How to
Support
People with
Disabilities
Through Grief
and Loss

What Grief looks like in

Individuals with Disabilities
and How you can Help
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About me

| have a Master’s in Special Education and
have worked with individuals who have a
wide range of disabilities for over 15 years

| currently work with teens/adults, many of
which live in group homes

| am a Board Certified Behavior Analyst and
an LBA in the state that is now called Texas
I am a Certified Sexuality Educator through
AASECT

I'am a Certified Trauma Professional

I am completing beginning level coursework
to be a Certified Somatic Experiencing
Professional (Somatic Experiencing
International)

I have done work both nationally and
internationally with staff who care for
individuals with disabilities

Objectives

Participants will identify the difference between
normal grieving and complicated grief

Participants will identify how people with an
intellectual disability and autism experience grief

Y2

Participants will identify grief responses

Participants will identify how to support someone
with an intellectual disability who is grieving

AN




Grief is a normal

human response
to loss

It is natural to The goal is not to
oscillate between “get over”

grieving and not death/loss, but to

grieving carry it differently

The truth
about
grief/loss

Grief is the form

love takes when
someone dies

Rationale

People with disabilities experience multiple losses

Y4

Additionally, they are less likely to receive support for these
losses due to that fact that they have a disability

N/

Not receiving support can increase mental health challenges

AN

It is our duty as compassionate professionals and caregivers to
advocate for people with disabilities in our care who are
experiencing grief

AN
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Common Grief Responses can
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include:
. e Losing interest in daily or
Ce IR favorite activities
Sleeping/eating v i Physical complaints
difficulties liitaites [ seiest (stomachache/headache)

Less Talked about Grief Responses

Avoiding
reminders of
the person

Regression in

“Not caring” okills

Avoiding
activities they
used to enjoy

Intrusive clin
thoughts &Y

Delayed Being the
grieving “perfect” child

How Autistic Individuals May
Experience Grief

May not cry or overtly show emotions. Emotions may be delayed
or very extreme when they do come.

ASD symptoms (increased sensory processing issues, shutdowns,
meltdowns, decreased social abilities, etc.) might increase

Increased desire to be alone to work things out (this is opposite
of most NTs who will feel better by sharing how they feel).

[ May be unable to articulate what is wrong or talk about feelings. ]
[ designed by NTs.

May not relate to many emotional or relational concepts ]




Factors that influence grief

Our relationship to the person

aYs
J\

How the person died

The degree of connection we had with someone who
died

aYa
J\

Relational dependence on the person who died

N\
I

Previous loss and trauma history
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Normal Grief versus Complicated
Grief

11

TABLE 1

DSM-5 criteria for persistent
complex bereavement
disorder!

‘Anindividual experiences the death of a loved
one and
‘Atleast one of the following symptoms occurs,
more often than not, for 26 months for youth
and 212 months for adults:

+ yearing/longing for loved one

+ emotional pain

+ preoccupation with the deceased

« preoccupation with the circumstances of

the death

AND
‘Atleast 6 of the following symptoms occurs,

re often than not, for 26 months for youth
and 212 months for adult:

« difficulty accepting loss
« disbeliefinumbness

+ inabillty to have positive memories of the
loved one

« anger
« selfblame
« avolding reminders of the loved one
« desire to die to reunite with the loved one.
« lossof trust of others
+ loneliness/detachment

g emptiness or meaninglessness
ished sense of identity
« lack of pursuit of interests or hobbies

‘Adapted from: American Pt e
Sttt anss of Menta Dsorders, Sh od. 3013+
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Are people with IDD or autism more
likely to develop complicated grief?
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Disenfranchised Grief: “Grief that is not
acknowledge or recognized by other people”
(Bonine, Augustine & Meng, 2024)
4 N

We assume that the individual doesn’t have an
understanding of the concept of death, which
means that they cannot grieve.

.

v

/However, even if the concept of death is too
abstract to fully grasp, people with IDD and
autism can recognize the absence of someone
\they care about.

)

15



6/12/25

Why don’t we address grief/loss
in individuals with disabilities?

Staff/caregivers/guardians
fear they will upset the
client, which could lead to
difficult behaviors

There isn’t time in the day
(especially in day habs or
group homes)

We assume they don’t
understand “death” since it
is a complicated concept

Communication differences
make it hard for the person
to communicate about the
loss in a way that is
understood by other people.

16

What are yout
concerns about
addressing
grief/loss in
individuals with
disabilities?

17
Self care:
Caring for yourself is not self-
indulgent, it is self preservation
18



Questions to ask yourself:

How comfortable with are you with your own
feelings around death?

N J
e N
How comfortable are you with the words:
“dead”, “died”, “death?

N J

<

)
How comfortable are you with making space for
another person’s feelings and displays of

emotion (i.e. crying, apathetic)
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How to help:

Ve N\
Provide factual information about
what death is.

A J
4 N

Involve them in rituals/memorials

AN J
4 N\
Help them cope with secondary
losses
- J
20
Make sure they have factual
information about death
@Q Breathing
@ @@ Communicating
D Lo vovins
e ERRE gy - LEL R
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Make sure

they have
factual

information
about death

What is Death?

Death is the end of life. Zg

Everybody's life has a beginning, a middle and an end
&Jy
When a person dies, it means that their body stops working.

Their heart does not Lﬁmy more.

They do not breathe. D

This means: They don't eat. They dorit sleep. They donit talk.

6/12/25
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When Somebody Dies When Mum Died
. ;yng;io:\‘l’e:‘;:g%:a S ted by seth ey
23
Use clear language and avoid
euphemisms
Phrases to avoid... Why?
“We lost your grandfather | If grandpa is last, then he
last night” might be found and come
back.
“Your Mom passed away” | We pass gas, we pass tests,
we pass high school, we
don’t pass away.
"Your Tia went to sleep | Your child may think they
forever” will also die if they go to
sleep
24



Tips for Writing Social Stories

- Avoid euphemisms (i.e. “He has gone to sleep”, “We lost...”)

- Make sure it is age appropriate and considers the person’s
developmental age

- Include relevant cultural/religious information pertinent to

the client and family

25

Involve them
in death
rituals:

What are some common
rituals we have when
someone dies?

How can I include my child
in these?

Are there specific rituals |
am worried about
including them in?

26

Continuing bonds

* Itis a way to still stay close to the person
emotionally, even if they aren’t physically there

* Listening to their favorite music, lighting a candle
and thinking about them, eating their favorite
food

» Difficult feelings may pop up initially, because
you are still grieving

27
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Primary versus Secondary Losses

Primary loss

Secondary Loss

* The initial, direct loss,
such as the death of
a family member.

 Consequential losses that result from the
primary loss.

* Death of someone close is likely to cause a
series of disruptive life events

* Moving, changing schools, new/unfamiliar
staff
* Having to leave home with short notice or

go to'emergency placements (sometimes
multiple)

* Loss of recreational/leisure activities
* Loss of independence
« Loss of familiar roles/routines
* These losses can seem as big as the primary

loss for people with IDD/autism because
L, L bletao L L L
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Example

Primary loss

Secondary Loss

* Marcus is a 31 year
old individual with
IDD whose father
recently died due to
cancer

« Dad was his transportation to family

* Dad took him to visit his Mom in a
nursing home

* Dad’s friends were Marcus’ friends

* Marcus got visits from his Dad in this
group home at least once a month

* Dad was in charge of Marcus’
finances (but gave him a lot of
control over his money)

* Dad would send him a text every
morning to help him wake up “on the
right side of the bed”

29

5 stages of grief

Denial -

Anger

Bargaining

Depression

Acceptance

Myth

30
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Stages of Grief

The roadmap you expected: The road you got:

Acceptance

Bargaining

Depression

6/12/25
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How long until they are “better”?
4 N\
As long as they are
needed
\ /)
'z _ N\
Grief bursts are
common
- )
32
[ Grief Intensity* ]
[ Ability to Cope with Grief* ]
33
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Grief Intensity*

®

[ Ability to Cope with Grief* ]

*1=least; 10-most

Ny,
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What | can say to myself when my
child is having a difficult grief
response...
They are doing this
| get to be here for with me because | Love them through
this. am their safe it.
person.
They are having a Feelings are like .
hard time, not waves; let it come il eltongs @
L . X part of my human
giving me a hard in, then let it go ;
A experience
time. out.
35
Let’s keep in touch:
* Tricia Lund
e Email: tricia.lund@summitbehaviorconsulting.com
* Phone: 713-299-5371
* https://www.summitbehaviorconsulting.com/
* https://www.instagram.com/tricia.lundsbc/#
* https://www.teacherspayteachers.com/store/summit-
behavior-consulting
’/\‘,
Behavior Consulting
36
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Resources

* “How to Break Bad News to People with Intellectual
Disabilities”: A Guide for Carers and Professionals
(By: Irene Tuffrey-Wijne)

* https://www.autismandgrief.org/clergy-healthcare-
human-services/about-autism-grief/

* https://www.dsrf.org/resources/the-lowdown-
podcast/coming-to-terms-down-syndrome-and-

grief/

* https://adscresources.advocatehealth.com/resource

6/12/25

s/grief-10-things-i-know/

* https://www.booksbeyondwords.co.uk/

37
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