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Objectives & Methodology

Research Objectives:

This survey aims to profile the experiences of, and challenges

faced by, caregivers of people who ASHA members serve
(e.g., children and adults with speech, language, hearing,

swallowing, balance, and/or cognitive disorders or difficulties).

Research objectives include determining:

« The impact of caregiving responsibilities on personal life,

work, and interpersonal relationships.

+ Attitudes and perceptions towards caregiving roles and

responsibilities.

+ Challenges and stressors associated with caregiving,
including communication difficulties.

* The effectiveness of support and resources available to

caregivers.

« Strategies and interventions that could improve the daily

lives of caregivers and care recipients.
+ The emotional and financial impact of caregiving.

@ASHA | YouGov

Methodology:

Method: 15-minute online survey

Fieldwork: March 6 — 21, 2025

Sample size: n=1,000 Adults 18-74 who are caregivers of people who
ASHA members serve (n=283 child caregivers, n=717 adult caregivers)

A census-clicks approach to sampling and weighting was used. This
methodology is often used to ensure a representative sample of hard-to-
reach groups and involves sampling and weighting to the closest known
population; in this case, U.S. adults ages 18+.

Note: For the purposes of this survey, caregivers of children are people
who provide assistance to a child—in a sole or shared capacity—for
needs that go beyond typical child care. These needs may include extra
medical appointments, school supports such as an Individualized
Education Program or 504 plan, and/or help with daily activities beyond
what is needed by most children of that age. Caregivers of adults are
responsible, fully or partially, for assisting an adult (18+) family member,
spouse, loved one, or friend with medical care/appointments, household
tasks, or daily living needs, in a sole or shared capacity.



Key Findings

The most pressing challenges for caregivers overall stem from the nature of their role. Nearly half of caregivers (49%) cite their own
mental health as a top concern, highlighting the emotional toll of caregiving. Top stressors vary by caregiver type, with managing the care
recipients’ behavioral and emotional challenges ranking as the top stressor for caregivers of children (40%), while household tasks generate the
most stress for caregivers of adults (37%).

Communication breakdowns present a significant hurdle, with nearly 4-in-10 caregivers agreeing that these breakdowns make their role
more challenging. This is especially true for those caring for someone with communication difficulties, rising to 60% in this group. This situation
extends beyond the home, as nearly half of caregivers (45%) report fewer public interactions due to concerns about communication issues, with
this concern being more prevalent among caregivers of children than adults (53% vs. 41%). Nevertheless, caregivers of children are generally
more likely to be comfortable navigating public spaces compared to caregivers of adults (86% vs. 75%).

Despite the challenges inherent in caregiving, caregivers also experience positive outcomes. Caregivers report an increased
appreciation for life’s small moments (58%), satisfaction in providing good care (57%), and developing more patience (56%).

Medical care is generally well regarded by caregivers. Caregivers shoulder the brunt of medical care responsibilities, with nearly all
attending appointments (94%) and holding more responsibility for appointment-related tasks than care recipients. Caregivers say medical
professionals generally meet their expectations by communicating with both parties. Health care professionals are also generally easy to
understand (73%). However, there is room for improvement in other aspects of communication, including asking the care recipient about their
communication preferences (only reported by 40%).

Support from audiologists and speech-language pathologists (SLPs) is extremely valuable, with 65% of those who work with an

audiologist noting improvement in daily life. Similarly, 77% of caregivers working with SLPs report improved daily life. Speaking to the impact
these professions have, recommendation is nearly unanimous for both (89% audiologist; 91% SLP).
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Key Findings (Continued)

The need for additional support is evident. A majority of caregivers (63%) express a need for more resources and support. Family and
friends are the top source of support, mentioned by 60% of caregivers, but this may not be sufficient to address all the complex needs
associated with caregiving. The gap between available support and caregiver needs is further highlighted by the fact that only 21% of
caregivers receive any form of compensation for their caregiving duties. This also emerged as the most common response to the question of
what would make their lives easier as caregivers.

17\ Spotlight on Caregiving for Children vs. Adults

The caregiving experience differs for those caring for children versus adults; the support network for children appears to be more
robust and diverse. Caregivers of children are more likely to say they have sufficient resources, as compared to caregivers of adults (42%
vs. 33%). They are more likely to rely on a variety of sources for support, including family members and friends (65% vs. 57%), health care

providers (55% vs. 46%), mental health professionals (35% vs. 21%), and online resources or forums (32% vs. 23%). This broader support

network may contribute to better coping mechanisms and overall well-being in this population of caregivers. Caregivers of children are also

more likely to share responsibilities with another immediate family member (67% vs. 46%).

Financial assistance also plays a role in differentiating the two groups. Caregivers of children are somewhat more likely than caregivers
of adults to receive some form of compensation for their caregiving duties (26% vs. 19%). Among those receiving financial support,
caregivers of children have greater access to Medicaid assistance (48% vs. 32%). This financial support can be crucial in alleviating some of
the economic pressures associated with caregiving, potentially allowing caregivers of children to dedicate more time and resources to their
responsibilities.

WASHA | YouGov 6
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Care Recipient Snapshot — Total Sample

([ Living Stuation of are Recipient _]
11 68

500/ Live with me full-time and did
O prior to me becoming their
caregiver

1 40/ Live independently, l/others
O provide care as needed

@ Leravimoeare ]

39 hours

Avg. time spent per week providing
care

Child Adult

1 1 % Moved in with me due to their

Other ren Less than 3 months
care needs 3 months to less than 1 year Caregivers of children
My parent 11o less than 2 years are more likely than
Other o Moved in with them to provide 2o less than 5 years caregivers of adults to
family 8 A) care have provided care for
5+ years (56% vs.
More than 5 years 40%).
8% Live with another family member
3% Liveina care faCiIity An immediate family member _ 53% S LT SO
My v ) ’ more likely to be the sole
My child spouse/partner Iam the sole caregiver [ 30% caregiver than caregivers of
ychi An extended family member - 15% children (37% vs. 15%).

3 A) Live with their parents

Paid professional caregiver - 14%

Caregivers of children are

Friends/neighbors . 12% more likely to have another

Homenurse |l 8% immediate family member
Volunteer/community support | 304 providing care (67% vs.
services ° :

Q4. Approximately how old is the person you care for? | Q3. Which of the following best describe your relationship to the care recipient? They are... |

w ASHA I YOUGOVE Q10. On average, how many hours per week do you spend providing care?| Q11. Who else provides care for the care recipient? | Q12. How long 8
have you been providing care for this person? | Q13. How would you describe the care recipient’s current living situation in relation to your caregiving
role? Base: Total caregivers (n=1000)



The main reasons children require care are cognitive, learning, and/or
attention difficulties, as well as speech/language difficulties. Adults most
commonly require care due to mobility, balance, and cognitive or memory

difficulties.

Reasons for Care

I
E i} Among Child Caregivers |
1

________________

Cognitive/learning/attention difficulties
Speech and/or language difficulties
Behavioral issues

Mental health issues

Hearing loss/hearing difficulties
Mobility/motor difficulties

Vision difficulties

Balance issues

Swallowing/feeding difficulties
Lung/respiratory issues

Heart issues

mASHA | YouGov

49%
35%
27%
1%

9%

9%

8%

6%

3%
2%

68% Mobility/motor difficulties
Balance issues

Cognitive or memory difficulties
Hearing loss/hearing difficulties
Heart issues

Mental health issues

Vision difficulties

Speech and/or language difficulties
Behavioral issues

Lung/respiratory issues

Swallowing/feeding difficulties

Reasons for Care

_____________________

I, 57 %
I, 5%
I, 0%
I, 20
PR

I 02

I 2%

I 207

I 3%

I 12°%

I 10%

S6e. Which, if any, of the following are reason(s) this child requires additional care beyond typical child care? | S8. Which, if any, of the following 9
are reason(s) your adult family member, spouse, loved one, or friend requires care?
Base: Child caregivers (n=283); Base: Adult caregivers (n=717)



Among caregivers of children, top aspects of care include emotional support
and homework. Among caregivers of adults, top aspects of care are household
tasks, emotional support, and transportation.

Aspects of Care Aspects of Care

1 Among Adult Caregivers |
1

_____________________

Emotional support or companionship 59% Household tasks _ 75%
Homework/learning 55% Emotional suppor o I ¢o°:
companionship
Management of behavioral or emotional o Transportation for care-related _ o
challenges 50% needs 69%
Transportation for care-related needs 49% Management of financial, legal, or I -
administrative tasks
Medical care 44% mobility | -7
Coordination with SChOOI/day care staff for o . _ o
accommodations 43% Medical care 53%
Coordination of care and ther:ErlweosO%;syldCease 38% Coordination of care and therapies _ 44%
Personal care 36% Personal care [ NG /1%
Communication 34% Adaptions to home environment || 40°%
Sleep 31% Eating/feeding || EGTGTcTNGEGEG 33
Eating/feeding 27% Communication || EGTcTENNEEEE 33%
Adaptions to home environment 26% Management of behavioral or I 5
emotional challenges
Mobility 12% Sleep I 19%

Base: Child caregivers (n=283); Base: Adult caregivers (n=717)

m ASHA I YouGov‘ Q1a/Q1c. Which aspects of care do you assist with? 10



Common diagnoses in children who require care include learning disabilities,
cognitive or attention disorders, and autism. Common diagnoses in adults who
require care are memory loss/cognitive impairment and hearing loss.

Diagnosed Conditions of the Care Recipient

1 I
1 I

I
! I
_____________________

Learning disability 41% Memory loss/cognitive impairment _ 38%
Cognitive or attention disorder(s) 35% Hearing loss _ 30%

Autism 33% Learning disability - 13%
H 0,
Speech or language disorder 28% Speech or language disorder [l 12%
Developmental dela 22%
p y o Tinnitus - 9%
Social communication disorder 18%
Autism - 7%
Hearing loss 9%
Social communication disorder - 7%
Swallowing disorder 5%

Swallowing disord 59
Tinnitus [ 4% waltowing disorder [l 5%

They have not been diagnosed with any of these _ 18%

Other 9%
They have not been diagnosed with any of these 6% Other - 16%
Don't know/not sure 1% Don't know/not sure I 2%
Prefer not to answer | 1% Prefer not to answer | 2%

Base: Child caregivers (n=283); Base: Adult caregivers (n=717)

m ASHA I YouGov‘ Q2. Has the person you provide care for been diagnosed with any of the following? 11



Top challenges impacting children’s daily lives are cognitive, learning, or

attention difficulties, followed by speech/language difficulties. For adults, top
challenges are mobility, balance, and cognitive or memory difficulties.

Top Challenges to Care Recipient

______________

mRanked 1st BRanked 2nd Ranked 3rd

Cognitive/learning/attention
Speech and/or language difficulties
Behavioral issues

Mental health issues

Hearing loss/hearing difficulties
Vision difficulties

Mobility/motor difficulties

Balance issues

Swallowing/feeding difficulties
Heart issues

Lung/respiratory issues

mASHA | YouGov

65°%
43%
30%

22%

B o

Bl

B

B s

B 4%

I 2%

| 2%

_____________________

mRanked 1st BRanked 2nd Ranked 3rd

Mobility/motor difficulties 28% 16%

Balance issues

Cognitive or memory difficulties
Hearing loss/hearing difficulties
Mental health issues

Heart issues

Speech and/or language difficulties
Vision difficulties

Behavioral issues

Lung/respiratory issues

Swallowing/feeding difficulties

28% 9%

B s%

7%
6%

21%
16%
16%

15%
13%

Q6. You said the person you provide care for needs help for more than one reason. Please rank these challenges in order of the
impact on their day-to-day life, where #1 has the most impact and the highest number is the one with the least impact.

Base: Child caregivers (n=283); Base: Adult caregivers (n=717)

45%
43%

52%

12



For caregivers of children, the most stress comes from managing the child’s

behavioral and emotional challenges. For caregivers of adults, household
tasks generate the most stress.

Most Stressful Caregiving Tasks

| |
E 17(' Among Child Caregivers i i ﬂ Among Adult Caregivers i
e e ] | o]
mRanked 1st ®Ranked 2nd Ranked 3rd mRanked 1st ®Ranked 2nd Ranked 3rd
Behavioral/emotional challenges 40% Household tasks [EEE8 13% 37%
Homework/learning 33% Care-related transportation |EISIIEED 33%
Emotional support or companionship 33% Mobility 32%
Communication 26% Financial, legal, or administrative 31%
Coordination with school/day care 25% Emotional support or companionship 30%
Coordination of care (non-school) 25% Coordination of care and therapies 23%
Medical care 19% Medical care 22%
Care-related transportation 17% Personal care 20%
Personal care | 13% Communication 16%
Sleep N 13% Behavioral or emotional challenges 15%
Eating/feeding [l 10% Eating/feeding [T 13%
Adaptions to home environment i} 10% Adaptions to home environment [l 11%
Mobility [l 7% Sleep I 7%

WASHA | YouGov

Q7. Now, please rank the tasks that you assist with, in order of their impact on your stress levels, where #1 causes you the most
stress and the highest ranked item is the one that causes you the least stress.
Base: Child caregivers (n=283); Base: Adult caregivers (n=717)

13



A majority (68%) of care recipients have experienced symptoms for two or
more years, with 39% of the issues arising “over time.”

Condition Length Condition Emergence

m Over time

m |ess than three

months m From birth/in early childhood

= Three months to less

than one year B As a result of an accident or injury

= One to less than two

m As a result of a major medical
years

event
mAs aresultofa
neurodegenerative disease
m As a result of iliness/disease

= Two to less than five
years

= More than five years

= Not sure m Side effect of medication

m Other

Children are more likely than adults to have had their condition since birth (50% vs.
8%). Conversely, adults are more likely than children to have had their condition

Children are more likely than adults to have had their condition for over five years (48%

vs. 33%). Conversely, adults are more likely than children to have had their condition

for less than five years (65% vs. 47%). emerge for most of the other reasons listed, most notably over time (48% vs. 25%).

ASHA Y G = Q8. How long has the care recipient experienced symptoms of ...? | Q9. When or how did the difficulties/issues arise? 14
I ousov Base: Among caregivers of people whose top challenge is served by ASHA (n=604)
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Nearly three-quarters of caregivers to those with hearing difficulties said the
care recipient uses hearing aids or assistive listening devices.

Hearing Treatments/Interventions Hearing Technology Usage
ii & Among Total Caregivers to Those With | 'a }j'/ir;;;; Total Caregivers to Those With |
! Hearing Difficulties ' T Hearing Difficulties Who Use Hearing Tech!

Hearing aids
Medications
Environmental/ lifestyle changes

Assistive listening devices

Using augmentative or alternative..

Learning and using sign language
Speech/language therapy

Auditory training
Complementary/alternative treatments
Cochlear implants

Surgery

Other

None of these

]
—————————————————————— L e e e e e e e e e e - ==

e 62%
I 07 fheydontlike fouse fhem _ oo
0

E— -3 72% —
19% Net: Hearing
I 19% Tech The devices don't really work well 14%

I 1% They don't know how to use them . 10%

- 4% | don't know how to use them

I
B 3%

None of these - 34%
I 4%

Q10A. Which of the following types of treatment or interventions does the care recipient currently use/receive for their hearing difficulties?

m ASHA I YouGov’ Q10B. Which, if any, of the following apply to the care recipient's use of assistive devices? 16

Base: Total caregivers to those with hearing difficulties (n=257); Base: Total caregivers to those with hearing difficulties who use hearing
technology (n=173)



Gestures and facial expressions are the most common AAC methods used by
people with speech/language difficulties, followed by pointing and writing/typing.

Augmentative/Alternative Communication (AAC) Methods Usage

- Among Total Caregivers to Those With | Child Adult
ﬂ Speech/Language Difficulties | cG cG
L e e e = =

Gestures and facial expressions 37% 41% 32%

Pointing to photos, pictures, or written words _ 31% 31% 30%

Writing or typing _ 28% 31% 23%

Using an app on mobile phone/tablet to communicate _ 24% 29% 18%
Spelling words by pointing to letters _ 18% 23% 13%

Drawing _ 15% 19% 9%

Using a speech-generating device _ 15% 21% 8%

Other - 7% 8% 5%

None of these 31% 23% 42%

Green = Significantly
higher than other group

Q10D. Which, if any, of the following Augmentative or Alternative Communication methods does the care recipient currently

use? Please select all that apply. 17
ASHA I YOUGOV Base: Total caregivers to those with speech/language difficulties (n=278); Base: Child caregivers to those with speech/
language difficulties (n=136); Base: Adult caregivers to those with speech/language difficulties (n=142)
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Half (49%) of total caregivers cited their own mental health as a top challenge
in their role, followed by managing the care recipient’s mental health (36%).

Caregiving Challenges

i ~ Among Total Caregivers | Child  Adult

Lo e ! CG CG
Managing care recipient's mental health _ 36% 37% 35%
Keeping care recipient safe _ 35% 33% 36%
Limitations due to my own physical health _ 31% 239, 34%
Difficulty communicating with care recipient _ 25% 24%, 25%
Cost of care/health insurance _ 24% 30% 229,
e e e noveenois inances. I 2+ 20%  26%
Managing medical bills and insurance claims _ 22% 28% 20%
Assisting with daily medical needs _ 21% 19% 229
None of these - 10% 12% 9%

Green = Significantly
higher than other group

ASHA Y G v- Q14. Which of these are the top challenges you face in your caregiving role? 19
I ouGo Base: Total caregivers (n=1000); Base: Child caregivers (n=283); Base: Adult caregivers (n=717)



Caregivers describe a variety of communication challenges between themselves
and their care recipients.

Difficulty Unclear Memory Communication Behavioral
understanding communication problems partner challenges

needs mismatches

“She was really sick one night
and her speech was
incoherent, then another
instance she had a seizure
and was also incoherent.” —
Caregiver to 74-year-old adult

“He's almost completely
nonverbal and gets frustrated

very quickly if | can't figure out
what he wants or needs.” —
Caregiver to 7-year-old child

“With advanced senile
dementia [they don’t]
remember what was told [to]
them 5 minutes ago.
Explaining to them that their
blood/oxygen is 98% while
they are claiming they can't
breathe, or explaining to them
that if they weren't breathing
they couldn't be yelling so
loudly.” — Caregiver to 88-
year-old adult

“Challenges usually occur
when he is angry. He tends to
shut down and rather not
express himself. Kind of hard

“My son is non-verbal. So if his
tummy hurts he can’t tell me. So
he has a meltdown and
sometimes becomes violent until

| can try to go through all the for other people to understand

but we do in our household.”
— Caregiver to 14-year-old
child

things (food, juice, rocking) that
he usually wants and if that
doesn’t work | have to try to
figure out what's wrong and
what’s causing him to be upset.”
— Caregiver to 6-year-old child

. Q15. Can you provide some more detail about the communication challenge(s) you have encountered while caregiving, including an example of a 20
ASHA I YOUGOV time where miscommunication or limited communication made a situation more difficult than it would typically be?

Base: Total caregivers (n=1000)



Most caregivers to those with communication difficulties say they have figured
out how to communicate (37%) or have at least made progress (34%) with the
care recipient.

Communication Situation

I
1 2 ¢ Among Total Caregivers to Those With |
T Communication Difficulties

Caregivers of adults are significantly more

= One or both of us have completely likely to say communication is a struggle,
given up on communicating with each but they still try (32% vs. 18%).

other

= Communication is a struggle for us,

but we still try

= \We're making progress on
communicating more effectively with

each other . . e
» Caregivers of children are significantly
- Weve figured out how to e
icate effectively with each y they g progress
communica communicating more effectively with each
other other (47% vs. 26%).

Q16. You've mentioned that the person you provide care for has difficulties with at least one aspect of communication. Which of the following

w ASHA I YouGov’ best describes your situation? o1

Base: Total caregivers to those with communication difficulties (n=652)



Those caregivers who are still struggling with communication, or who have given
up, more commonly cite the reasons for this as cognitive/memory issues and
emotional, behavioral, and social challenges. Those who have made progress
credit adaptation and patience, as well as technology and tools.

Reasons for Communication Situation

'@ ] Among Caregivers to Those With |
I W L Communication Difficulties |

Still a struggle/Have given up m Making progress/Figured it out

o,
Cognitive and memory issues - 8% 29%
(o]

Emotional, behavioral and social 26%

challenges | 10%

) 16%
Hearing loss 0

o 16%
Speech/expression difficulties REA

. , 16%
Adaptation and patience . | 55°

5%
Technology and tools . 17

1%
Other - 4%,

' P 3% Green = Significantly
Don't know/none/all is fine . 4% higher than other group

with communication. Base: Caregivers to those with communication difficulties (n=652); Caregivers who say communication is a
struggle/have given up (n=211); Caregivers who say they are making progress/have figured it out (n=441)

¢ Q17. You mentioned that [XX]. Please tell us more about why you said that, including details on why you have or currently struggle
@ASHA/ YouGov o Y g " ) s 22



Caregiver Stories: Challenges and Progress

... you’re making progress on
communicating more effectively/figured it
out

... one or both of you have given up on
communicationl/it is still a struggle

“At first, communication was difficult because emotions ran high,
and it was hard to know how much information to share without
overwhelming them. Over time, we developed a system where we
check in at the same time every day, either through a quick call,
text, or even a shared notebook where we track medications,
appointments, and feelings.” — Caregiver to 49-year-old adult

“We've been working on improving communication through
therapy, practice, and tools like AAC devices. Progress is
noticeable in expressing thoughts more clearly and responding
more confidently. However, challenges remain, like difficulty with
certain sounds, structuring sentences, or social interactions.
Patience, consistency, and support have been key in making
communication easier over time.” — Caregiver to 11-year-old child

with communication. Base: Caregivers to those with communication difficulties (n=652); Caregivers who say communication is a
struggle/have given up (n=211); Caregivers who say they are making progress/have figured it out (n=441)

¢ Q17. You mentioned that [XX]. Please tell us more about why you said that, including details on why you have or currently struggle
mASHAI YouGov o " 9 vy thelea
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A majority of caregivers to those with communication difficulties agree

communication breakdowns make caregiving more difficult (60%).

Statements on Communication Issues

- Among Total Caregivers to Those With |
T Communication Difficulties !

m Strongly Agree u Somewhat Agree Net: T2B

Communication breakdowns often make caregiving more difficult 31% 29% 60%
Daily life would be much easier if we could reduce our "
communication breakdowns/difficulties S e 59%
I wish | had better tools or strategies to improve the communication o
between myself and the care recipient 30% e 55%
Communication breakdowns seem to make the care recipient sad, o
depressed, overwhelmed, helpless, or frustrated 26% i 53%
Communication breakdowns make me feel sad, depressed, o
overwhelmed, helpless, or frustrated 26% i 53%
| rely on nonverbal cues/communication (e.g., gesture.s,- p0|'nt|ng) to 20% 229 42%
better understand the care recipient's needs
The care recipient often has a hard time understanfjlng what | am 17% 25% 42%
trying to tell them
Misunderstandings often occur between me and_the_ care recipient 17% 23% 40%
due to communication challenges
| often don't know what the care recipient needs or wants from me [ERSFA 14% 22%

Q18. To what extent, if at all, do you agree or disagree with the following statements.

m ASHA I YOUGOV Base: Total caregivers to those with communication difficulties (n=652); Base: Child caregivers to those with communication

difficulties (n=204); Base: Adult caregivers to those with communication difficulties (n=448)

Child
CG

59%

63%

56%

52%

49%

54%

34%

38%

26%

Adult
CG

61%

56%

54%

53%

55%

36%

46%

42%

20%

Green = Significantly

higher than other group

24



Nearly 6-in-10 caregivers of children say the child’s difficulty communicating
makes daily life more challenging, and 4-in-10 state it’s a leading cause of
challenges in school/daycare and behavioral problems/tantrums.

Impact of Child Communication Challenges
(The child's difficulty communicating ...)

e 1
I _JAmong Child Caregivers to Those|

1 With Communication Difficulties :
U,

... is a leading cause of their challenges in school/daycare

... is a leading cause of behavioral problems/tantrums

... is a leading cause of problems with peers _ 33%
... causes conflict with others in the home _ 30%
None of these are true _ 16%

w ASHA I YouGov‘ Q18A. Which, if any, of the following are true for the child for whom you provide care?

Base: Child caregivers (n=204)



Positive aspects of caregiving include greater appreciation of the little things
in life, satisfaction that good care is being provided, and increased patience.

Caregiving Positives

1
! . i Adult
i_ -~ Among Total Caregivers E Cchgd Cg
5%
receiving good care
Developing increased empathy and/or understanding _ 50% 55% 47%
Feeling a sense of giving or giving back to someone who _ o
has cared for you 42% 29% —
Becoming closer to other caregivers who support in care _ 17% 20% 15%
Discovering new connections/friendships through support _ 1% 16% 9%
groups
Other I 1% 1% 2%
None of the above - 6% 5% 7%

Green = Significantly
higher than other group

ASHA Y G v. Q19. Now, what are some of the positive outcomes you have experienced in your caregiving role? 26
I ouGo Base: Total caregivers (n=1000); Base: Child caregivers (n=283); Base: Adult caregivers (n=717)
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Nearly all caregivers of children and adults attend health care appointments
with their care recipients, with over 1-in-2 stating they attend all or most.

Appointment Attendance

No, none

Yes,
Yes, all or most

all or most

« Q20. Do you attend health care appointments with the care recipient?
m ASHA I YOUGOV Base: Total caregivers (n=1000) ; Child caregivers (n=283) ; Adult caregivers (n=717) 28



Caregivers are responsible for a variety of tasks related to medical
appointments, especially driving and answering or asking questions of health
care professionals.

Appointment Responsibilities

m Caregiver = Care Recipient

80%

7% 77% 74%
70% ’
57% 56% 56% 549%
32% 32%
21%
16%
1%
Driving to the appointment ~ Answering questions of  Asking questions of health Giving health care Completing insurance/other Taking notes None of these
(or arranging transportation) health care office care office professionals a summary of paperwork
staff/doctors/other staff/doctors/other recent events
professionals professionals

Green = Significantly
higher than other group

Q21. Which of the following tasks during health care appointments are you and the care recipient responsible for? Please select all that apply for
w ASHA I YOUGOV each of you. 29

Base: Adult caregivers who attend appointments (n=671)



Most caregivers who attend appointments say health care professionals
typically address both parties, which aligns with their expectations.

Who Providers Speak To Who Providers SHOULD Speak To
i <« Among Caregivers Who Attend Appointments i E « Among Caregivers Who Attend Appointments :
Only address Only address Only address Only address
me the care me the care
recipient recipient

Address both Address both
of us of us

ASHA Y G « Q22. When you attend health care appointments with the care recipient, do the health care professionals tend to... | Q23. Do you think the health 30
I ouGov care professionals should...

Base: Caregivers who attend appointments (n=936)



Most caregivers of children who attend appointments say health care
providers typically address both parties, which aligns with their expectations.

Who Providers Speak To Who Providers SHOULD Speak To

__________________________________________________________________________________

Only address Only address
the care me
recipient

Only address
the care
recipient

Only address
me

Address both Address both
of us of us

ASHA Y G « Q22. When you attend health care appointments with the care recipient, do the health care professionals tend to... | Q23. Do you think the health 31
I ouGov care professionals should...

Base: Child caregivers who attend appointments (n=265)



Most caregivers of adults who attend appointments say health care providers
typically address both parties, which aligns with their expectations.

Who Providers Speak To Who Providers SHOULD Speak To
'R Among Adult Caregivers Who Attend Appointments : ﬂ Among Adult Caregivers Who Attend Appointments :
Only address Only address Only address Only address
me the care me the care

recipient recipient

Address both Address both
of us of us

« Q22. When you attend health care appointments with the care recipient, do the health care professionals tend to... | Q23. Do you think the health
mASHAI YouGov 32

care professionals should...
Base: Adult caregivers who attend appointments (n=671)



Caregivers report largely positive health care interactions. However, there is
room for improvement on some aspects of communication, including asking
care recipients about their communication preferences.

Perceptions of Health Care Interactions

e

Child Adult
m Strongly Agree  m Somewhat Agree Net: T2B cG cG

My presence is critical at health care appointments 2%  76% 71%

| feel respected and valued as part of the care t()e;z ::‘:ionigtrr:]eear:ttg 67% 73% 63%
it s ssier o conmuicate i et oo ot et IR
e e o ot sources of support I W < % 40

Health care and other professionals ask the care recipient how they

prefer to communicate (e.g., verbally, in writing, etc.) before or during 19% 21% 40% 50% 35%

appointments so they can participate

Health care and other professionals often don't communicate with the [EEETYA 18% 299, 299 289
care recipient in a way they can understand ? °

Health care and other professionals often talk about the care recipient 9% 12% 21%

0, 0,
as if they weren't there 24% 19%

Q30. To what extent, if at all, do you agree or disagree with the following statements. Green = Significantly 33

w ASHA I You@GoV Base: Caregivers who attend appointments (n=936); Base: Child caregivers who attend appointments (n=265); Base: Adult  higher than other group
caregivers who attend appointments (n=671).



Primary care doctors, medical specialists, and nurses are the most common
professionals involved in care.

Professionals Involved in Care

E « Among Caregivers Who Attend Appointments i Child Adult
I o o el 1 CG CG
Primary care doctor (e.g., family physician) _ 74% 65% 79%
Medical specialist (e.g., neurologist, oncologist, etc.) _ 42% 25% 51%
Nurse [N a3y 23%  38%
Mental health professional (e.g., social worker, etc.) _ 28% 43% 20%
Physical therapist [N 269, 2%  29%
Personal support worker/home health aide _ 20% 20% 20%
Speech-language pathologist _ 17% 35% 7%
Occupational therapist _ 16% 25% 11%
Audiologist [N 129 1%  12%
Otolaryngologist (Ear, Nose, and Throat specialist) - 10% 12% 10%
other [ 4% 6% 3%
None of the above . 3% 2% 4%
Not sure I 1% 1% 1%

Green = Significantly
higher than other group

ASHA Y G v- Q24. Which, if any, of the following are involved in your care recipients’ care?
I ouGo Base: Caregivers who attend appointments (n=936); Base: Child caregivers who attend appointments (n=265); Base: Adult

caregivers who attend appointments (n=671)



Caregivers to Those
Who See an
Audiologist OR
Speech-Language
Pathologist (SLP)




Audiologists provide a variety of services to care recipients themselves as
well as caregivers.

Audiologist Helpfulness

Child Adult

_________________________________________________________ CG CG
Helped care recipient get hearing assistive devices,

such as hearing aids, etc. 56% 36% 66%

Provided support, tips or recommendations to assist me 61% 349
as a caregiver in improving communication ° °

Connected us with additional information and resources 40% 28%
Provided aural rehabilitation to care recipient and/or

caregivers 39% 17%

Were a source of support by hearing my concerns or

frustrations as a caregiver 32% 19%

Provided referrals to other health care professionals 24% 17%

Connected us with groups/people with similar issues

21% 12%

Other . 4% 0% 6%
None of these - 9% 9% 8%
Green = Significantly
Q27. Which of the following, if any, did audiologists help with? higher than other group
ASH A I YouGov’ Base: Caregivers to those who have an audiologist involved in care (n=120); Base: Child caregivers to those who have an 36
audiologist involved in care (n=33)*; Base: Adult caregivers to those who have an audiologist involved in care (n=87)

*Caution: small base size



Nearly nine-in-ten caregivers to those who see an audiologist say audiology
services helped improve daily life at least somewhat. Recommendation for an
audiologist is almost unanimous at 89%.

Audiologist Daily Life Improvement Audiologist Recommendation

______________________________________________________________________________________________________________________
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A great deal

L 65% Definitely would

~89%
A good amount

Probably would

Probably would not

— 2 /o
<1%

A little bit

Q28a. Would you say that audiologist services helped improve daily life for the care recipient and yourself...? | Q28b. Would you recommend
people experiencing similar issues see an audiologist?
m ASHA I YOUGOV‘ Base: Caregivers to those who have an audiologist involved in care (n=120); Base: Child caregivers to those who have an audiologist involved 37
in care (n=33*); Base: Adult caregivers to those who have an audiologist involved in care (n=87)
*Caution: small base size



Caregivers report that SLPs most commonly help by providing direct therapy
services to care recipients and training/coaching to caregivers.

Speech-Language Pathologist Helpfulness

| = Child  Adult
| o e CG CG
Provided therapy services to care recipient that improved 719 77% 58%
their ability to communicate 0 ° °
Provided recommendations, tips or training/coaching that o
allow me to better support the care recipient in daily life 62% 68% 47%
Connected us with additional educational/informational o
resources 51% 59% 29%
Provided therapy services to care recipient that improved 349
their ability to eat and drink ° 33% 36%
Were a source of support by hearing my concerns or 28%
frustrations as a caregiver ¢ 31% 22%
Provided referrals to other professionals who can assist 269
. " 20%  18%

Connected us with support groups/people with similar

; 21%
issues 20% 23%
Other 5%
3% 8%
None of these I 1%
0% 5%

Green = Significantly
higher than other group

ASHA Y G v- Q25. Which of the following, if any, did speech-language pathologists help with?
I ouGo Base: Caregivers to those who have an SLP involved in care (n=141); Base: Child caregivers to those who have an SLP 38

involved in care (n=93); Base: Adult caregivers to those who have an SLP involved in care (n=48%) *Caution: small base size



Most caregivers to people who received SLP services say these services helped
improve daily life significantly. Nearly all would recommend SLP care.

Speech-Language Pathologist Daily Life Speech-Language Pathologist
Improvement Recommendation
E < Among Caregivers to Those Who Have an SLP Involved in Care E E <« Among Caregivers to Those Who Have an SLP Involved in Care E

A great deal
- 77% Definitely would
m91%
A good amount
Probably would 23%
A little bit 8%
2% Probably would not ——

2% 0% indicated they definitely would not recommend

Q26a. Would you say that speech-language pathologist services helped improve daily life for the care recipient and yourself...? | Q26b. Would you
ASHA Y G « recommend people experiencing similar issues see a speech-language pathologist? 39
I ouGov Base: Caregivers to those who have an SLP involved in care (n=141); Base: Child caregivers to those who have an SLP involved in care (n=93);

Base: Adult caregivers to those who have an SLP involved in care (n=48*) *Caution: small base size



B Resources & e

Support %




Most caregivers say their responsibilities affect their emotional well-being—and
that having someone pitch in with a small task can have a huge impact.

Caregiving’s Impact on
Emotional Well-Bein

| 1
I & Among Total Caregivers !

A great deal
r 50%

A good amount

Not very much

Perceptions of Caregiving Responsibilities

e
>
3
o
=]
«Q
-
o
-
2
o
[Y
=
[1:]
Q.
<
[}
=
(]

Adult
m Strongly Agree Somewhat Agree CG

Having someone pitch in with a small task o
(like grocery delivery) has a huge impact S 1% 66% 74%

| am effectively managing caregiving and

my other responsibilities 26% 56% 59% 54%
| feel like | am drowning in responsibilities 42% 37% 45%
| often feel isolated 38% 33% 40%

Green = Significantly
higher than other group

«  Q38. How much, if at all, have your caregiving responsibilities affected your emotional well-being? Q41. To what extent, if at all, do you agree or
@ASHA/ YouGov 41

disagree with the following statements.
Base: Total caregivers (n=1000); Base: Child caregivers (n=283); Base: Adult caregivers (n=717)



About six-in-ten caregivers said they need more resources and support. Family
and friends are the most common sources of support for caregivers.

Amount of Support Helpful Sources of Support
-ttt ST T T T e e ‘I -ttt T T T T T e e ‘I
| ,.!,Among Total Caregivers | | ,.!zAmong Total Caregivers |
L e e L e e Adult
| need a lot ce
more Family members or friends 60% 65% 57%
resources/ Health care providers (doctors, 0 5
support SLPs, etc.) 49% R
I have all the Online resources or forums 26% 32% 23%
resources
Mental health professionals 26% 35% 21%
and support |
Government assistance
need orograms 23% 25%  22%
Professional caregivers or
home health aides 20% 20% 2
Caregivers to children Religious or communit
are significantly more g organizationi 17% 18% 17%
likely than caregivers to S ], ; . 179,
upport groups for caregivers 25% 13%
I have some adults t%iiﬁ;:ey have pport group g o o o
resources/ resources/support Other 3% 3% 3%
(43% vs. 33%)
support but None of the above 10% 5% 13%
not enough

Green = Significantly
higher than other group

ASHA Y G «  Q39. Which of the following best describes how you feel about the amount of resources and support you have to care for the care recipient? | Q40. 42
I ousov Which, if any, of the following sources of support have you found helpful to you as a caregiver?

Base: Total caregivers (n=1000); Base: Child caregivers (n=283); Base: Adult caregivers (n=717)



B Financial

Assistance &
Support




Just 13% of caregivers receive compensation on a regular basis.
Compensation is more common among caregivers of children than adults.

Financial Assistance/Compensation for Caregiving Who Caregivers Receive Financial Support From

1
: v .
1

Yes, I receive regular financial
assistance/compensation

Family members and/or friends
of the care recipient

22%

Compensation is more
common for caregivers

Yes, I receive occasional financial

assistance/compensation
No, but I applied for it and | am
awaiting assistance

Medicaid or Medicaid waiver

Caregivers of children
program

are more likely than
caregivers of adults to

of children than adults
(26% vs 19%)

No, I applied for it and was denied

receive assistance
26% through Medicaid
(48% vs. 32%)

State-funded resources/support
in-home caregiver program

The care recipient themselves 23%

No, I do not receive any financial
assistance/compensation and
have never applied

Veterans Affairs (VA) Caregiver

[
program 9%

4%

Other

loved one? Please choose the one option that best describes your current situation.
Base: Total caregivers (n=1000)

« Q42. Are you currently receiving financial assistance or compensation from any source for providing care to a family member, spouse, or other
&3 Asta | YouGov e



Among caregivers who receive financial assistance, most are satisfied with
the compensation they receive and are confident this assistance will continue.

Financial Assistance Future Financial Assistance
Satisfaction Confidence
i ,.!, Among Caregivers Who Receive Financial Assistance E i ‘!, Among Caregivers Who Receive Financial Assistance i

Very confident
Very satisfied
— 66%
— 80%
Somewhat confident
Somewhat satisfied
Somewhat dissatisfied Not very confident

«  Q44. How satisfied, if at all, are you with the financial assistance or caregiver support you currently receive? | Q45. How confident, if at all, are you
mASHAI YouGov 45

that the financial assistance or caregiver support you currently receive will continue to be available to you in the future?
Base: Caregivers who receive financial assistance (n=216)



Financial support is the number one thing that would make caregivers’ lives easier,
followed by support systems.

What Would Make Life Easier

Financial assistance
Support systems
Respite care

Health care access
Family support
Government support

Emotional support

Improved communication [ 4%

Educational resources for caregivers & patients _ 4%
Household assistance _ 4%

Transportation _ 4%

Home modifications [ 2%
Recipient recovery/improvement - 2%
Empathy and compassion - 2%
Proximity [l 1%
Assistive devices/technology - 1%

Otner [N 1%

Q46. Above all, what would make your life easier as a caregiver?
m ASHA I YOUGOV Base: Total caregivers (n=1,000) 46



Caregiver Responses: What would make your life easier as a caregiver?

Financial Assistance Family Support

“If we were compensated to do this so that the household “More help from family members, but none who would be willing to help
income was not compromised as it's extremely important to the live close enough. The one family member who lives close enough,
well being of everyone in the household.”— Caregiver to 57- refuses to help because they don't like, resent the person I'm caring for
year-old-adult and in general don't want to be bothered with extra responsibilities.”—
Caregiver to 97-year-old adult

Transportation

“Assistance with transportation. More
availability of wheelchair bound
transportation sources.”— Caregiver to 82-
year-old adult

Support Systems

“Above all, if | wasn’t alone in this and had help with time,
money, and knowing what to do, my life would be so much
easier. | love my grandma, but it's heavy doing it all by myself
every day.” — Caregiver to 87-year-old adult Home Modifications

“Access to better equipment and | need a ramp at my door.” — Caregiver to
64-year-old adult

Empathy & Compassion

“Societal acceptance and inclusion of
people that are different. It is people's
approach/stares/comments that makes
outings difficult. It is not kind to be stared
at.” — Caregiver to 7-year-old child

m ASHA / YouGoVy  Q46. Above all, what would make your life easier as a caregiver? 47

Base: Total caregivers (n=1,000)



D Interactions &
Communication
Outside of Home



More than half of caregivers said they leave the home with the care recipient
multiple times per week, and 45% reported that concerns about
communication breakdowns have resulted in fewer interactions outside of the
home.

Frequency of Out-of-Home Care Responsibilities Impact of Communication Breakdowns Out of Home
E ‘!,Among Total Caregivers E E ,!fAmong Total Caregivers E

Resulted in many fewer
interactions

—45%
o .
— 57% ReSL;I ted ":' iome:!’hat Caregivers of children
. ewer Interactions are more likely than
A few times per caregivers of adults to
week = say concerns about
communication
_ breakdowns have
resulted in many or
somewhat fewer
Resulted in more interactions outside of
A fow times per month interactions e home (63% .
0).
ASHA Y G = Q31. Switching topics, how often are you responsible for the care recipient while they interact with people outside the home (e.g., in stores, 49
I ousov community events, social outings)? | Q36. How, if at all, have concerns about communication breakdowns impacted the number of interactions

outside the home for the care recipient and yourself? Base: Total caregivers (n=1000)



Most caregivers (79%) say they are very or somewhat comfortable navigating

public spaces with the care recipient.

Comfort Navigating Public Spaces

Somewhat
uncomfortable

Neither
comfortable nor
uncomfortable
Very
comfortable

Caregivers of children are
more likely than caregivers of
adults to say they are

very/somewhat comfortable
(86% vs. 75%), while
caregivers of adults are more
likely to be uncomfortable.

ASHA Y G : Q32. How comfortable do you feel navigating public spaces with the care recipient?
I ousov Base: Total caregivers responsible outside of home (n=963)

50



Caregiver Responses: What would make public interactions easier for you and
the care recipient?

“For me, it would be easier if people were more patient. Sometimes | have to explain things to grandma while they wait, and they get
annoyed. Like one time at the store, the cashier talked fast and quiet, and grandma didn't understand how much to pay. | had to step in,
but the cashier looked mad because it took longer. If he waited a little and smiled, it wouldn't feel so hard. Also, having signs with big
words or pictures at places like the doctor's office would help her know what to do without me always talking for her.”

— Caregiver to 87-year-old adult

“A clear communication aid like using a device to type out requests and public places could be ready to engage with that.”
— Caregiver to 13-year-old child

« Q37. What would make public interactions easier for you and the care recipient?
m ASHA I YOUGOV Base: Total caregivers responsible outside of home (n=963) 51



About seven-in-ten caregivers who are responsible for their care recipient
outside of the home say communication breakdowns occur in public.

Frequency of Communication Stress from Communication Where Communication
Breakdowns Breakdowns Challenges Occur

______________________________________________________________________________________

EXtremer Social gatherings 58%
Not very stressful
stressful Stores 47%
Health care settings 44%
Restaurants

Public transportation Caregivers of
children are more

Extended travel L34 likely to say social
gatherings (72% vs.

50%), while
Religious services EX caregivers of adults
are more likely to

Oth 49 say health care
reontt ° ’ settings (48% vs.

stressful 36%), are a
challenge.

Sometimes

Q33. How often would you say communication breakdowns occur when interacting with people unfamiliar with the care recipient (e.g., in stores or

ASHA I YouGov' public places)? | Q35. How stressful are these communication breakdowns for you as a caregiver? | Q34. In which types of public settings does the 52
care recipient most frequently encounter communication challenges?
Base: Caregivers responsible outside of home (n=963); Caregivers with out-of-home communication breakdowns (n=659)



» General
AppendiXx




Demographic Profile - Total Sample

1%
OTHER ‘ 42%
MALE
GENDER
FEMALE
Midwest

Northeast
17%

OTHER RESPONSIBILITIES
48 Working (NET) 60%

AVG. HH Working full time 40%
. _ . ’
@ INCOME * Working part time 20%
[\

Other child(ren)/Child(ren) to care for 16%

$86K

AVE RAG E AG E Volunteer work 10%
Other 7%
white
Some college/Associate Degree 33%
Black Undergraduate Degree 23%

Postgraduate Degree 15%

Hispanic
18%

Marital Status

Other * Married 54%
: : Separated 3%

o,
‘r*' if Divorced 9%

Widowed 3%
Never married 24%
Domestic / civil partnership 7%

S1. What is your age? | S2. What is your gender? | S3. What is your State of Residence? | S4. What racial or ethnic group best describes you?
m ASHA I YouGOV“ S5. What is the highest level of education you have completed? | S6. Thinking back over the last year, what was your family’s annual income? 54

D2. What is your marital status? | Q13a. Outside of caregiving, which of the following other responsibilities do you have? | Base: Total

caregivers (n=1000)



