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@R Survey Instruments
wy

* Modified version of the federal TBI
guestionnaire template

* Received and implemented feedback on
questionnaire design from North Dakotans
with TBI, caregivers of persons with TBI,
North Dakota TBI Advisory Committee
members, and federal TBI program personnel




@ Objectives
oy

* Identify the demographic characteristics of North
Dakotans with TBI and their caregivers

 Discover the perceived behavior problems and
barriers faced by North Dakotans with TBI and
their caregivers

» Determine the assistance and support available
to persons with TBI and their caregivers

* Determine the services provided by North
Dakota agencies and service providers

* |dentify training opportunities and needs of North
Dakota agencies and providers
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Individual Survey




@ Methodology
wy

e Surveys mailed 1-13-05
» Surveys accepted thru 4-12-05

» Persons not returning a survey were
mailed a second survey 2-15-05

« Convenience Sample

— Individual (29% response rate)
* 425 mailed
* 21 invalid contacts
* 117 returned

@ Age
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[(ORY Gender

62.8%

/
,\

Female

/ 37.2%

n=113

@R Behavioral Issues Identified by Individuals with TBI
)14

Depression, low mood

Difficulty becoming
interested

Impatient

Anxious, tense

Difficulty controlling temper

Poor decision making

Trouble sleeping

Poor insight

Irritable, snappy, grumpy

Impulsive
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54.5%
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[(ORY Barriers Identified by Individuals with TBI
N1

Shortage of strong TBI
advocates 51.4%
No centralized source of TBI

information 50.5%

Inadequate knowledge of
TBlservices

50.0%
Inadequate financial

resources 47.3%
Lack of individualization of
TBlservices 45.8%

Lack of understanding of

TBI by providers 41.5%

Inadequate community
support 38.0%

Long distances to travel for
services 36.0%

Lack of acceptance of
having TBI 35.8%

Inadequate support for
family caregivers 35.5%
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Caregiver Survey




@ Methodology
wy

Surveys mailed 1-13-05
Surveys accepted thru 4-12-05

Persons not returning a survey were
mailed a second survey 2-15-05

Convenience Sample

— Caregiver (23% response rate)
* 425 mailed
* 19 invalid contacts
* 94 returned

@  Age of Caregivers for Individuals with TBI
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@R Relationship of Caregivers to Individuals with TBI

50%

45%

40%
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29.5%
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15% 11.5%
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n=78

= Behavioral Issues for Individuals with
@R TBI, as Identified by Caregivers

Poor decision making 66[7%
0

Impatient
65.8%

Depression, low mood
63.0%)

Difficulty becoming interested
59.2%

Difficulty controlling temper
Z Y y 58.9%

Impulsive
58.6%

Sudden mood changes
57.5%

Poor insight

Lacks control over behavior

52.1%

Anxious, tense uptight
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@R TBI Related Barriers Identified by Caregivers
gy

Shortage of strong TBI
advocates

Lack of individualization of

TBlservices 70.3%

Inadequate support for

family caregivers 64.4%

No centralized source of TBI
information

Inadequate knowledge of

TBlservices 60.8%

Inadequate community
support

Lack of acceptance of
having TBI

Inadequate financial
resources

Lack of understanding of
TBI by providers

Inadequate peer support
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@R TBI Caregiving Difficulties

Effects my emotions

Responsible for major
decisions

Lifestyle change

Less time for myself

Interferes with financial
obligations

Less time for my family

Lack of consistent help from
family

Effects my social life

Effects my family relationships

Less privacy
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wy
Comparative Summary of Individuals
with TBI and Their Caregivers
('R Comparison of Behavior Issues (match)
G

Impatient

Depression, low mood

Poor decision making

Difficulty becoming
interested

Difficulty controlling
temper

Anxious, tense

Poor insight

Impulsive

Trouble sleeping*

Lack initiative*
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*Variable was not included in the caregiver top 10 list
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@R Comparison of Behavior Issues (match)

Impatient

Poor decision making

Depression, low mood

Difficulty controlling
temper

Impulsive

B Caregiver
O Individual

Difficulty becoming

interested

Sudden mood changes*

Lacks control over
behavior*

Poor insight

Anxious, tense, uptight

| [ [ [ [
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*Variable was not included in the individual top 10 list

@R Comparison of Barrier Issues (match)
-y

. [
No centralized source of
TBlinformation

Shortage of strong TBI
advocates

Inadequate financial
resources

Inadequate knowledge of
TBl services

Lack of individualization

of TBI services O Individual

Lack of understanding by B Caregiver

TBIlproviders

Inadequate support for
caregivers

Lack of acceptance of
TBI

Inadequate community
support

Long distance to travel
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@n

Yy

Shortage of strong TBI

Lack of individualization

Inadequate support for

No centralized source of

Inadequate knowledge of

available services

Lack of acceptance of

Inadequate community

Lack of un derstanding by

Inadequate peer support*

Comparison of Barrier Issues (match)

advocates

of TBI services

caregivers

TBlinformation

having TBI

support

Inadequate financial
resources

providers

m Caregiver
O Individual
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Agency Summary
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CR) Agency Response Information
gy

» Surveys mailed 2-4-05
» Surveys accepted thru 4-22-05

« Convenience Sample

— Agency (32% response rate)
» 365 mailed
* 117 returned

To What Extent Do You Feel Your Staff is Trained to
@R Serve Individuals with TBI?

100% -

90% -

Not trained at all Moderately trained Highly trained

n=73
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Do You Feel that Your Staff Needs

@R Additional Training Specific to TBI?
A 14
Yes
83.3% No
\ — 16.7%
n=72

@R Does Your Agency Provide Services Related to...
-y

50% 9
47.2% 46.4%

45% 42.9%

40% -

35.2% 34.2%

35%
31.0%

30%

25%

20% 16.7%

15% — 13.0%

10%

5%

Education Community Rehabilitation  Financial Trainingon Employment Acute Medical Prevention of
Support Resources  Topic of TBI Services TBI
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Does Your Agency Provide Prevention

@R Services for Persons with TBI?
A 14

No Yes

87.0%\ L 13.0%

n=69

S Agency Perceived Barriers Related to Providing
@R Services to Individuals with TBI

100% -

90%

77.5%

80%

70% 65.7% 63.8%

60.0% 58.0%

60%
50.7%

50%

40%

30%

Lack of Lack of Inadequate Inadequate TBI  Poor treatment plan Inadequate
understanding of  coordination with financial resources eligibility criteria  following hospital screening
TBI other services discharge
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@R Agency Perceived Barriers to Accessing/Using Services

for Individuals and Their Families (1 thru 5)
A 14

% —
Ce0 89.4%
87.0%

85.3% 83.1%

Inadequate support Long distances to Inadequate No centralized Inadequate
for caregivers travel for services knowledge of source for TBI  financial resources
available TBI information forindividuals
services

Agency Perceived Barriers to Accessing/Using Services for
(R Individuals and Their Families (6 thru 10)

80.3%

69.7% 69.6%

Lack of transportation Inadequate health Lack of acceptance of Lack of understanding Lack of individualized
insurance for TBI by individuals of TBI by providers TBIl services
individuals
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100% -
90% -
80% -
70%
60% -
50% -
40%

30% -

Agency Perceived Barriers to Accessing/Using Services
for Individuals and Their Families (11 thru 14)

69.2%

65.6%

46.9%

Inadequate community  Inadequate peer support  Shortage of strong TBI  Inadequate support from
support advocates family

@n

Service Provider Summary
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ICRY Service Provider Response Information
Yy

» Surveys mailed 2-4-05
» Surveys accepted thru 4-22-05

« Convenience Sample

— Service Provider (20% response rate)
» 859 mailed
* 173 returned

@R Number of Individuals You Serve
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@n

Yy

100%
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Number of Individuals with TBI You Serve

52.9%

17.6%

0 1thru5 6 thru 10 11 thru 15 16 thru 20 21thru 25 More than 25

50%

45%

40%

35%

30%

25%

20%

15%

10% -

Number of Hours Spent Training for TBI (annual)

30.1%

20.4% 19.4%

16.5%

n=103

0 1thrus 6 thru 10 11 thru 15 16 thru 20 21 thru 25 More than 25
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Do You Have a Need for Additional
Training Specific to TBI?

[

n=108

Yes

No
22.4%
77.6%\

Do You Provide Direct Services for
Individuals with TBI?

n=108

No
70.4%

— Yes
29.6%
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@R Do You Offer Training Programs on the Topic of TBI?
wy

Yes

— 22.1%

No ]
77.9%

n=104

@R Do You Provide the Following Services to Individuals

with TBI?
wy

100%

90% -

80%

70%

60% 55.9%

47.7%

50%

40% 35.5%

31.5% 30.9%

30%
18.2% 1820

20%

Rehabilitation Educational Community Financial Employment Prevention Acute Medical
support Resources
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Barriers to Agencies and Providers when Providing

@R Services to Individuals with TBI
gy

|

Lack of understanding of TBI .0%

Lack of coordination of services 74.0%

Lack of involvement in treament

70.3%
plan upon discharge from hospital

) - )
Inadequate financial resources 69.3%

Eligibility criteria $6.0%

0% 10% 20% 30% 40% 50% 60% 70% 80% 90%  100%

Barriers to Accessing Services Needed by Individuals

@R with TBI as Identified by Providers
Yy

Inadequate knowledge of TB |

services 93.3%
Long distances to travel for
0
services 8.7%
Inadequate financial resources for
individuals 7.5%

No centralized source of TBI
information

Lack of acceptance

Inadequate support for family
caregivers

Shortage of strong TBI advocates

Inadequate peer support

Inadequate community support

Lack of individualization of TBI
services

0% 10% 20% 30% 40% 50% 60% 70% 80% 90%  100%
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Comparative Summary of Barriers

@R #1-Shortage of Strong TBI Advocates

gy
100%
e 80.2%
302 73.0%

70% 62.7%

60% 51.4%

50% A

40% A

30% A

20% A

10% -

0% -

Individual (1) Caregiver (1) Agency (12) Provider (7)

Group and Rank by Importance
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@R #2-No Centralized Source for TBI Information
A 114

100%

90% 85.3% 84.8%
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@R #3-Inadequate Knowledge of Available TBI Services
wy
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#4-Inadequate Financial Resources

87.5%

83.1%

47.3%

52.7%

Individual (4)

Caregiver (8) Agency (5)

Group and Rank by Importance

Provider (3)
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#5-Lack of Individualization of TBI Services

70.3% 69.6%

74.8%

Individual (5)

ﬁ45'% I
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Group and Rank by Importance

Provider (10)
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@R #6-Lack of Understanding of TBI by Providers
gy
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@R #7-Inadequate Community Support
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@R #8-Long Distances to Travel for Services
wy
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@R #9-Lack of Acceptance of Having TBI by Individuals
w0y
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@R #10-Inadequate Support for Family Caregivers
wy
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@R #11t-Inadequate Peer Support
w0y
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@R #11t-Lack of Transportation

h . 14
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@R #13-Inadequate Health Insurance for Individuals
w0y
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#14-Inadequate Support from Family

57.4%

46.9%

26.3%

20% A

10% A

0% -

24.3%

Individual (14) Caregiver (13) Agency (13) Provider (14)
Group and Rank by Importance
@ Key Findings

 Differences in perception between the groups
surveyed:
— Caregiver support
— Transportation and distance
— TBI Advocates

* Need for Training

* Need for TBI specific information and

services
» Caregiver age
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For more information contact:

Center for Rural Health
School of Medicine and Health Sciences
Grand Forks, ND 58202-9037

Tel: (701) 777-3848
Fax: (701) 777-6779

http://medicine.nodak.edu/crh

Connecting resources and knowledge to strengthen
the health of people in rural communities.
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