proactlvely, at a moment when there is no crisis or
urgency allows timeto think, reflect, ask questions, and ultimately arrive
at an informeddecision.Preparingproactivelyforthesedecisionsprotects
indwiduals and their decision-makers from feeling rushed or blindsided by
choicesthatareexpectedto likelyarisein the settingofdementia.
End-of-tifediscussionsgenerallyencompassthefollowingkey
considerationspertinentto progressivedementia.
Resuscltatlon. Resusdtatlon discussionsrefer to scenariosInwhichan

Individualis havinga cardiopulmonaryemergency(cardio:heart,and
pulmonary:lung).Whenan individual'sbreathingstopsentirelyorwhen
there are severe breathing difficulties, a typical emergency response

Isto placethatIndividualon a breathingmachinecalleda ventilator.
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Similarly,Ifanindividual'sheartstopsbeatingorisina verydangerous
heart rhythm, the typical emergency response Isto perform chest
compressions (CPR) or possibly deliver electric shocks (defibrlllatlon). As
dementiaprogresses,andespeciallywhenanindividualisapproaching

.X

late-stagedementia,dedsion-makersmayoutlineoveraUgoalsofcare
that mayor maynotincludeattempts atresuscitatlon.
Artificialfeeding.Thesewishesreferto decisionsmadewhenan
individual's swallowing worsens to the point that heor she is unable to
safely swallow food or fluid without risk of choking. Poor nutrition and
weightlossmayalsocommonlyariseasa consequenceofswallowing
difficulties,especiallyasdementiaprogresses.Whenan Individual's
ability to safely eat is at'risk, deciston-makers are often faced with
the option of artificial feeding, usually inthe form of a feeding tube,
either down the nose or directly into the stomach, to provide a means

of nutrition Risks and potential benefits need to beclosely weighed In
thesesituations,especiallyIncasesoflatestagedementiatakinginto
consideration the overall goals of carefor the Individual.
Overall goals ofcare. A discussion about overall goals should take
intoconsiderationpreferences,priorities,andoverallphilosophyabout
quality of lifefor the individual as heor sheprogresses towards late
stage Alzheimer's disease. Coals ofcarediscussions often logically lead
to further discussion about end-of-Ufe, including a consideration of

whether palliative care or hospice carewould bedesired when late stage
diseaseIs present.

It isbeyondthescopeofthisbookletto provideextensivedetailabout
end-of-life decision making, particularly because there are legal issues,
terms, rules, andpoliciesthatvaryfrom stateto state:However,across

allscenarios, designation ofa health care decision-maker isnecessary for
an adultwith Alzheimer'sdisease,asdementiawill renderImpossibleany

complexdedsion-making,eveniftheindividualdidhavethiscapacityprior
to theirdisease.A healthcaredeclsion-makeristypically a designated

healthcareproxyora legalguardian.Again,thedetailsoftheserolesare
best left to further discussion with community supports and medical and

legalprofessionalsintheindividual'slocalarea.

ALZHEIMER'S DISEASEAND ENDOFLIFE
Atzheimer's disease ischaracterized by a progresshre loss of memory, skills,

andabilities,leadingeventuallytolatestagedementia.Deathinlatestage
Alzheimer's disease is typically due to medical complications that arise

relatedto progressivedementia,suchas:recurrentinfections(fromskin/
woundor bloodstreaminfections,aspirationpneumonia,or urinarytract
infections), inadequate food or fluid intake, weight loss, or progressive
failure to thrive.

Advanced/LatestageAlzheimer'sdiseasehas4 corecomponents, allof
which must be present to meet criteria for this stage ofdisease:
1. Fullfunctionaldependency- includinglossofmobility
(either primarily wheelchair or bed-bound), dependency for

atipersonalcare(bathing,dressing,toileting),andinability
to self-feed

2. Profound memory impairment - including inability
to recognize close family members or other important
caregh/ers

3. Loss of meaningful speech - usually 6 words or fewer, or
mainlyjust vocalizationsor sounds
4. Totalincontinence- includingtotaltossofboweland
bladder function
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Latestagedementia doesnot typicallyarrivein onepureset offeatures.
For example, some people may show a number of these features but still

retainthe abilityto walkorfeedthemselves.Thenaturalprogressionof
Atzheimer'sdiseaseeventually leadsto late stagediseasein everyoneit
affects,providedthattheylivelongenoughto manifestallfeatures.
KnowingthatAlzheimer'sdiseaseisterminal, decision-makersmayshift
overall goals ofcare in the late stage to primarily emphasizing comfort,
preservingdignityandquality,oflife. IndividualswithAtzheimer'sdisease
canqualifyto receivepalliativecareandhospiceservicesto provide
additionalsupport to the individual,ifthisisconsistentwiththe wishesof

support housemates,friends,andpeerswhohavebeen witnessto the
diseaseprocessandalt ofthe visiblechangesthat it maycause.Particularly
for housematesorclosefriends,it is important to provideampleattention
to the feelingsandemotionsthat they maybeexperiencing,knowingthat
it canbea scaryand sadexperiencethat maybedifficultto understand.
Rituals and other commemoration activities of this individual's life are

a part ofrelationshlp-centeredcareandcanhelpconsoleall involved.
Validate feelings and allow happy memories or mementos to live on in
celebrationofthe individual'slife andthe impactofhisor herfriendship.

the health care decision-maker.

Palliativecareisa modelofcarethat aimsto prioritizethe preservation of
quality of life by preventing and treating discomfort and suffering. Aspects
of palliative care can be offered throughout the continuum ofAlzhelmer's
diseaseprogression, ifthisisdesiredbythe individualandhisorher
designateddedsion-maker.A multidisdplinarypalliativecareteam can help
provideinputandcollaborativephysical,emotionalandspiritualsupport,
helpin symptom managementand helpin recognizingwhenreferralto
hospicecareis needed.
Hospice is a service offered by a professional interdisciplinary hospice
teamandauthorizedbyhealthcareproviderto promote comfort, provide
symptom management forthe patient, and support the famity/caregivmg
teamthroughoutthe endofthe individual'slife andafterhisorherdeath.
Adultswith late stageAlzheimer'sdiseaseareeligibleforhospiceservices,
whichcanfurther supportwishesthat prioritizepreservationofcomfort,
dignity, andqualityoflife. Individualstypicallyeligiblefor hospicearethose
whohaveall featuresoflatestagedementia andwhoalsoarestarting
to exhibitsignsofworseninghealthdueto theirdisease,suchasrecent
infections,weightloss, skinbreakdownorulceration.Palliativecareand
hospice services are predominantly home-based, and services and supports
can be carried out in the individual's own home.

BEREAVEMENTANDGRIEF
Forfamily,caregivers,andloved onesofan individualwithAtzheimer's
disease,griefand bereavementmayoften beanemotionthat is interwoven
intothe progressionofdementia.ToexperienceAtzheimer'sdiseaseisto
experiencea stowandprogressivetossofabilitiesandskills,whichcan be
bring about feelings of mourning or toss on an ongoing basis. Caregivers
areremindedto attendto thesefeelingsandseeksupportthroughoutthe
processto helpcopewith feelingsofgrief,to replenishtheirspiritandto
findstrength to keepgoing.It is importantto createtheseresourcesand
supportsthroughoutthe spanofthediseasesothattheycanbe made
available for comfort and solace when death occurs.

Bereavement and grief over loss can also be profoundly experienced by
people with an intellectual disabitity. and is important to acknowledge and
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